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PEOPLE WITH SPECLAL NEEDS

TUESDAY, JUNE 24, 1997

U.S. SENATE,
SPECIAL COIMNrITEE ON AGING,

Washington, DC.
The forum met, pursuant to notice, at 9:30 a.m., in the Dirksen

Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
low, presiding.

OPENING STATEMENT OF SENATOR CHARLES GRASSLEY,
CHAPMAN

Each year, States have enrolled increasing numbers of Medicaid
beneficiaries into mandatory managed care plans. For many of
these beneficiaries, Medicaid managed care provides services that
were otherwise unavailable. Yet many beneficiaries currently en-
rolled in managed care have experienced serious difficulties in
accessing appropriate health care services. As States begin to con-
sider enrolling additional groups of Medicaid beneficiaries into
managed care plans, namely elderly and ersons with special
needs, it is essential that we take a close loo at the kind of care
that these populations require, and whether managed care is ready
and able to provide these services.

In order to examine the impact of mandated Medicaid managed
care on the elderly and others with special needs, the Aging Com-
mittee planned this series of forums which takes a critical, yet bal-
anced, look at the changes brought about by the use of managed
care in Medicaid programs.

A careful assessment should be made of the structural features
of Medicaid managed care plans that can affect the delivery of care
to persons who are elderly or have special needs. These forums are
an important source of information that I hope will shed light on
the challenges that both beneficiaries and States face as mandated
managed care becomes a reality for many people with chronic con-
ditions.

It is clear that States will have to resolve difficult issues when
they develop managed care programs that enroll people with chron-
ic conditions. It is especially important that States make informed
decisions when selecting plans to serve vulnerable populations. At
this time there is considerable concern that most managed care
plans are not yet prepared to effectively serve special needs popu-
lations. This does not mean that persons with special needs will
never fare well in managed care. In fact, it is clear that there are
managed care plans that are doing an excellent job. However, it is
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also apparent that structuring a plan that serves this population
is very different from creating a plan for the younger, healthier
population that managed care has traditionally served.

Through these forums the Committee will examine the current
state of the managed care industry. We will learn about both the
successes and the failures and discover where more work needs to
be done. Finally, I hope these forums will provide leadership for
States and advocates to work together to develop managed care
programs which will provide quality care for all populations.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN
Ms. CHRISTENSEN. I am Susan Christensen, and I am a Fellow

with the Aging Committee, with Senator Grassley's staff. Also here
we have, with Senator Grassley's staff Hope Hegstrom, and Ken
Cohen is here from Senator Breaux's staff on the Committee.

This is the first in a series of four forums on managed care. Indi-
vidually, several Aging Committee staff have been following the re-
search and changes in managed care for some time, but our inter-
est became acute when we conducted a hearing recently on the spe-
cial needs of people with health conditions who were eligible for
Medicare and Medicaid.

There are some significant issues that need to be resolved when
we talk about managed care for people with special needs, and we
have divided these issues roughly into four main themes, which are
the topics of our four forums. We won't cover all the issues, but we
hope to give you a sense of the amount of work that has been done
and that still needs to be done; and we will have the generous sup-
port of the GAO staff throughout all this, which we appreciate very
much.

Today, we will start with the basics. Our panelists are here to
give you a picture of what we mean when we say a "person with
special needs." These are citizens who don't just need more care,
they need care delivered in certain ways for it to be effective. With-
in the category of special needs, there are broad variations.

Some information that you will hear today is very basic, but each
of our panelists is an expert on the health care system as it applies
to the populations that they represent. So I hope you will take the
opportunity to ask them any questions that might come to mind as
you hear them speak. We have some forms that you can use; jot
your questions down as you listen, and you can ask them at the
end.

We plan to talk for about an hour, and we'll have half an hour
after that for questions and interactions. We are making a record
of today, and we'll make a record of each of our forums which will
be available from the committee later when we finish up.

Future forums will build on this one. The next one is July 8 and
will look at the existing managed care industry and current ap-
proaches to meeting the needs of individuals that we'll hear about
toda.

fter that, on July 15, we will focus specifically on how plans
measure quality for a population that is so statistically small.

On July 22, we'll look at the State of the States to contract for
managed care plans that might be necessary for special needs.
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Again, I want to thank LaVita Westbrook and Meredith
Levenson for their assistance. I appreciate it.

Our panelists today-and I'm not even sure that they have all
met each other; we are being a little less formal than in a hear-
ing-in not any particular order, I will introduce our panelists.

Our first is Al Guida, who is vice president of the National Men-
tal Health Association, where he coordinates education and State-
level advocacy efforts of the organization's field network encom-
passing 326 affiliates in 43 States. He spent much of the last 10
years working on children's policy issues at the Federal and State
level.

I am also pleased to introduce Tony Young, who is a policy asso-
ciate in the Governmental Activities Department of United Cere-
bral Palsy Associations. He is an advisor to several national
projects.

Kathy McGinley is the assistant director at The Arc, formerly the
Association for Retarded Citizens, of the United States. She coordi-
nates efforts of the Health and Housing Task Forces of the Consor-
tium for Citizens with Disabilities. She helped to develop the CCD
Health Task Forces's "Principles for Health Care Reform from a
Disability Perspective."

Nancy Leonard is a care manager at Connecticut Community
Care, an independent care management organization currently
serving over 3,500 older adults statewide in Connecticut. She has
11 years of care management experience with the frail elderly in
the community, and she is here on behalf of the Alzheimer's Asso-
ciation in Connecticut.

Donald Minor comes from Tennessee, where he works as a client
advocate for Caremark. He is a person living with hemophilia who
was diagnosed with HIV in 1985. He has been a health care advo-
cate for more than 10 years and has been a recipient of TennCare
since its inception in 1994. He is here today representing the Na-
tional Association of People with AIDS.

I think we'll go ahead and let you folks get started. We'll just go
down the table, hear the presentations, and save questions until
the end.

Tony.

STATEMENT OF TONY YOUNG, POLICY ASSOCIATE, UNITED
CEREBRAL PALSY ASSOCIATIONS, WASHINGTON, DC

Mr. YOUNG. Good morning. Thank you for this opportunity to
present you with some profiles of individuals with physical disabil-
ities and their need for health care and long-term services. I have
attempted to select profiles of individuals of varying ages, condi-
tions and needs for services. While they do not cover full gamut
of circumstances and needs, they are nonetheless representative of
many people with disabilities who are facing the uncertain prospect
of receiving their health care and long-term services from managed
care providers.

I have four profiles to share with you this morning, and I will
try to get through as many of them as time will allow.

Our first profile is of a 12-year-old male with severe cerebral
palsy, along with mild cognitive impairment and a seizure disorder.
He is actually here with us this morning, but managed to escape
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through the doors when somebody opened them. Hopefully, he will
be back in a few minutes, and you will be able to see this young
man.

He speaks only with great difficulty and cannot perform activi-
ties of daily living, or ADLs, or instrumental activities of daily liv-
ing, or IADLs, without assistance. ADLs include bathing, dressing,
transferring, eating, and toileting. IADLs cover managing money,
taking medications, doing light housework, preparing meals, and
moving about outside the home.

This individual uses augmentative communication aids, such as
a Liberator, to communicate with family, friends and others. A Lib-
erator is a device that enables a person with a speech limitation
to communicate by typing words and phrases onto a keyboard and
having the device speak those words in a synthetic voice.

He requires personal assistance to perform his ADLs and IADLs.
We define "personal assistance" as one or more individuals or de-
vices that assist a person with a disability to perform activities
that they would otherwise perform for themselves if they did not
have a disability.

He requires assistive technology in the form of a motorized
wheelchair for mobility. He needs developmental and maintenance
physical, occupational, and speech therapy in order to improve his
functional abilities. He depends on prescription medication to con-
trol his seizures.

His family requires respite care services and family support
counseling services and would greatly benefit if there were better,
or in fact any, continuity of care personnel. Currently, the turnover
rate among his PAS providers is so high it is impossible to main-
tain a uniform quality of service. He needs periodic examinations
by specialists in physical medicine, dentistry, neurology, pediatrics,
orthopedic surgery, and routine health screening who are knowl-
edgeable of people with disabilities. Service coordination would im-
prove the collective impact of his health care and related services.

Our second profile is of a 41-year-old woman with spina bifida
and multiple secondary disabilities which have resulted in a double
leg amputation. She also has chronic bladder and kidney problems,
and a rare blood clotting disorder. She has a history of problems
with decubitus ulcers, which are commonly known as pressure
sores. She needs help in performing some instrumental activities of
daily living. She can ambulate using artificial legs, but only with
great difficult a

This indivial needs the services of several specialists, including
a urologist, a neurologist, an orthopedist, an internist, a hema-
tologist and a gastroenterologist. My word processing software
hated "gastroenterologists." She also requires periodic urological
lab tests, assistive technology for prosthetics and a manual wheel-
chair, and routine health screening.

Service coordination is essential for this person due to the com-
plex interactions of her disability, spina bifida, and the chronic
health conditions that are not related to her disability but that
greatly impact her health.

A third profile is a 45-year-old male with quadriplegia who has
severely limited wheelchair sitting time as a result of a history of
decubitus ulcers. He has chronic muscle spasticity and urinary
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tract infections. He cannot perform activities of daily living or in-
strumental activities of daily living with out assistance. One kidney
ceased functioning due to a series of UTIs several years ago and
was surgically removed.

This person needs prescription medications to manage spasticity
and the urinary tract infections. This must be supported by ongo-
ing lab tests to identify the urinary tract infection and to monitor
kidney and liver function to detect drug-related side effects such as
liver damage. He needs to be regularly evaluated by a physical
medicine specialist and a urology specialist.

His general health care should be monitored by a psychiatrist or
other physician knowledgeable about the unique impacts of spinal
cord injury upon major body systems specially the urological sys-
tem. He requires ongoing physical therapy to maintain functional
abilities and persona assistance with both ADLs and IADLs. His
assistive technology needs include a powered wheelchair, various
seat cushioning and positioning systems, and arm splints. Routine
health screening and service coordination is required.

Our fourth profile is a 29-year-old woman with cerebral palsy
who walks with a limp but without any mobilit assistance. She
has no speech difficulties. She wants to have children when the
time is right. She was recently rejected by a managed care provider
due to her cerebral palsy. As she ages, the effort that it takes for
her to walk will age her joints and tendons more rapidly than nor-
mally. Eventually, she will require some assistive technology with
mobility, such as a scooter, causing a reduction in the amount of
exercise she gets. This will require a modification in her diet, her
physical therapy, and her exercise regime.

This person requires routine health screening and ongoing phys-
ical therapy to maintain her current good health. When she is
ready to have children, she will need obstetric and gynecological
services from a specialist knowledgeable about disability. As she
ages, she will require an orthopedist or physical medicine specialist
to assist her in determining which mobility aids he should use to
balance the competing needs for mobility and exercise.

In summary although it is difficult to draw conclusions from
only four pro fes of ividuals with disabilities, there are several
overarching themes that can be identified.

The first and most important theme is the need for access to a
variety of specialists, especially those knowledgeable about disabil-
ity. These specialists may or may not be most effective playing the
role of primary care physician, depending on the unique needs of
each individual.

The second theme is the need for home and community-based
long-term services and assistive technology. These essential sup-
ports enable individuals with disabilities to access health care, to
work, to attend school, and to recreate. They are critical for the
prevention of secondary disabilities, because they enable people
with disabilities to avoid behaviors that trigger secondary condi-
tions. The classic example is spinal cord-injured persons who re-
strict drinking fluids because they have no assistance in using the
bathroom, which leads to urinary tract infections.

Prescription medications assist people in managing the myriad
conditions that often accompany disability. They too can prevent or
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delay the onset of secondary disabilities and debilitating conditions
that can transmute into expensive acute care episodes.

Service coordination is needed to afford continuity among the
many specialists and related service personnel, including long-term
services, assistive technology and social services, that people with
disabilities use. Appropriate application of coordination, as opposed
to case management, of health and related services can both raise
the quality of services delivered and reduce the cost of these serv-
ices.

One often overlooked theme is that most individuals with disabil-
ities are quite healthy. Routine health screenings to maintain this
good health are vital for the prevention of secondary disabilities as
well as the prevention of other common ailments affecting the gen-
eral population.

In my written statement, I have attached a list of important
principles for your consideration when designing managed care pro-
grams intended to serve individuals with disabilities. I want to
thank you for your attention this morning and, after everybody else
has spoken, I would be glad to answer any questions you might
have.

MS. CHRISTENSEN. Thank you very much.
[The prepared statement of Tony Young follows:]
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BRIEFING FOR CONGRESSIONAL STAFF ON NEEDS OF
PERSONS WITH PHYSICAL DISABILITIES IN MANAGED CARE

Thank you for this opportunity to present you with some profiles of individuals with physical
disabilities and their need for health care and long-term services. I have attempted to select
profiles of individuals of varying ages, conditions, and needs for services. While they do not cover
the full gamut of circumstances and needs, they are nonetheless representative of many people
with disabilities who are facing the uncertain prospect of receiving their health and long-term
services from managed care providers. I have four profiles to share with you this morning; we will
try to get through as many as time will allow.

Profiles of Health Care Needs of Individuals with Physical Disabilities

Profile 1: A 12 year old male with severe Cerebral Palsy, coincident with mild cognitive
impairment and a seizure disorder. He speaks only with great difficulty, and cannot
perform Activities of Daily Living (ADLs) or Instrumental Activities of Daily
Living (IADLs) without assistance. ADLs include bathing, dressing, transferring,
eating, and toileting. IADLs cover managing money, taking medications, doing
light housework, communicating over the telephone, shopping for groceries or
clothes, preparing meals, and moving about outside the home.

Needs: This individual uses augmentative communications aides, such as a Liberator, to
communicate with family, friends, and others. A Liberator is a device that enables
a person with a speech limitation to communicate by typing words and phrases
onto a key board and having the device speak those words in a synthetic voice. He
requires personal assistance to perform ADLs and IADLs. Personal assistance is
defined as one or more individuals or devices that assist a person with a disability
to perform activities that they would otherwise perform for themselves if they
didn't have a disability. He requires assistive technology in the form of a
motorized wheelchair for mobility. He needs.developmental and maintenance
physical, occupational, and speech therapy in order to improve his functional
abilities. He depends on prescription medication to control seizures. His family
requires respite care services and family support counseling services, and would
greatl benefit if there were better (or any) continuity of his care personnel;
currently the turnover rate among his PAS providers is so high it is impossible to
maintain a uniform quality of service. He needs periodic examinations by
specialists in physical medicine, dentistry, neurology, pediatrics, orthopedic
surgery, and routine health screening who are knowledgeable of disability. Service
coordination would improve the collective impact of his health care and related
services.

Profile 2-A 41 year old woman with Spina Bifida and multiple secondary disabilities
resulting in double leg amputation. She also has chronic bladder and kidney.

United Cerebral Palsy Associations Page I of 9
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problems; a rare blood disorder; and a clotting disorder. She has a history of
problems with decubitus ulcers, which are commonly known as pressure sores. She
needs help in performing some Instrumental Activities of Daily Living (lADLs).
She can ambulate using artificial legs, but only with great difficulty.

Needs: This individual needs the services of several specialists, including a urologist,
neurologist, orthopedist, internist, hematologist, and a gastroenterologist. She also
requires periodic urological lab tests, assistive technology for prosthetics and a
manual wheelchair, and routine health screening. Service coordination is essential
for this person due to the complex interactions of her disability, Spina Bifdta, and
the chronic health conditions that are not related to her disability but that greatly
impact her health.

Profile 3: This person is a 45 year old male with quadriplegia who has severely limited
wheelchair sitting time as a result of a history of decubitus ulcers. He has chronic
muscle spacisity and urinary tract infections (UTI). He cannot perform Activities
of Daily Living (ADLs) or Instrumental Activities of Daily Living (lADLs) without -

assistance. One kidney ceased functioning due to a series of UTIs several years
ago and was surgically removed.

Needs: This person needs prescription medications to manage spacisity and UTI. This
must be supported by ongoing lab tests to identify UTI and to monitor kidney and
liver function to detect drug related side effects such as liver damage. He needs to
be regularly evaluated by a physical medicine specialist and a urology specialist.
His general health care should be monitored by an internist or other physician
knowledgeable about the unique impacts of spinal cord injury upon major body
systems, especially the urological system. He requires ongoing physical therapy to
maintain functional abilities and personal assistance with both ADLs and IADLs.
His assistive technology needs include a powered wheelchair; various seat
cushioning and positioning systems; and arm splints. Routine health screening and
service coordination is required.

Profile 4: This individual is a 29 year old woman with Cerebral Palsy who walks with a limp
but without mobility assistance. She has no speech difficulties. She wants to have
children when the time is right. She was recently rejected by a managed care
provider due to Cerebral Palsy. As she ages, the effort that it takes for her to walk
will age her joints and tendons more rapidly than normal. Eventually she will
require some assistive technology with mobility, such as a scooter, causing a
reduction in the amount of exercise she gets. This will require a modification in her
diet, her physical therapy, and her exercise regime.

Needs: This person requires routine health screening and on-going physical therapy to
maintain her good health. When she is ready to have children, she will need

United Cerebral Palsy Associations Page 2 of 9
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obstetric and gynecological services from a specialist knowledgeable about
disability. As she ages, she will require an orthopedic or physical medicine
specialist to assist her in determining which mobility aides she should use to
balance the competing needs for mobility and exercise.

Summary Needs: Although it is difficult to draw general conclusions from only four profiles
of individuals with disabilities, there are several overarching themes that
can be identified from these people.

* The first and most important theme is their need for access to a variety of specialists,
especially those knowledgeable about disability. These specialists may or may not be most
effective playing the role of primary care physician, depending upon the unique needs of
each individual.

* The second theme is the need for home and community-based long-term services and
assistive technology. These essential supports enable individuals with disabilities to -
access health care, to work, to attend school, and to recreate. They are critical for the
prevention of secondary disabilities; as they enable people with disabilities to avoid
behaviors that trigger secondary conditions. The classic example is spinal cord injured
persons who restrict drinking fluids because they have no assistance in using the
bathroom, which leads to a urinary tract infection.

* Prescription medications assist people in managing the myriad conditions that often
accompany disability. They too can prevent or delay the onset of secondary disabilities
and debilitating conditions that can transmute into expensive acute care episodes..

* Service coordination is needed to afford continuity among the many specialists and
related service personnel (long-term, assistive technology, and social services).
Appropriate application of coordination, as opposed to case management, of health and
related services can both raise the quality of services delivered and reduce the cost of these
services.

* One often overlooked theme is that most individuals with disabilities are quite healthy.
Routine health screenings to maintain this good health are vital for the prevention of
secondary disabilities as well as the prevention of other common ailments affecting the
general population.

I have attached a list of important principles for your consideration when designing managed care
programs intended to serve individuals with disabilities. Thank you for the opportunity to share
this information with you. I would be happy to answer any questions you might have.

United Cerebral Palsy Associations Page 3 of 9
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The CCD Health Task Force "Principles for Health Care Reform firom aDisability Perspective"
have been used since their development in 1991 to assess the ability of health care reform
measures to meet the needs of people with disabilities. The CCD asserts that any effort to reform
the nation's health care system must be built on five basic principles: non-discrimination,
comprehensiveness, appropriateness/choice, equity, and efficiency..

This means that:

* both the public and private health care systems must not discriminate against people withdisabilities;

r these systems must make a full range of health and health related services and supports
available to people with disabilities in an effcient manner based on their individual needs
and choices and

T people with disabilities must not be burdened with inequitable and disproportionate costs
which limit their access to services

Policy makers at both the national and state levels must recognize that there are at least 43 millionpeople with disabilities in the United States, as well as a large number of witat anyh special healthcare needs. This includes individuals of all ages with physical. and mental impairments, conditionsor disorders that are severe, acute, or chronhi ch limit or impede their ability to function.
Therefore, reform efforts must ttketinto consideration the needs ofpeople with disabilities.

Currently, the role of managed care occupies center stage in the health care debate. Managed
care is viewed by many as a means to control health care costs while at the same time promoting
good health. However, this is not the view of the disability community' Reports from consumers
with disabilities indicate that access to necessary services is either denied or severely limited by
managed care organizations because of a lack of understanding of the needs of individuals withdisabilities.

Building on its earser work, the CCD Health Task Force has developed the following managedcare principles to help consumers and advocates evaluate current and emerging managed care

United Cerebral Palsy Associations Page 4 of 9
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with disabilities. This is a set of guiding pri e10,N MWAU T ' ook" for the perfect
managed care system. These principles should be viewed only as a starting place by advocates
who are working to ensure that managed care systems meet the varied needs of children and
adults with disabilities and their families.

Issues in managed care concerning long term services and supports
for people with disabilities are not expressly addressed in this
document. Other CCD materials address these issues. However, the
CCD wants to stress that if a managed care entity is responsiblefor
any long term services and supports, these must be provided in
accordance with best practices and emphasize community-based,
consumer directed services. Long term services must not become
overly medicalized because a health care entity is responsible for
payment. Consumers of long term services must be given choices and

fiidl range of quality assurance measures mustbe available based on
individual needs and personal preferences about types, methods,
providers, and sites of services.

Principles For Managed Care For People With Disabilities

The CCD believes that if managed care systems/plans are to meet the needs of people with
disabilities, they must embody the following principles.

Consumer Participation

Managed care systems/plans must ensure that all key stakeholders, including individuals with
disabilities, family members, support agencies, providers, advocates, and others are enlisted in
designing, implementing, and -overseeing the operation of both public and private managed care
systems and plans.

Managed care systems/plans must not encourage placement in institutions but, instead, encourage
the provision of services that support people to live as independently as possible and to participate
in the every day life of the community.

Consumer Choice

Managed care systems/plans must expand, not diminish, opportunities for people with disabilities
and their families to choose services and supports that will improve the quality of their lives.

Managed care systems/plans must be structured in a _manner that decentralizes decision making
and promotes innovation in providing appropriate services and supports to people with

United Cerebral Palsy Associations Page 5 of 9
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disabilities.

Managed care systems/plans must provide enrollees with a choice of plans or offer an affordable

point of service option. However, the availability of a point of service option must not mean that

managed care plans do not have the responsibility to provide appropriate care or pay for an

out-of-network referral if the managed care plan cannot provide a service.

Appropriate Definition of Medical Necessity

For individuals with disabilities, the term "medical necessity" must be defined in the broadest

manner possible to ensure access to all appropriate services and supports that can enable a person

with a disability to function in the community as independently as possible.

Equitable Financing Mechanisms

Any financing mechanism that may directly or indirectly constrain access to appropriate services

must be prohibited.

Managed care systems/plans must not include financial incentive procedures that directly or

indirectly restrict access or deny adequate and appropriate services. Systems/plans that contain

incentives for individual providers regarding utilization of services must not link financial

rewards/penalties with individual treatment decisions.

Managed care systems/plans must have "stop-loss" provisions or limits to risk that are mutually

agreed upon by providers and plan sponsors when provider groups (particularly small groups)

assume financial risk for the cost of specialty care, ancillary services, and/or hospital care.

Additional amounts of provider time or effort required by people with disabilities or chronic

illness must be compensated commensurate with the additional effort required, either as a

component in the capitation agreement or through some mutually agreeable financial arrangement.

Managed care systems/plans must collect utilization data over periods of time sufficient to identify

patterns of risk. Risk sharing arrangements across a group of providers must also be based on the

perfoanance of the provider group over periods of time.

Consumers Benefit from Cost Savings

Managed care systems/plans must be designed to ensure that cost savings realized through the

more efficient administration of services are invested primarily in providing services and supports

and reducing waiting lists for eligible beneficiaries.

Appropriate Services and Benefits Available

Managed care systems/plans must offer a comprehensive benefits package that meets the needs of

United Cerebral Palsy Associations Page 6 of 9
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people with disabilities and special health care needs. This includes such basic benefits as
prescription drugs, preventive services, rehabilitation services, durable medical equipment,
orthotics and prosthetics, and mental health services
Managed care systems/plans must offer all necessary benefits, services, and supports across
multiple settings, such as home, school, work. There must be no arbitrary limitations on service
settings.

Managed care systems/plans must not include disincentives, financial or otherwise, to the
provision of services in home and community-based settings.

Managed care systems/plans must be structured to ensure continued, appropriate access to health
and health related services.

Services should be provided not only to treat acute and chronic conditions but also to promote
and maintain health and optimum functioning and prevent deterioration and secondary disabilities.

Managed care systems/plans must have specific limits on waiting times for first appointments and
for specialty referrals. To assure geographic accessibility of services, there must also be
established standards for travel times and distances to both primary and specialized services.

Access to Specialty Services

Managed care systems/plans must provide for access to and the effective coordination of
specialized services with other systems/supports on which people with disabilities rely.
Managed care systems/plans must offer people with disabilities and special health care needs the
option of having a specialist-as their "gatekeeper" in the system/plan. This specialist would
provide both necessary specialized services -- at the specialized rate -- and primary care services
-- at the lower primary care reimbursement rate.

Strong Quality Assurance Measures

Managed care systems/plans must comply with the protections offered by Section 504 of the
Rehabilitation Act of 1973, as amended, the Americans with Disabilities Act, and-other civil
fights statutes.

Managed care systems/plans must provide participants with clear information on policies,
procedures, grievance mechanisms, and appeals and must ensure consumer participation in the
establishment of such procedures.

Managed care systems/plans must provide access to independent organizations that provide
ombudsman and rights protection services.

Managed care systems/plans must have in place a mechanism for responding to adverse utilization

United Cerebral Palsy Associations Page 7 of 9
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review by including appropriate grievance and appeals mechanisms.

Managed care systems/plans must include mechanisms for avoiding discrimination in the provision
of services. This includes the prohibition of arbitrary limits through reasonable accommodations
in such areas as benefits, location of services, length of treatment, and geographical location.

Managed care systems should be required to provide health care services in accordance with
nationally accepted prevention and treatment protocols, e.g. protocols for prenatal care, well-baby
care, and childhood immunization schedules, or current best-practices.

Managed care systems/plans must communicate to enrollees and prospective enrollees which
services are covered and which are excluded in a consistent format that is clear and easily
understood. Included must be information on co-payments, deductibles, the existence of any
utilization review requirements, as well as any financial incentives that restrict or require the use
of specific providers, facilities, services, or products.

Managed care systems/plans that utilize provider risk sharing-arrangements or other incentives
related to utilization of services must have established mechanisms in place for monitoring quality
of care.

Managed care systems must include the option to disenroll for those participants who are not
receiving adequate and timely services.

Managed care systems/plans must be required to collect and report a uniform set of data that
allows public officials and consumers to evaluate and compare performance, including
longitudinal data to measure outcomes for people with disabilities. Community agencies and
consumers must be involved in design of and ongoing participants in quality assurance systems
which focus on appropriate outcomes for the individual.

Managed care systems must have strict quality assurance provisions that require internal and
external review mechanisms by independent assessors and the results of these reviews should be
available to consumers to assist them in choosing a managed care plan. Individually focused
outcome reviews should be a key component of this process.

Consumer Education

In order to avoid marketing abuses by managed care plans, states must be required to prohibit
direct enrollment by plans and instead set up an independent enrollment and counseling process
which permits enrollees -- in the public and private markets -- to explore options in choosing
among plans. All such efforts must be designed to respond in a non-discriminatory manner to the
varying abilities and needs of people with disabilities.

Managed care systems/plans must disclose in a clear and easily understood manner to enrollees

United Cerebral Palsy Associations Page 8 of 9
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and prospective enrollees the plan's policy with regard to withholds, privileges, denials of

payment, and any other mechanism with a utilization/financial incentive link.

Managed care systems/plans must establish a means by which consumers and payers can

accurately evaluate and effectively choose plans on the basis of measured results.

United Cerebral Palsy Associations Page 9 of 9
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Al.

STATEMENT OF ALFONSO V. GUIDA, JR., VICE PRESIDENT,
NATIONAL MENTAL HEALTH ASSOCIATION, ALEXANDRIA, VA
Mr. GuIDA. Ladies and gentlemen, good morning.
I do not have a written statement, and I intend to adhere strictly

to the 10 minutes I have been allotted.
I represent the National Mental Health Association. We are a

voluntary health organization that is concerned about raising
awareness, fighting the social stigma that is attached to mental ill-
nesses, and raising awareness about the need for health care, spe-
cifically mental health care, for these individuals.

You folks are confronted with a lot of very serious policy issues
as they relate to Medicaid beneficiaries and the provision of serv-
ices for these individuals within a managed care setting, and I
want to step back a little bit and maybe try to weave some of the
policy issues you are confronted with with some of the day-to-day
realities of the individuals whom we are all concerned about here
at the table.

There are today about 13 million Medicaid beneficiaries in some
sort of managed care plan, in some sort of Medicaid managed care
arrangement. The vast majority of these individuals are low-income
women and kids, former AFDC recipients, primarily-now, I guess,
TANF recipients, or whatever we are calling the former AFDC pro-
gram today.

In most cases, States have not, or have moved more slowly in en-
rolling disabled populations into managed care. That is not the
case with people with mental illness, unfortunately. There, the
States have moved with great vigor to enroll people with very se-
vere mental disorders-schizophrenia, manic depression, major
clinical depression, obsessive-compulsive disorder-into various
managed care arrangements. They have also moved with great
vigor to move children with serious emotional disturbances-young-
sters in the foster care system, youngsters in the special education
system into managed care arrangements to control their costs.

So that more or less, for millions of Americans with severe
mental illness, the vast majority of those individuals depend upon
Medicaid for the provision of both their acute care medical serv-
ices-psychiatric visits, access to prescriptions for psychotropic
drugs-as well as to an array of community-based services that are
necessary to sustain that individual in a community.

So, what are we talking about here? OK. Let's take schizophrenia
as an example. Ladies and gentlemen, when you have schizophre-
nia, there is a series of symptoms that relate to the disorder. Now,
schizophrenia is a biologic imbalance in the brain. Individuals with
schizophrenia have a genetic predisposition to it. What occurs in
most cases, particularly in the most severe forms of schizophrenia,
is that the disease is marked by delusions, hallucinations, disorga-
nized speech, and grossly disorganized or catatonic behavior.

Now, the age of onset for schizophrenia is 18 to 21. In most
cases, as a result, you will probably never hold a job, or you will
never hold a job involving very serious, long-lasting, cognitive
interaction. Your ability to interact with your family, your ability
to hold a job, your ability to go to school, are all severely impaired
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by the disorder. In fact, schizophrenia along with the other major
mental illnesses-obsessive-compulsive disorder, often major clini-
cal depression-are recurrent, persistent and chronic illnesses. So
what that means is that you are going to have that for the rest of
your life, and because of its recurrent nature, you will spend a sig-
nificant portion of your time, or at least some portion of your time,
in a psychiatric facility, either in a State-owned and operated
States hospital or in a private psychiatric facility, because you will
go through recurrent crises depending upon how you respond to the
psychotropic medications-Haldol, for example, Resperdal, or one of
the latest medications-that are given to you to control your symp-
toms.

So you are going to both spend a significant amount of time in
a psychiatric facility, and you are going to need an extensive array
of support when you are not in a 24-hour environment.

Now, put yourself in the position of that individual for just a mo-
ment, OK? You are "Eddie Dibarcolo." You just stepped out of a
State psychiatric facility in the State of Connecticut, my home
State. You have been diagnosed with a severe mental illness, let's
say schizophrenia. You are on a major psychotropic drug in order
to control the symptoms of that disorder. You are a severely im-
paired individual in most cases. You may have spent a significant
part of that year in a State psychiatric facility.

What do you need? You need supported housing. Odds are you
are not going to be able to live by yourself. You are going to need
some sort of supervised environment where someone can look after
you and where someone can engage in medication management.
Medication is a very important part of your life.

You need psychiatric rehabilitation. What does that mean? You
need training in how to dress in the morning, how to put your
shoes on, how to cook, how to go to work, how to take a bus to get
to work; and you often need a very extensive array of community-
based services-partial hospitalization, emergency crisis services,
very intensive case management, because /you need someone who
in most cases is someone hired by the State, that person is receiv-
ing Medicaid reimbursement through the State, through the case
management option, to facilitate and to coordinate all of these serv-
ices. You are certainly not going to be able to do it yourself given
the fact that you have a very severe mental disorder.

OK The difficulty is as follows-and this is just speaking for my-
self and for the National Mental Health Association. Managed care
is and was developed as an acute care medical service delivery sys-
tem. It was designed essentially for a healthy population, with a
very heavy preventive focus, to reduce acute care medical services.

The types of service that we have just talked about, all of which
are now financed through Medicaid with the exception of supported
housing naturally, but all the stuff I just talked about in one way
or another, through some State option or another, is financed
through the Medicaid program, are not acute care in nature. They
are long-term services. Once again, you are going to need this type
of intervention for the rest of your life.

Now, there is some question as to whether managed care can
handle the provision of these types of very intensive services over
an extended period of time to a chronically ill population. In the
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mental health field, States are the insurer and last resort; all of
you now, or probably most of you in the room, are covered by pri-
vate health insurance. If, for whatever reason, you lose your pri-
vate health insurance, often because you have developed a severe
mental illness while you are on private health insurance and you
have blown through the coverage limits in that policy-the number
of days you are given in a private psychiatric facility, the amount
of outpatient days number about 20 days, you cannot make the
copayments on your insurance policy, you have hit the lifetime ceil-
ing on the policy-if you lose your private health insurance, State
and county government, assisted by the Medicaid program, will be
responsible for your care. They are the insurer of last resort. Many
of these States and many of these counties are reducing their pub-
lic sector mental health spending, the money of last resort to facili-
tate services to you, into a request for proposals and shifting that
RFP out to bid. The bidders are in many cases private, for-profit,
managed care companies that feel like they can (a) provide you
with the services that you need of the type that I just discussed,
and (b) hopefully, cover administrative expenses and make a profit.

Now, the Finance Committee has responded in a number of dif-
ferent ways in its mark to this development that I just described.
For example, Senator Kerrey sponsored an amendment which was
also sponsored in the House Commerce Committee that prevents
mandatory enrollment of children with special needs in Medicaid
managed care plans. That encompasses kids with cerebral palsy,
spina bifida and autism, including the kids I represent, kids with
serious mental and emotional disturbances. The mark or the bill as
amended bars the enrollment of these kids into mandatory man-
aged care plans. The State would have to seek a special waiver
from the Federal Government to enroll these kids in managed care
arrangements.

Senator Grassley successfully engineered an amendment that re-
quires the Secretary, with regard to the rest of the disability popu-
lation-and people with special needs who depend upon Medicaid,
the rest of the disability population is very substantial-people
with very severe mental retardation; the folks that Tony just dis-
cussed; kids with developmental disabilities; people with AIDS, and
a variety of individuals with disabilities who are not covered by the
Kerrey Amendment I just discussed.

Senator Grassley engineered a provision that would require the
Secretary to issue special guidelines that would specifically govern
the Secretary's examination of State plan amendments as the
States file amendments with the Secretary to move these popu-
lations into managed care arrangements.

I see that my time is up, so I will be available for questioning.
Ms. CHRISTENSEN. Thank you.
[The prepared statement of Al Guida follows:]
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AL GUIDA' 5 TALKING POINTS
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PEOPLEVWITE SPECIAL NEEDS PORUM

General Theme: Managed care has a long -- and largely
successful -- track record in providing acute care medical services
to an essentially healthy enrollment base. However, as these plans
compete to secure public sector Medicaid contracts involving direct
service delivery -to people with disabilities. and children with
complex medical conditions,.a number of questions emerge:

i.) Do medical necessity criteria need to be adjusted?

Today, Medicaid finances an array. of services that are
designed to: (i) sustain and:slowly improve the functional capacity
of people with disabilities and Iii) assist disabled children in
attaining and m4intaiunknI developmental milestones.

Specifically, Medicaid pays for developmental services like
occpuational therapy, physical therapy and speech language
pathology for children with mental retardation, cerebral palsy,
cystic- fibrosis and.autism. : In most cases, these services are
furnished over a period of years and produce relatively slow
improvements in functional capability over time.-

NM3A believes that public sector medical necessity criteria
must be modified so that these long-term care services will
continue to be provided..

2.) Do case management definitions need to be adjusted?

Public sector and private sector 'case management" are two
very different creatures. For example, in most cases, HMOs provide
assistance to enrollees in navigating their acute care medical
network. On the other hand, "intensive case management --_
financed through Medicaid at state option -- facilitates access for
people with disabilities to an array of community services,
rehabilitation programs, supported housing opporunties, and peer
support groups.

It seems clear that. these two world views need to be
reconciled as Medicaid managed care movements forward.

3.) What services will be financed by .MOs that win Medicaid
contracts?
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While many of the community-based interventions in the mental
health field are non-medical in nature, they are essential to
sustaining individua1ls with severe mental illnesses in the
community. Psychiatric rehabiliation,, financed through the
rehabiliation option,. 'is a prime example. NWHA strongly believes
,that managed care firms shouild develop mechanisms to accredit these
interventions -- and most importantly'- - strengthen the capacity of
the community-based system by investing in such programs.

.~~~~~~~~n .o.r.a. .
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Kathy.
STATEMENT OF KATHLEEN H. MCGINLEY, ASSISTANT

DIRECTOR OF GOVERNMENTAL AFFAIRS, THE ARC

Ms. McGINLEY. Good morning. It is a pleasure to be here. I am
Kathleen McGinley, and I am assistant director of governmental af-
fairs for The Arc. The Arc is a national organization on mental re-
tardation, and many of you may know us by one of our previous
names, which was the Association for Retarded Citizens. We have
had a series of names over the last 50 years that reflect the move-
ment in the field of mental retardation.

Before I start to talk, I am going to talk about people with devel-
opmental disabilities and mental retardation, and I have brought
a number of handouts. One is the definition of "developmental dis-
abilities," and if you get that-it is a pink handout-it will show
you the broad range of people encompassed in this category. I have
also brought The Arc's resolution on managed care and long-term
supports, which reflects many of the things that Al said and I
brought the CCD principles on managed care for people with dis-
abilities.

The issue of managed care and people with special needs is an
issue that has been under discussion for a long time in the area
of developmental disabilities and mental retardation. This morning,
I want to take some time to ,ye you some general information
about some of the health and long -term services needs of the
children and adults who fit-and I do not know if 'fit" is a good
word-the definition of developmental disabilities, because it is
such a broad group of people. Then I want to talk about some spe-
cific concerns that we have about managed care which we see
sometimes as having goals that are totally the opposite of the stat-
ed goals of the field of mental retardation.

The first thing I want to do is go through the definition, and if
you do not have a copy of the definition in front of you, let me just
go through a few parts of it and give you some examples of people
with developmental disabilities.

A developmental disability is a severe, chronic disability of a per-
son 5 years of age or older which is attributable to a mental or
physical impairment or combination of mental or physical impair-
ments, manifested before the person reaches the age of 22, likely
to continue indefinitely, resulting in substantial functional limita-
tions in three or more areas of major life activity, reflecting the
person's need for a combination and sequence of special treatment
or services that are of lifelong or extended duration, individually
planned and coordinated.

Some of the people who fit this definition are people with mental
retardation, cerebral palsy, autism, spina bifida, epilepsy, emo-
tional disturbance, spinal cord injuries before the age of 22, so it
is a very, very broad group of people.

Because it is such a broad group of people, I am going to con-
centrate more on the needs of children and adults with mental re-
tardation because that is really who I advocate for.

Mental retardation is not a disease. It is not something that can
be cured. Not so many years ago, it was believed that there was
something wrong with people with mental retardation, that they
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were sick, or that their disability was a punishment on their par-
ents for doing something bad. It was no wonder, then, that there
was not anything available for people in the community, and so
many people with mental retardation in the past ended up in large
institutions, way outside of town. Because of this history, it is no
wonder that discrimination and stigma still abound.

In a lot of ways, times have changed. Most professionals in the
field of mental retardation know that what we must do now is
work to ensure that society and the community offer the person
with mental retardation the opportunity to develop skills be
healthy and independent. The person with the disability, their fam-
ily, friends and the professionals, in the best world would work to-
gether on this goal.

The key component of this new approach is that it is person-cen-
tered, and it focuses on the needs, desires and choices of the indi-
vidual-or a surrogate, if the person's disability limits his or her
choice-making skills-and we call this self-determination. The con-
trol is in the hands of the individual consumer as much as it pos-
sibly can be, and that is where we say where we are now. But the
specter of the past still haunts us and one of the places where it
is particularly haunting is in the area of health care.

For years, people with mental retardation and related disabilities
have had an extremely difficult time finding doctors, dentists, gyne-
cologists and other medical professionals to serve them. There have
been many reasons for this-people were locked away so main-
stream doctors did not know them; people were locked away and
medical education ignored their existence; people were often consid-
ered harder to treat because their physical and mental conditions
required doctors and dentists and others to take more time and
more care, and to explain things simply and in detail.

People who are elderly often have these same kinds of needs, but
they are a more well-known population, and-I hate to say it-but
they often have a lot better health insurance than people with
mental retardation.

Now that children with mental retardation are growing up at
home and going to school in the community and living and working
in the community, they are becoming more known to the medical
profession. Families have found doctors and dentists and therapists
for their children who finally care about them. Adults have found
dentists and gynecologists who care about them and treat them
without fear. The possible loss of this relationship if they are forced
into managed care is one of the major concerns of people with men-
tal retardation and their families.

Many of the needs of these individuals are the antitheses of some
of the manifestations of managed care. They need access to a num-
ber of medical professionals. They need specially trained profes-
sionals or professionals who have developed expertise in working
with them. They need things explained to them in clear detail an
as I said earlier, it may take a long time for a person with mental
retardation or another disability to go to the doctor; it is not a
quick, in-and-out visit.

As I said earlier, mental retardation is not something that can
be cured, and many of the health and health-related needs of peo-
ple with mental retardation do not lead to a cure-they may not
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even lead to an improvement-but they may be critically necessary
to help ensure that that person can continue to live or work in his
or her home community. Some things like speech therapy or phys-
ical therapy, which numerous insurance and managed care plans
limit, may be lifelong needs for certain persons, and may make a
difference between whether that person can have a job, stay in the
community, maintain their friends or, if they lose their skills, their
mobility skills, their communication skills, they may be isolated
and have many more problems.

As to the issue of the maintenance versus a cure, the definition
of "medical necessity," which is used to guide what health insur-
ance and managed care companies cover, is one of the critical is-
sues to people with developmental and other disabilities. Actually,
the CCD Health Task Force has developed a really broad definition
of medical necessity which we would be happy to share with any-
body.

Some of the other major concerns of people with mental retarda-
tion in relation to managed care are marketing and the need for
marketing regulations to ensure that people who have cognitive
limitations, as well as other people, are not taken advantage of; un-
derstandable materials and information-in past years, it has been
very politically correct to print everything in many foreign lan-
guages; we would like to see things printed in plain English. This
would help not just people with cognitive disabilities, but people
who have low literacy skills.

Another critical concern is the lack of control or choice, which
people with mental retardation and their families have fought for
so hard over the years.

The final two points that I want to make are related to consumer
protections and civil rights. The first is the critical role that Fed-
eral oversight currently plays in protecting the lives of children and
adults with mental retardation. The importance of this Federal
oversight role cannot be underestimated. For people with mental
retardation and their families, this is a basic concern. For many
years, States ran large and dangerous institutions for people with
mental retardation. Most often, they were places where people
spent their whole lives, were dehumanized, not educated or helped
to acquire job skills; they did not have access to decent health serv-
ices-in fact, sometimes we know they were subjected to medical
experimentation-they were abused and at times, deaths occurred
under suspicious circumstances.

When Federal funds were involved in the delivery of these so-
called services, the Federal Government then had oversight rights,
and it was these oversight rights that helped stop these abuses and
also helped to lead to the closure of most of these large and inhu-
mane institutions.

The last point I want to make about a major area of concern in
relation to managed care and people with developmental disabil-
ities is the quality of life issue. If the managed care system is per-
mitted to be for-profit and cost-driven and not individual-driven,
then we are concerned that the tendency will be for lower-cost peo-
ple to be the best patients. In the 1970's, it was discovered that
doctors were withholding treatment from certain infants because
they were disabled. These doctors were making decisions based on
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their definition of quality of life. One particularly gruesome situa-
tion was in a hospital in Oklahoma where it was found that infants
with Down Syndrome were being left to die.

In 1985, the Department of Health and Human Services pub-
lished the Baby Doe regulations, which stated that doctors must
treat all infants with life-threatening conditions unless one of three
conditions is met.

I bring this issue up today because a recent article in the Journal
of Pediatrics reported that more than 10 years after the Baby Doe
regulations were published and almost 25 years after the original
article on the withholding of treatment by doctors, that withholding
and non-treatment still goes on, and selective non-treatment of
marginally viable or severely handicapped infants continues to be
a vexing ethical dilemma for neonatologists. It is of concern to usthat a health care system run on the philosophy of cost savings
would appear to make these kinds of decisions even more difficult.

In summary, I just want to say that children and adults with
mental retardation and other developmental disabilities have a
wide range of needs, and our major concern is that as major policy
decisions are being made right now, that people consider the needs
of people at the same time they consider the needs of the States.

Thank you.
[The prepared statement of Kathy McGinley follows:]



26

MANAGED CARE AND LONG TERM
T h e SUPPORTS AND SERVICES

/ " _ , Adopted by the Delegate Body

fIc lThe Arc National Convention
_ s ~~~~~~~~~~Louisville, Kentucky

November 16j 1996

WHEREAS, 2.8 million Americans with mental retardation and other developmental disabilities
depend upon long term supports live and participate in their community, and

WHEREAS, long term supports are defined as needing assistance in either activities of daily
living (ADt;s) or instrumental activities of daily living (lADLs), and

WHEREAS, the average costs of community based supports per individual are lower than
yearly costs for institutional care, and

WHEREAS, The Arc firmly believes that institutional care is no longer necessary or appropriate
for anyone, regardless of the type or severity of a person's disabilities and

WHEREAS, nationwide federal and state governments are concerned about the rapidly rising
costs of long term supports, and managed care is being considered in some states as a
methodology to contain the rising costs of long term supports, and

WHEREAS, managed care has only been broadly applied in the areas of primary and acute care
as a possible method of cost containment, and --

WHEREAS, there is very little experience with managed care and people with disabilities, and
most states utilizing managed care have yet to include people with mental retardation and other
developmental disabilities in their systems, and

WHEREAS, data demonstrate that in those few states which have included people with
disabilities in their managed care programs, the involved consumers have-faced major --

difficulties, and

WHEREAS, there has been ample criticism of existing primary and acute care managed care
services and systems, and

WHEREAS, there has been increased public discomfort with managed care due to loss of
choice and consumer control, the inability to access necessary services, and the growing
appearance of excess profits in an industry that generally measures effectiveness based on cost
not quality, therefore
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BE IT RESOLVED that, given the concerns expressed above, The Arc strongly advocates that
states and other entities use extreme caution if and when they explore a managed care approach
to long term supports;

BE IT FURTHER RESOLVED that The Arc in each state be actively involved to determine if
a managed care system for long term supports for people with mental retardation and other
developmental disabilities is an appropriate fiscal strategy in that state;

BE IT FURTHER RESOLVED that if a managed care system for long term supports for
people with mental retardation and other developmental disabilities is deemed appropriate, such
system must:

• be designed to meet the life needs of people with mental retardation and other developmental
disabilities in an individualized manner, not based on a medical model, and provided by
qualified staff,

* be designed to ensure maximum control by people with mental retardation and other
developmental disabilities and designed to maximize individual choice to live freely and.
successfully in the community;

* be designed to include and involve all stakeholders, especially consumers, families, and
advocates, in a meaningful way in all stages of the process, including any transition which
would alter the current long term supports system;

* be fully funded, independently of primary and acute care funding, and ensure access to long
term supports and services;

* be affordable to the individual, not burdening him/her or family members with inequitable
and disproportionate costs which limits access to supports and services;

* be of high quality and designed to measure success based on quality outcomes, not cost
savings;

• be designed to improve services and supports in conjunction with cost containment measures
without sacrificing the needs of the individual;

* be designed to ensure that cost savings realized are invested primarily in providing long term
supports and services to individuals and in reducing waiting lists for eligible beneficiaries
and not in excess profits or in shifting funds to primary and acute care;

* be independent of, but coordinated with, thpM ary and acute care system, and free of
conflict of interest, so that individuals receive high quality and appropriate long term
supports and services when needed.

44-098 97-2
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Disabilities Peter Thomas 202-466-6550

June 1997

THE CONSORTIUM FOR CITIZENS WITH DISABILITIES HEALTH TASK FORCE
PRINCIPLES FOR MANAGED CARE FOR PEOPLE WITH DISABILITIES

The CCD Health Task Force-Principles for Health Care Reform from a Disability
Perspective" have been used since their development in 1991 to assess the ability of health care
reform measures to meet the needs of people with disabilities. The CCD asserts that any effort to

reform the nation's health care system must be built on five basic principles: non-discrimination,
comprehensiveness, appropriateness/choice, equity, and efficiency.

This means that:

d both the public and private health care systems must not discriminate against people with
disabilities;

R these systems must make a fall range of health and health related services and supports available
to people with disabilities in an efficient manner based on their individual needs and choices and

0 people with disabilities must not be burdened with inequitable and disproportionate costs which
limit their access to services

Policy makers at both the national and state levels must recognize that there are at least 43
million people with disabilities in the United States, as well as a large number of others with special
health care needs. This includes individuals of all ages with physical and mental impairments,
conditions, or disorders that are severe, acute, or chronic which limit or impede their ability to
function. Therefore, reform efforts must take into consideration the needs of people with
disabilities.

Currently, the role of managed care occupies center stage in the health care debate. Managed
care is viewed by many as a means to control health care costs while at the same time promoting
good health. However, this is not the view of the disability community. Reports from consumers
with disabilities indicate that access to necessary services is either denied or severely limited by
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managed care organizations because of a lack of understanding of the needs of individuals with
disabilities.

Building on its earlier work, the CCD Health Task Force has developed the following
managed care principles to help consumers and advocates evaluate current and emerging managed
care proposals, practices, standards and guidelines and ensure their appropriate application to people
with disabilities. This is a set of guiding principles. It is not a "cook book" for the perfect managed
care system. These principles should be viewed only as a starting place by advocates who are
working to ensure that managed care systems meet the varied needs of children and adults with
disabilities and their families.

lIssues in managed care concerning long term services and supports for people with disabilities arel
not expressly addressed in this document. Other CCD materials address these issues. However, the
CCD wants to stress that if a managed care entity is responsible for anylung term services and
supports, these must be provided in accordance with best practices and emphasize community-based,
consumer directed services. Long term services must not become overly medicalized because a
health care entity is responsible for payment. Consumers of long term services must be given choices
and a full range of quality assurance measures must be available based on individual needs and
personal preferences about types, methods, providers, and sites of services.

Principles For Managed Care For People With Disabilities

The CCD believes that if managed care systems/plans are to meet the needs of people with
disabilities, they must embody the following principles.

Consumer Participation

X Managed care systems/plans must ensure that all key stakeholders, including individuals with
disabilities, family members, support agencies, providers, advocates, and others are enlisted in
designing, implementing, and overseeing the operation of both public and private managed care
systems and plans.

11 Managed care systems/plans must not encourage placement in institutions but, instead, encourage
the provision of services that support people to live as independently as possible and to
participate in the every day life of the community.

Consumer Choice

M Managed care systemstplans must expand, not diminish, opportunities for people with disabilities
and their families to choose services and supports that will improve the quality of their lives.
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11 Managed care systems/plans must be structured in a manner that decentralizes decisionmaking
and promotes innovation in providing appropriate services and supports to people with
disabilities.

@ Managed care systems/plans must provide enrollees with a choice of plans or offer an affordable
point of service option. However, the availability of a point of service option must not mean that
managed care plans do not have the responsibility to provide appropriate care or pay for an out-
of-network referral if the managed care plan cannot provide a service.

Appropriate Definition of Medical Necessity

*M For individuals with disabilities, the term "medical necessity" must be defined in the broadest
manner possibleto ensure access to all appropriate services and supports that can enable a person
with a disability to function in the community as independently as possible.

Equitable Financine Mechanisms

II Any financing mechanism that may directly or indirectly constrain access to appropriate services
must be prohibited.

I Managed care systems/plans must not include financial incentive procedures that directly or
indirectly restrict access or deny adequate and appropriate services. Systems/plans that contain
incentives for individual providers regarding utilization of services must not link financial
rewards/penalties with individual treatment decisions.

19 Managed care systems/plans must have "stop-loss" provisions or limits to risk that are mutually
agreed upon by providers and plan sponsors when provider groups (particularly small groups)
assume financial risk for the. cost of specialty care, ancillary services, and/or hospital care.

*1 Additional amounts of provider time or effort required by people with disabilities or chronic
illness must be compensated commensurate with the additional effort required, either as a
component in the capitation agreement- or thr-ugjsome mutually agreeable financial

* arrangement.

* Managed care systems/plans must collect utilization data over periods of time sufficient to
identify patterns of risk. Risk sharing arrangements across a group of providers must also be
based on the performance of the provider group over periods of time.
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Consumers Benefit from CoSt Savines

U Managed care systems/plans must be designed to ensure that cost savings realized through the
more efficient administration of services are invested primarily in providing services and supports
and reducing waiting lists for eligible beneficiaries.

Aperopriate Services and Benefits Available

1 Managed care systems/plans must offer a comprehensive benefits package that meets the needs
of people with disabilities and special health care needs. This includes such basic benefits as
prescription drugs, preventive services, rehabilitation services, durable medical equipment,
orthotics and prosthetics, and mental health services

M Managed care systems/plans must offer all necessary benefits, services, and supports across
multiple settings, such as home, school, workl There must be no arbitrary limitations on service
settings.

I Managed care systems/plans must not include disincentives, financial or otherwise, to the
provision of services in home and community-based settings.

1 Managed care systems/plans must be structured to ensure continued, appropriate access to health
and health related services.

M Services should be provided not only to treat acute and chronic conditions but also to promote
and maintain health and optimum functioning and prevent deterioration and secondary
disabilities.

M Managed care systems/plans must have specific limits on waiting times for first appointments and
for specialty referrals. To assure geographic accessibility of services, there must also be
established standards for travel times and distances to both primary and specialized services.

Access to Specialty Services

M Managed care systems/plans must provide for access to and the effective coordination of
specialized services with other systems/supports on which people with disabilities rely.

* Managed care systems/plans must offer people with disabilities and special health care needs the
option of having a specialist as their "gatekeeper" in the system/plan. This specialist would
provide both necessary specialized services - at the specialized rate - and primary care services -

at the lower primary care reimbursement rate.
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Strong Oualitv Assurance Measures

1 Managed care systems/plans must comply with the protections offered by Section 504 of the
Rehabilitation Act of 1973, as amended, the Americans with Disabilities Act, and other civil
rights statutes.

I Managed care systems/plans must provide participants with clear information on policies,
procedures, grievance mechanisms, and appeals and must ensure consumer participation in the
establishment of such procedures.

I Managed care systems/plans must provide access to independent organizations that provide
ombudsman and rights protection services.

1X1 Managed care systems/plans must have in place a mechanism for responding to adverse
utilization review by including appropriate grievance and appeals mechanisms.

M Managed care systems/plans must include mechanisms for avoiding discrimination in the
provision of services. This includes the prohibition of arbitrary limits through reasonable
accommodations in such areas as benefits, location of services, length of treatment, and
geographical location.

1X Managed care systems/plans should be required to provide health care services in accordance
with nationally accepted prevention and treatment protocols, e.g. protocols for prenatal care,
well-baby care, and childhood immunization schedules, or current best-practices.

1 Managed care systems/plans must communicate to enrollees and prospective enrollees which
services are covered and which are excluded in a consistent format that is clear and easilyf
understood. Included must be information on co-payments, deductibles, the existence of any
utilization review requirements, as well as any financial incentives that restrict or require the use
of specific providers, fcilities, services, or products.

13 Managed care systems/plans that utilize provider risk sharing arrangements or other incentives
related to utilization of services must have established mechanisms in place for monitoring quality
of care.

U Managed care systems/plans must include the option to disenroll for those participants who are
not receiving adequate and timely services.

I Managed care systems/plans must be required to collect and report a uniform set of data that
allows public officials and consumers to evaluate and compare performance, including
longitudinal data to measure outcomes for people with disabilities. Community agencies and
consumers must be involved in design of and ongoing participants in-quality assurance systems
which focus on appropriate outcomes for the individual.
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1 Managed care systems/plans must have strict quality assurance provisions that require internaland external review mechanisms by independent assessors and the results of these reviews shouldbe available to consumers to assist them in choosing a managed care plan. Individually focusedoutcome reviews should be a key component of this process.

Consumer Education

l In order to avoid marketing abuses by managed care systems/plans, states must be required toprohibit direct enrollment by plans and instead set up an independent enrollment and counselingprocess which permits enrollees - in the public and private markets - to explore options inchoosing among plans. All such efforts must be designed to respond in a non-discriminatorymanner to the varying abilities and needs of people with disabilities.

11 Managed care systems/plans must disclose in a clear and easily understood manner to enrolleesand prospective enrollees the plan's policy with regard to withholds, privileges, denials ofpayment, and any other mechanism with a utilization/financial incentive link.

E Managed care systems/plans must establish a means by which consumers and payers canaccurately evaluate and effectively choose plans on the basis of measured results

For more information, contact one of the co-chairs of the CCD Health Task Force listed at the top ofpage one.
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NATIONAL
ASSOCIATION

DEVELOPMENTAL
| % w _ DISABILITIES
| 'a_ COUNCILS

1234 Massachusetts Avenue. NW * Suite 103 0 Washington. DC 20005 * 202-347-1234

What is a Developmental Disability?

A "developmental disability" is a severe, chronic disability of a person five years
of age or older which -

1. is attributable to a mental or physical impairment or combination of mental or
physical impairments;

2. is manifested before the person attains age twenty-two;
3. is likely to continue indefinitely,
4. results in substantial functional limitations in three or more of the following-

areas of major life activity:
a) self-care,
b) receptive and expressive language,
c) learning.
d) mobility,
e) self-direction,
f) capacity for independent living, and
g) economic self-sufficiency and

5. reflects the person's need for a combination and sequence of special,
interdisciplinary, or generic care, treatment, or other services which are of
lifelong or extended duration and are individually planned and coordinated,
(except that such term, when applied to infants and young children means
individuals from birth to age 5. inclusive, who have substantial developmental
delay or specific congenital or acquired conditions witlia high probability of
resulting in developmental disabilities if services are not provided).

Examples of developmental disabilities include children and adults with a wide
range of diagnoses, including mental retardation, cerebral palsy, autism, spinal
cord injury and severe head injury, so long as the condition began before age 22
and therefore affected the person's development
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MS. CHRISENSEN. Thank you, Kathy.
Nancy.

STATEMENT OF NANCY LEONARD, MSW, LCSW CARE MAN-
AGER, CONNECTICUT COMMUNITY CARE, INC., ON BEHALF
OF THE ALZHEIMER'S DISEASE AND RELATED DISORDERS
ASSOCIATION, WASHINGTON, DC
Ms. LEONARD. Good morning. I represent the frail elderly, par-

ticularly those diagnosed with Alzheimer's disease. I would like to
go over some facts and figures in regard to frail older adults and
those in particular affected with Alzheimer's disease. I will "walk"
you through a real ease to demonstrate some "best practice" issues
and some of the obstacles those of us "in the trenches" experience
on a daily basis.

These facts and figures provide a snapshot of long-term care is-
sues. One in five Americans over the age of 50 may need long-term
care in the next year, according to the Journal of the National As-
sociation for Home Care. Most of those needing long-term care re-
ceive their care at home; only 4.2 percent of people over 65 are in
nursing homes. Only 20 percent of those 80 and older are in nurs-
ing homes.

Expenditures for nursing homes still consume a major share of
long-term care spending. In FY 95, Federal and State governments
spent over $49 billion in Medicaid dollars, of which $40 billion went
to nursing home care, and only $9.5 billion was spent on home and
community-based care. Medicaid is the major source of public fund-
ing for long-term care services.

Allow me to focus on one disease entity particular to our older
citizens, which is Alzheimer's disease. Four million people in the
United States have Alzheimer's disease. Fourteen million people in
the United States will have Alzheimer's disease by the middle of
the 21st century. The disease process may begin in the brain as
much as 20 years before the symptoms of Alzheimer's appear.

The total annual cost of caring for victims of Alzheimer's disease
in the United States is estimated to be $100 billion. This makes
Alzheimer's the third most costly disease after heart disease and
cancer.

I would like to illustrate the points that Susan, through her fax,
asked us to bring forth by discussing my client, Mrs. M.

Mrs. M. is a retired teacher living alone on her teacher's pension.
She lives at home, with a diagnosis of cancer of the bowel, with a
colostomy, diabetes, and dementia. She takes a total of six medica-
tions twice daily. Because of her dementia, she cannot be left alone.

Mrs. M. is disoriented to person, time and place. She dem-
onstrates impaired judgment by leaving pots on the stove for long
periods of time until they burn. She demonstrates behavior prob-
lems such as suspiciousness, wandering, sleep disturbances and
hallucinations. She requires assistance with bathing and cueing for
dressing.

She is unable to perform any of her household management such
as cooking, cleaning, and money management. She is unaware of
her own health status, and she cannot manage her medications ap-
propriately.
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Mrs. M.'s care plan is quite complex. She uses a combination of
companions, adult day care, home health aides, meals-on-wheels,
and nursing services, all of which are coordinated through a care
manager. She receives care 7 days a week. Mrs. M. goes to an adult
day care center twice a week on Tuesdays and Thursdays, and
throughout the week, Monday through Sunday, there is a home-
maker/companion who visits Mrs. M. in the evenings to prepare
meals and to ensure that she has taken her evening medications.
Mrs. M.'s son spends the night in order to secure Mrs. M.'s safety
in the evening.

Mrs. M.'s care requires multiple service providers to support her
at home. The complexity of assessing, coordinating and monitoring
her needs and multiple services requires the skill of a highly
trained nurse or social worker. The care manager juggles the com-
plex issues to establish a plan of care to support both the client and
caregivers.

Mrs. M. requires providers with an adequate understanding of
geriatrics and dementia care. For example, on days that Mrs. M.
needs a bath, the home health aide is able to utilize the skills that
she has learned in her dementia training provided by the care
manager. She can decrease the client's agitation by approaching
Mrs. M. from the front and not scaring her and giving clearly stat-
ed directions.

Mrs. M.'s plan of care consists of "low-tech, high-touch" service
such as companion, homemaker, and meals-on-wheels. All provid-
ers of her care are oriented to basic dementia care in order to pro-
vide an environment that is supportive, nonthreatening and medi-
cally safe.

The care manager negotiates with providers to identify resources
to address the special needs of this population. For example, a reg-
istered nurse with dementia training was selected. The nurse has
utilized her specific assessment techniques to try to understand
any underlying medical conditions that might be occurring.

Mrs. M.'s attendance at an adult day care center provides a won-
derful service to her. She is able to capitalize on her strengths, and
she is able to teach a class to some of the other participants at the
day center. The day care center Mrs. M. attends is exceptional and
provides an excellent example of a highly trained staff and the or-
ganization's desire and commitment to provide dementia-capable
services. They exhibit high standards of practice and the flexibility
that is needed for someone like Mrs. M.

All of Mrs. M.'s care is coordinated by a care manager with a
specialty in dementia. She works collaboratively with Mrs. M.'s pri-
mary doctor, nurse, day care provider, homemaker, companion, and
the meals-on-wheels driver, as well as the neighbor. Mrs. M. is un-
able to act in her own best interest; therefore, her son was ap-
pointed as conservator of person or guardian. Her son is an inte-
gral member of the dementia care team that works together to sup-
port Mrs. M.'s independence. The primary responsibility of the care
manager and the son is to assess, coordinate and monitor the plan
of care by coordinating and consulting with all team members on
a regular basis.

Managing someone like Mrs. M. is a challenge because securing
payment for services in our current system is almost impossible.
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Because Mrs. M. does not present a need for skilled service, she
does not qualify for Medicare coverage. The ironic situation in Mrs.
M.'s case is that the minimal plan of care she is receiving is not
currently recognized as, or valued in, our Medicare system.

A higher level of care will need to be implemented if Mrs. M. de-
teriorates and becomes Medicare-eligible. Should she need long-
term care in a nursing home it is likely she will need access to
Medicaid because she is "spending down" her private funds. There-
fore, there is no method of payment for the "low-tech, high-touch"
care that Mrs. M. currently requires.

In summary, the following represent "best practice" in the con-
text of managing a frail older adult in the community. It is crucial
that the providers of care have a working knowledge of geriatrics
and the care of those with Alzheimer's disease and related dis-
orders. These providers must be able to provide dementia-capable
services, which include substantial support and knowledge in the
area of caregiver stress; the plan of care is consumer-driven, and
the decision making process includes the individual and/or respon-
sible party, and the management be coordinated through an inter-
disciplinary team of professionals, paraprofessionals, family mem-
bers and/or responsible parties.

The following represent obstacles in obtaining services; securing
payment for services in our current system for someone who needs
ongoing custodial care is almost impossible. The issue of needing
skilled care such as registered nurses, home health aides, physical
therapy, and occupational therapy versus custodial care, such as
companions, homemakers, or day care, is a significant problem for
people suffering from Alzheimer's disease. An individual with Alz-
heimer's disease could be managed in a more cost-effective manner
if the system were designed as a combination medical-social
model of care.

Providers of care are not trained in providing the appropriate
level of care, especially in the area of dementia care.

The lack of a coordinated service delivery system fosters the cur-
rent expensive and complex system of long-term care.

My recommendations regarding managed care models for frail el-
ders include. First, managed care models must recognize that the
older adult and his or her informal support network of family and
friends are the central focus of the plan of care.

Second, managed care models must provide quality services
which respond specifically to the needs of frail elders. While the
high-tech interventions of the last decades respond to the needs of
some populations, services for elders must include "low-tech, high-
touch" services such as homemaker, companion, home-delivered
meals and day care.

Third, managed care organizations must utilize a comprehensive
care management model in order to identify the unique strengths
and deficits in each clinical situation, and to maximize all available
community resource options.

Fourth, managed care models must provide appropriate access to
specialty care when necessary. In view of the increasing prevalence
of Alzheimer's disease and related disorders, it is imperative that
the services of geriatricians, geriatric psychiatrists, neurologists,
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nurses and social workers be available to address the needs of
these elders and their caregiving families.

Fifth, special attention must be paid to the role of respite care
services for informal providers. It is nationally recognized that a
full 80 percent of all care for frail elders is provided by their infor-
mal care systems-spouses, children, grandchildren, as well as sig-
nificant friends and neighbors. Without adequate respite care, in-
formal caregivers are unable to continue their vital role in the long-
term care system.

Sixth, finally, managed care models must address the current in-
stitutional bias in the long-term care system, recognizing the desire
of the elderly to remain in the community, to remain in their own
homes whenever possible. Managed care models must include a full
range of community care services in their benefit plans.

Thank you, and I look forward to entertaining any questions.
[The prepared statement of Nancy Leonard follows:]



39

ALZNEIMER'S5
ASSOCIATION

GOOD MORNING

MY NAME IS NANCY LIBERATORE LEONARD. I AM A LICENSED CLINICAL

SOCIAL WORKER WITH 11 YEARS OF EXPERIENCE AND PRACTICE AT

CONNECTICUT COMMUNITY CARE, INC. CCCI IS AN INDEPENDENT STATEWIDE

NOT FOR PROFIT CARE MANAGEMENT ORGANIZATION WITH OVER 20 YEARS

OF EXPERIENCE IN HELPING FRAIL OLDER ADULTS REMAIN SAFELY AT HOME.

I ALSO SERVE AS THE PRESIDENT OF THE NORTHERN CONNECTICUT

CHAPTER OF THE ALZHEIMER'S ASSOCIATION. IT IS BOTH AN HONOR AND A

PRIVILEGE FOR ME TO TESTIFY BEFORE YOU TODAY.

I REPRESENT THE FRAIL ELDERLY, IN PARTICULAR, THOSE DIAGNOSED WITH

ALZHEIMER'S DISEASE AND RELATED DISORDERS.

THESE FACTS AND FIGURES PROVIDE A SNAPSHOT OF LONG TERM CARE

ISSUES:

ONE IN FIVE AMERICANS OVER THE AGE OF 50 MAY NEED LONG TERM

CARE IN THE NEXT YEAR, ACCORDING TO CARING MAGAZINE. (THE

JOURNAL OF THE NATIONAL ASSOCIATION FOR HOME CARE)

MOST OF THOSE NEEDING LONG TERM CARE RECEIVE THEIR CARE AT

HOME. ONLY 4.2 PERCENT OF PEOPLE OVER AGE 65 ARE IN NURSING

HOMES, ACCORDING TO THE 1995 NATIONAL NURSING HOME SURVEY

FROM THE NATIONAL CENTER FOR HEALTH STATISTICS.

ONLY 20 PERCENT OF THOSE 80 AND OLDER ARE IN NURSING HOMES.

XI /IIE[IMER I DISEA\SL AN.D RELATED I)SS()ERDOR' \>( v 1I *l , .A
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EXPENDITURES FOR NURSING HOMES STILL CONSUME A MAJOR SHARE

OF LONG TERM CARE SPENDING. IN FISCAL YEAR 1995, THE FEDERAL AND

STATE GOVERNMENTS SPENT OVER $49 BILLION IN MEDICAID DOLLARS,

OF WHICH ALMOST $40 BILLION WENT TO NURSING HOME CARE AND ONLY

$9.5 BILLION WAS SPENT ON HOME-AND COMMUNITY-BASED CARE

SERVICES. MEDICAID IS THE MAJOR SOURCE OF PUBLIC FUNDING FOR

LONG TERM CARE SERVICES.

ALLOW ME TO FOCUS ON ONE DISEASE ENTITY PARTICULAR TO OUR OLDER

CITIZENS, ALZHEIMER'S DISEASE.

* 4 MILLION PEOPLE IN THE UNITED STATES HAVE ALZHEIMER'S DISEASE.

* 14 MILLION PEOPLE IN THE UNITED STATES WILL HAVE ALZHEIMER'S

DISEASE BY THE MIDDLE OF THE 21ST CENTURY UNLESS SCIENTISTS CAN

DISCOVER A WAY TO PREVENT OR CURE THE DISEASE.

* THE DISEASE PROCESS MAY BEGIN IN THE BRAIN AS MUCH AS 20 YEARS

BEFORE THE SYMPTOMS OF ALZHEIMER'S APPEAR. A PERSON WILL LIVE

AN AVERAGE OF 8 YEARS AND AS MANY AS 20 ONCE THE SYMPTOMS

APPEAR.

* THE TOTAL ANNUAL COST OF CARING FOR VICTIMS OF ALZHEIMER'S

DISEASE IN THE UNITED STATES IS ESTIMATED TO BE $100 BILLION

(NATIONAL ALZHEIMER'S ASSOCIATION). THIS MAKES ALZHEIMER'S THE

THIRD MOST COSTLY DISEASE, AFTER HEART DISEASE AND CANCER.

I CAN BEST ILLUSTRATE MY POINTS BY DISCUSSING AN ACTUAL CLIENT.

CASE STUDY - MRS. M.
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MRS. M. IS A RETIRED TEACHER LIVING ALONE ON HER TEACHER'S PENSION.

SHE LIVES AT HOME WITH A DIAGNOSIS OF CANCER OF THE BOWEL WITH A

COLOSTOMY, DIABETES AND DEMENTIA. SHE TAKES A TOTAL OF SIX

MEDICATIONS TWICE DAILY. BECAUSE OF HER DEMENTIA, SHE CANNOT BE

LEFT ALONE. MRS. M. IS DISORIENTED TO PERSON, TIME AND PLACE. SHE

DEMONSTRATES IMPAIRED JUDGMENT BY LEAVING POTS ON THE STOVE FOR

LONG PERIODS OF TIME UNTIL THEY BURN. SHE DEMONSTRATES BEHAVIOR

PROBLEMS SUCH AS SUSPICIOUSNESS, WANDERING, SLEEP DISTURBANCES

AND HALLUCINATIONS. SHE REQUIRES ASSISTANCE WITH BATHING AND

CUEING FOR DRESSING. SHE IS UNABLE TO PERFORM ANY OF HER

HOUSEHOLD MANAGEMENT SUCH AS COOKING, CLEANING, MONEY

MANAGEMENT, ETC. SHE IS UNAWARE OF HER OWN HEALTH STATUS AND

SHE CANNOT MANAGE THE MEDICATIONS APPROPRIATELY. MRS. M.'S CARE

PLAN IS QUITE COMPLEX. SHE UTILIZES A COMBINATION OF COMPANIONS,

ADULT DAY CARE, HOME HEALTH AIDES, MEALS-ON-WHEELS AND NURSING

SERVICES, ALL OF WHICH ARE COORDINATED THROUGH A CARE-MANAGER.

SHE RECEIVES CARE SEVEN DAYS A WEEK. MRS. M. GOES TO AN ADULT DAY

CARE CENTER TWICE A WEEK ON TUESDAY AND THURSDAY AND

THROUGHOUT THE WEEK, MONDAY THROUGH SUNDAY, THERE IS A

HOMEMAKER/COMPANIONiTHAT VISITS MRS. M. IN THE EVENINGS TO

PREPARE MEALS AND TO ENSURE THAT SHE HAS TAKEN HER EVENING

MEDICATIONS. MRS. M.'S SON SPENDS THE NIGHT IN ORDER TO SECURE

MRS. M.'S SAFETY IN THE EVENING.

IN MRS. M.'S CASE, THERE IS A NEED FOR MULTIPLE SERVtCE PROVIDERS TO

SUPPORT HER CARE AT HOME. THE COMPLEXITY OF ASSESSING,

COORDINATING AND MONITORING HER NEEDS AND MULTIPLE SERVICES
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REQUIRES THE SKILL OF A HIGHLY TRAINED NURSE OR SOCIAL WORKER.

THE CASE MANAGER JUGGLES THE COMPLEX ISSUES TO ESTABLISH A PLAN

OF CARE TO SUPPORT BOTH THE CLIENT AND CAREGIVERS. MRS. M.

REQUIRES PROVIDERS WITH AN ADEQUATE UNDERSTANDING OF GERIATRICS

AND DEMENTIA CARE. FOR EXAMPLE, ON DAYS THAT MRS. M. NEEDS A BATH,

THE HOME HEALTH AIDE IS ABLE TO UTILIZE THE SKILLS THAT SHE HAS

LEARNED IN HER DEMENTIA TRAINING PROVIDED BY THE CARE MANAGER.

SHE CAN DECREASE THE CLIENT'S AGITATION BY APPROACHING MRS. M.

FROM THE FRONT AND NOT SCARING HER AND GIVING CLEARLY STATED

DIRECTIONS. MRS. M.'S PLAN OF CARE CONSISTS-OF 'LOW TECH, HIGH

TOUCH" SERVICE SUCH AS COMPANION, HOMEMAKER, AND MEALS-ON-

WHEELS. ALL PROVIDERS OF HER CARE ARE ORIENTED TO BASIC DEMENTIA

CARE IN ORDER TO PROVIDE AN ENVIRONMENT THAT IS SUPPORTIVE, NOT

THREATENING, AND MEDICALLY SAFE. THE CARE MANAGER NEGOTIATES

WITH PROVIDERS TO IDENTIFY RESOURCES AVAILABLE TO ADDRESS THE

SPECIAL NEEDS OF THIS POPULATION. FOR EXAMPLE, A REGISTERED NURSE

WITH DEMENTIA TRAINING, WAS SELECTED. THE NURSE HAS UTILIZED HER

SPECIFIC ASSESSMENT TECHNIQUES TO TRY TO UNDERSTAND ANY

UNDERLYING MEDICAL CONDITIONS THAT MIGHT BE OCCURRING. MRS. M.'S

ATTENDANCE AT AN ADULT DAY CARE CENTER PROVIDES A WONDERFUL

SERVICE TO HER. THERE SHE IS ABLE TO CAPITALIZE ON HER STRENGTHS

AND SHE IS ABLE TO TEACH A CLASS TO SOME OF THE OTHER PARTICIPANTS

AT THE DAY CENTER. THE DAY CARE CENTER MRS. M. ATTENDS IS

EXCEPTIONAL AND PROVIDES AN EXCELLENT EXAMPLE OF THE HIGHLY

TRAINED STAFF AND THE ORGANIZATION'S DESIRE AND COMMITMENT TO

PROVIDE DEMENTIA CAPABLE SERVICE. -TREY EXHIBIT HIGH STANDARDS OF

PRACTICE AND THE FLEXIBILITY THAT IS NEEDED FOR SOMEONE LIKE MRS. M.
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ALL OF MRS. M.'S CARE IS COORDINATED BY A CARE MANAGER WITH A

SPECIALTY IN DEMENTIA CARE. SHE WORKS COLLABORATIVELY WITH MRS.

M.'S PRIMARY DOCTOR, NURSE, DAY CARE PROVIDER, HOMEMAKER,

COMPANION AND THE DRIVER OF THE MEALS-ON-WHEELS AS WELL AS THE

NEIGHBOR. MRS. M. IS UNABLE TO ACT IN HER OWN BEST INTEREST;

THEREFORE, HER SON WAS APPOINTED AS CONSERVATOR OF PERSON

(GUARDIAN). HER SON IS AN INTEGRAL MEMBER OF THE DEMENTIA CARE -

TEAM THAT WORKS TOGETHER TO SUPPORT MRS. M.'S INDEPENDENCE. THE

PRIMARY RESPONSIBILITY OF THE CARE MANAGER IS TO ASSESS,

COORDINATE AND MONITOR THE PLAN OF CARE BY COORDINATING AND

CONSULTING WITH ALL TEAM MEMBERS ON A REGULAR BASIS.

MANAGING SOMEONE LIKE MRS. M. IS A CHALLENGE BECAUSE

SECURING PAYMENT FOR SERVICES IN OUR CURRENT SYSTEM IS ALMOST

IMPOSSIBLE. BECAUSE MRS. M. DOES NOT PRESENT-A NEED FOR SKILLED

SERVICES, SHE DOES NOT QUALIFY FOR MEDICARE COVERAGE. -THE IRONIC

SITUATION IN MRS. M.'S CASE, IS THAT THE MINIMAL PLAN OF CARE THAT SHE

IS RECEIVING IS NOT CURRENTLY RECOGNIZED AS, OR VALUED IN, OUR

MEDICARE SYSTEM. A HIGHER LEVEL OF CARE WILL NEED TO BE

IMPLEMENTED IF SHE DETERIORATES AND BECOMES MEDICARE ELIGIBLE.

SHOULD SHE NEED LONG TERM CARE (NURSING HOME) IT IS LIKELY SHE WILL

NEED TO ACCESS MEDICAID. THEREFORE, THERE IS NO METHOD OF

PAYMENT FOR THE "LOW TECH, HIGH TOUCH" CARE THAT MRS. M. REQUIRES.

IN SUMMARY, THE FOLLOWING REPRESENT THE BEST PRACTICE IN THE

CONTEXT OF MANAGING A FRAIL Ot9ER ADULT IN THE COMMUNITY:

1. IT IS CRUCIAL THAT THE PROVIDERS OF CARE HAVE A WORKING

KNOWLEDGE OF GERIATRICS AND THE CARE OF THOSE WITH
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ALZHEIMER'S DISEASE AND RELATED DISORDERS. THESE PROVIDERS

MUST BE ABLE TO PROVIDE DEMENTIA CAPABLE SERVICES WHICH

INCLUDE SUBSTANTIAL SUPPORT AND KNOWLEDGE IN THE AREA OF

CAREGIVER STRESS.

2. THE PLAN OF CARE IS CONSUMER DRIVEN AND THE DECISION-MAKING

PROCESS INCLUDES THE INDIVIDUAL AND/OR RESPONSIBLE PARTY.

3. THE MANAGEMENT BE COORDINATED THROUGH AN INTERDISCIPLINARY

TEAM OF PROFESSIONALS, PARA PROFESSIONALS, FAMILY MEMBERS

AND/OR RESPONSIBLE PARTIES.

THE FOLLOWING REPRESENT OBSTACLES TO OBTAINING SERVICES:

1. SECURING PAYMENT FOR SERVICES IN OUR CURRENT SYSTEM FOR

SOMEONE WHO NEEDS ONGOING "CUSTODIAL CARE' IS ALMOST

IMPOSSIBLE. THE ISSUE OF NEEDING SKILLED CARE SUCH AS:

REGISTERED NURSES, HOME HEALTH AIDES, PHYSICAL THERAPY, AND

OCCUPATIONAL THERAPY VERSUS CUSTODIAL CARE SUCH AS

COMPANIONS, HOME MAKERS, OR DAY CARE IS A SIGNIFICANT PROBLEM

FOR PEOPLE SUFFERING FROM ALZHEIMER'S DISEASE. AN INDIVIDUAL

WITH ALZHEIMER'S DISEASE COULD BE MANAGED IN A MUCH MORE COST

EFFECTIVE MANNER IF THE SYSTEM WAS DESIGNED ASA COMBINATION

OF A MEDICAL AND SOCIAL MODEL OF CARE.

2. PROVIDERS OF CARE ARE NOT TRAINED IN PROVIDING THE APPROPRIATE

LEVEL OF CARE, ESPECIALLY IN THE AREA OF DEMENTIA CARE.

3. THE LACK OF A COORDINATED SERVICE DELIVERY SYSTEM FOSTERS THE

CURRENT EXPENSIVE AND COMPLEX SYSTEM OF LONG TERM CARE.
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MY RECOMMENDATIONS REGARDING MANAGED CARE MODELS FOR FRAIL

ELDERS INCLUDE:

1. MANAGED CARE MODELS MUST RECOGNIZE THAT THE OLDER ADULT AND

HIS OR HER INFORMAL SUPPORT NETWORK OF FAMILY AND FRIENDS ARE

THE CENTRAL FOCUS OF THE PLAN OF CARE.

2. MANAGED CARE MODELS MUST PROVIDE QUALITY SERVICES WHICH

RESPOND SPECIFICALLY TO THE NEEDS OF FRAIL ELDERS. WHILE THE

'HIGH TECH' INTERVENTIONS OF THE LAST DECADES RESPOND TO THE

NEEDS OF SOME POPULATIONS, SERVICES FOR ELDERS MUST INCLUDE

'LOW TECH-HIGH TOUCH- SERVICES SUCH AS: HOMEMAKER, COMPANION

AND HOME DELIVERED MEALS.

3. MANAGED CARE ORGANIZATIONS MUST UTILIZE A COMPREHENSIVE CARE

MANAGEMENT MODEL IN ORDER TO IDENTIFY THE UNIQUE STRENGTHS

AND DEFICITS IN EACH CLINICAL SITUATION, AND TO MAXIMIZE ALL

AVAILABLE COMMUNITY RESOURCE OPTIONS.

4. MANAGED CARE MODELS MUST PROVIDE APPROPRIATE ACCESS TO

SPECIALTY CARE WHEN NECESSARY. IN VIEW OF THE INCREASING

PREVALENCE OF ALZHEIMER'S DISEASE AND RELATED DISORDERS, IT IS

IMPERATIVE THAT THE SERVICES OF GERIATRICIANS, GERIATRIC

PSYCHIATRISTS, NEUROLOGISTS, NURSES AND SOCIAL WORKERS BE

AVAILABLE TO ADDRESS THE NEEDS OF THESE ELDERS AND THEIR

CAREGIVING FAMILIES.

5. SPECIAL ATTENTION MUST BE PAID TO THE ROLE OF RESPITE CARE

SERVICES FOR INFORMAL CARE PROVIDERS. IT IS NATIONALLY

RECOGNIZED-THAT A FULL 80% OF ALL CARE TO FRAIL ELDERS IS

PROVIDED BY THEIR INFORMAL CARE SYSTEMS; SPOUSES, CHILDREN,

GRANDCHILDREN, AS WELL AS SIGNIFICANT FRIENDS AND NEIGHBORS.
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WITHOUT ADEQUATE RESPITE CARE, INFORMAL CAREGIVERS ARE UNABLE

TO CONTINUE THEIR VITAL ROLE IN THE LONG TERM CARE SYSTEM.

6. MANAGED CARE MODELS MUST ADDRESS THE CURRENT INSTITUTIONAL

BIAS IN THE LONG TERM CARE SYSTEM, RECOGNIZING THE DESIRE OF THE

ELDERLY TO REMAIN IN THE COMMUNITY, TO REMAIN IN THEIR OWN HOME

WHENEVER POSSIBLE, MANAGED CARE MODELS MUST INCLUDE A FULL

RANGE OF COMMUNITY CARE SERVICES IN THEIR BENEFIT PLANS.

THANK YOU FOR YOUR ATTENTION.
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THE FOLLOWING REPRESENT THE BEST PRACTICE IN THE CONTEXT OF

MANAGING A FRAIL OLDER ADULT IN THE COMMUNITY:

*1. IT IS CRUCIAL THAT THE PROVIDERS OF CARE HAVE A WORKING

KNOWLEDGE OF GERIATRICS AND THE CARE OF THOSE WITH

ALZHEIMER'S DISEASE AND RELATED DISORDERS. THESE

PROVIDERS MUST BE ABLE TO PROVIDE DEMENTIA CAPABLE

SERVICES WHICH INCLUDE SUBSTANTIAL SUPPORT AND

KNOWLEDGE IN THE AREA OF CAREGIVER STRESS.

*2.THE PLAN OF CARE IS CONSUMER DRIVEN AND THE DECISION-

MAKING PROCESS INCLUDES THE INDIVIDUAL AND/OR RESPONSIBLE

PARTY.

*3.THE MANAGEMENT BE COORDINATED THROUGH AN

INTERDISCIPLINARY TEAM OF PROFESSIONALS, PARA

PROFESSIONALS, FAMILY MEMBERS AND/OR RESPONSIBLE PARTIES.

THE FOLLOWING REPRESENT OBSTACLES TO OBTAINING SERVICES:

*1.SECURING PAYMENT FOR SERVICES IN OUR CURRENT SYSTEM FOR

SOMEONE WHO NEEDS ONGOING "CUSTODIAL CARE" IS ALMOST

IMPOSSIBLE. THE ISSUE OF NEEDING SKILLED CARE SUCH AS:

REGISTERED NURSES, HOME HEALTH AIDES, PHYSICAL THERAPY,

AND OCCUPATIONAL THERAPYVERSUS CUSTODIAL CARE SUCH AS

COMPANIONS, HOME MAKERS, OR DAY CARE IS A SIGNIFICANT

Ai ZHEI.NIER's DISEASE A\D RFLATED Dis'(RI)DERS AS()( I\(
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PROBLEM FOR PEOPLE SUFFERING FROM ALZHEIMER'S DISEASE.

AN INDIVIDUAL WITH ALZHEIMER'S DISEASE COULD BE MANAGED IN

A MUCH MORE COST EFFECTIVE MANNER IF THE SYSTEM WAS

DESIGNED AS A COMBINATION OF A MEDICAL AND SOCIAL MODEL OF

CARE.

*2. PROVIDERS OF CARE ARE NOT TRAINED IN PROVIDING THE

APPROPRIATE LEVEL OF CARE, ESPECIALLY IN THE AREA OF

DEMENTIA CARE.

*3.THE LACK OF A COORDINATED SERVICE DELIVERY SYSTEM

FOSTERS THE CURRENT EXPENSIVE AND COMPLEX SYSTEM OF

LONG TERM CARE.

MY RECOMMENDATIONS REGARDING MANAGED CARE MODELS FOR FRAIL

ELDERS INCLUDE:

*1.MANAGED CARE MODELS MUST RECOGNIZE THAT THE OLDER ADULT

AND HIS OR HER INFORMAL SUPPORT NETWORK OF FAMILY AND

FRIENDS ARE THE CENTRAL FOCUS OF THE PLAN OF CARE.

*2.MANAGED CARE MODELS MUST PROVIDE QUALITY SERVICES WHICH

RESPOND SPECIFICALLY TO THE NEEDS OF FRAIL ELDERS. WHILE

THE 'HIGH TECH' INTERVENTIONS OF THE LAST DECADES RESPOND

TO THE NEEDS OF SOME POPULATIONS, SERVICES FOR ELDERS

MUST INCLUDE "LOW TECH-HIGH TOUCH' SERVICES SUCH AS:

HOMEMAKER, COMPANION AND HOME DELIVERED MEALS.

*3. MANAGED CARE ORGANIZATIONS MUST UTILIZE A COMPREHENSIVE

CARE MANAGEMENT MODEL IN ORDER TO IDENTIFY THE UNIQUE

STRENGTHSAND DEFICITS IN EACH CLINICAL SITUATION, AND TO

MAXIMIZE ALL AVAILABLE COMMUNITY RESOURCE OPTIONS.
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*4. MANAGED CARE MODELS MUST PROVIDE APPROPRIATE ACCESS TO
SPECIALTY CARE WHEN NECESSARY. IN VIEW OF THE INCREASING

PREVALENCE OF ALZHEIMER'S DISEASE AND RELATED DISORDERS,

IT IS IMPERATIVE THAT THE SERVICES OF GERIATRICIANS,

GERIATRIC PSYCHIATRISTS, NEUROLOGISTS, NURSES AND SOCIAL
WORKERS BE AVAILABLE TO ADDRESS THE NEEDS OF THESE

ELDERS AND THEIR CAREGIVING FAMILIES.

*5.SPECIAL ATTENTION MUST BE PAID TO THE ROtE OF RESPITE CARE
SERVICES FOR INFORMAL CARE PROVIDERS. IT IS NATIONALLY

RECOGNIZED THAT A FULL 80% OF ALL CARE TO FRAIL ELDERS IS
PROVIDED BY THEIR INFORMAL CARE SYSTEMS; SPOUSES,

CHILDREN, GRANDCHILDREN, AS WELL AS SIGNIFICANT FRIENDS

AND NEIGHBORS. WITHOUT ADEQUATE RESPITE CARE, INFORMAL
CAREGIVERS ARE UNABLE TO CONTINUE THEIR VITAL ROLE IN THE
LONG TERM CARE SYSTEM.

*6. MANAGED CARE MODELS MUST ADDRESS THE CURRENT

INSTITUTIONAL BIAS IN THE LONG TERM CARE SYSTEM,

RECOGNIZING THE DESIRE OF THE ELDERLY TO REMAIN IN THE
COMMUNITY, TO REMAIN IN THEIR OWN HOME WHENEVER

POSSIBLE, MANAGED CARE MODELS MUST INCLUDE A FULL RANGE

OF COMMUNITY CARE SERVICES IN THEIR BENEFIT PLANS.
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Ms. CHRISTENSEN. Thank you.
Don.

STATEMENT OF DONALD MINOR, CLIENT ADVOCATE, CARE
MARK, ON BEHALF OF THE NATIONAL ASSOCIATION OF PEO-
PLE WITH AIDS, WASHINGTON, DC

Mr. MINOR. Thank you, Mr. Chairman, for the invitation to
speak with you on this issue and for the opportunity to address the
special health care needs of people living with HIV and other cata-
strophic disorders.

My name is Donald Minor. I am a person living with HIV and
hemophilia. I am speaking with you today on behalf of the National
Association of People with AIDS. NAPWA is an organization dedi-
cated to serving as both a national information resource and voice
for the needs and concerns of people living with HIV throughout
the United States.

As you may know, HIV disease is a disorder which leads to a
progressive weakening or destruction of the immune system. Once
it has crippled the immune system, the body becomes open to a
host of opportunistic infections. HIV/AIDS has remained a pan-
demic since the first diagnosed cases in 1981 and remains a tre-
mendous national crisis. While our Nation's newspapers report the
marvel of new treatments and the death rate from this disease de-
clining, let us be warned that this crisis it not over yet.

I have met with people from every State of the Nation living with
HIV, from every economic status, race, gender, and progression of
the disease. AIDS does not discriminate. It affects babies, children,
adolescents, teenagers, young adults, parents, grandparents, and
senior citizens.

I come to you from Johnson City, TN. They call me 'the redneck
from Tennessee." I was born with hemophilia. Hemophilia is a
blood-clotting disorder that affects over 20,000 individuals in the
United States. Via a contaminated factor replacement product, I
contracted the HIV virus in 1983. This was confirmed in 1985
when the first tests were available to detect the virus.

Having hemophilia already created a problem in getting insur-
ance. I lost coverage as fast as I could get it. I either maxed out
the policy, or it was denied due to preexisting conditions. I man-
aged to be placed on a catastrophic insurance pool with high pre-
miums and many limiting conditions.

Soon after I was diagnosed HIV-positive, I lost my job. I applied
for disability, but the judge denied it due to my education. He stat-
ed that I could still find a job. From there, the nightmare started.
No job, no prospects, no disability, and very low self-esteem.

That is when I got mad and fought back. I became involved in
my own advocacy and became a willing person to speak for others.
It has been a long, hard road to this day.

Today I participate in a State managed care program called
TennCare. When it started, it was a nightmare for those of us with
catastrophic disease. There were literally life and death scenarios,
because TennCare was implemented without adequate planning. I
can personally tell you what managed care is when it has no rules,
no boundaries, and no standards of care that are measurable with
outcomes tools. I have been denied medications, had medications
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delayed, creating health risks, discharged from the hospital before
my doctor was ready for me to go home and told I could not see
my AIDS and hemophilia specialist until a primary care physician
could work me in-in about 3 months. Simply stated, getting meds
late for me could mean death. Not getting the right meds in the
right combination could and did result in health complications.

TennCare is now a viable health program, but it still needs im-
provement when it comes to dealing with catastrophic diseases like
HIV and AIDS. I can tell you from personal experience that im-
proper disease state management costs everyone-you the tax-
payer, the managed care organization, and those of us who are liv-
ing with these diseases. I have almost died, not from HIV, but from
improper disease management. One particular protease inhibit
drug is great for many HIV-positive people, but for me, will make
me spontaneously bleed internally.

As our Nation transitions our public health care programs into
a new era of cost containment and reduction in services, we must
take a strong look at how these new programs affect care of per-
sons living with catastrophic diseases. What process helps these
persons stay viable and productive individuals in their commu-
nities?

Medicaid in particular forms the bedrock of our Nation's response
to caring for people living with HIV. In many States, Medicaid has
changed into a managed care program, either through a dem-
onstration project or a fully operational program. The Health Care
Financing Administration estimates that 90 percent of children
with HIVdepend on Medicaid, and 50 percent of adults with AIDS
or advanced HIV also rely on Medicaid. Medicare is the next larg-
est resource for these people. With people living longer Medicare
is becoming an even more important program for people living with
HIV. pehigwt

I must tell you that the Ryan White Comprehensive AIDS Re-
sources Emergency Act or CARE Act is greatly depended on. This
Act has been a life-saver for many. This program provides supple-
mental relief to fill in the service gaps left unfilled by Medicaid,
Medicare and other programs. It acts as the payer of last resort.
Still, there are many people with HIV who lack regular access to
health care. Just in the last several weeks, several State ADAP
programs have run out of funds, meaning there will be no HIV
medications for many in this country.

No preventive treatments such as protease inhibitors starts a
chain reaction. Simply stated, no treatments leads to opportunistic
infections, opportunistic infections lead to higher-cost treatments,
provided by public health and community-based organizations.

I just mentioned protease inhibitors, a new class of drugs made
available in the last year and a half. These new drug treatments
have given a new lease on life for many, including me. This ad-
vance allows us to attack the virus on a different front than the
older medications such as AZT. Taken in combination with these
other classes of antivirals, this virus has been attacked and limited
to undetectable levels in many.

Please do not let this mislead you. While this has been a tremen-
dous breakthrough for HIV treatment, it is not a cure. There is not
enough history of this treatment to give us absolute evidence that
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it will eradicate the virus. Many cannot take these medications.
Many of these medications have severe side effects. Many cannot
afford these medications or are denied them for various reasons.
These medications can average close to $15,000 per year plus. I av-
erage taking $3,700 worth of medications per month, not counting
my hemophilia medication.

I am not speaking to you as a committed managed care foe. I be-
lieve managed care can work. But everybody needs to be on the
same page when it comes to disease state management. For every
obstacle to quality care with optimum outcomes, there is a solution.
From our perspective, I would like to recommend three elements as
part of the solution.

First, there must be an assurance that gatekeepers, case man-
agers, utilization review officials and others who approve or dis-
approve claims must become knowledgeable about HIV and other
catastrophic disorders. Managed care needs to protect consumers
by making sure that payers demonstrate expertise in disease man-
agement and are held accountable for providing high-quality care.

Those of us who have been fortunate enough to be treated in a
comprehensive hemophilia center can testify to the improved out-
comes generated by those trained in the management of hemo-
philia.

Second, there must be a Federal role in setting certain standards
and creating expectations for specific outcomes. At present, every
HMO is different, every State is different, and managed care plans
set their own rules on a daily basis.

I also believe that the Federal Government must support efforts
to risk-adjust capitated payments that managed care organizations
use to control their costs. There must be incentives for quality care
instead of incentives to just do it the cheapest way or where the
best profit is. Most of the time, managed care sees the cost today
but not the cost tomorrow.

Third, a great amount of interest exists in the HIV community
for exploring ways to expand Medicaid coverage to people living
with HIV, but who are not yet disabled by AIDS. Incomplete data
suggest that this could be done in a cost-neutral manner, because
individuals could be given such drugs as protease inhibitors and
other treatments that could prevent them from progressing to full-
blown AIDS. Finding ways for the Federal Government, State gov-
ernments and managed care organizations to expand coverage and
improve outcomes for persons living with HIV and other disorders
is the right thing to do.

I wish I had more time to discuss with you all that I have dealt
with, witnessed, discovered and been educated about as a cata-
strophic disease advocate. By your invitation, I will be happy to
communicate with you on this issue in our Nation's health care
system.

I very much appreciate the opportunity to address this respected
body, and I would be pleased to answer any questions that you may
have.

Thank you.
[The prepared statement of Donald Minor follows:]
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Thank you Mr. Chairman, for the invitation to speak with you on this issue
and for the opportunity to address the special health care needs of people living
with HIV and other catastrophic disorders. My name is Donald Minor. I am a
person living with HIV and Hemophilia. I am speaking with you today on behalf
of the National Association of People with AIDS. NAPWA will submit written
testimony for the record.

NAPWA is an organization dedicated to serving as both a national
information resource and a voice for the needs and concerns of people living
with HIV throughout the United States.

As you may know HIV disease is a disorder that leads to a progressive
weakening or destruction of the immune system. Once it has crippled the
immune system the body becomes open to a host of opportunistic infections.
HIV/AIDS has remained a pandemic since the first diagnosed cases in 1981 and
remains a tremendous national crisis. While our nations's newspapers report the
marvel of new treatments and the death rate declining from this disease, let us
be warned that this crisis is not over yet.

I have met people from every state of the nation living with HIV, from
every economic status, race, gender and progression of the disease. AIDS does
not discriminate. It affects babies, children, adolescents, teenagers, young
adults, parents, grandparents, and senior citizens.

I come to you from Johnson City, TN. I was born with Hemophilia.
Hemophilia is a blood clotting disorder that affects over 20,000 individuals in the
United States. Via a contaminated factor replacement product, I contracted the
HIV virus in 1983. This was confirmed in 1985 when the first tests were
available to detect the virus.

Having Hemophilia already created a problem in getting insurance. I lost
coverage as fast as I could get it. I either maxed out the policy or it was denied
due to preexisting conditions. I managed to be placed on a catastrophic
insurance pool with high premiums and many limiting conditions. Soon after I
was diagnosed HIV positive, I lost my job. I applied for disability, but the judge
denied it due to my education. He stated, I could still find a job. From there the
nightmare started. No job, no prospects, no disability and low self-esteem.
That's when I got mad and fought back. I became involved in my own advocacy
and became a willing person to speak for others. It has been a long hard road
to this day.
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Today I participate in a state managed care program called Tenncare. When it started,
it was a nightmare for those of us with catastrophic disease. There were literally life and death
scenarios because TennCare was implemented without adequate planning. I can personally
tell you what managed care is when it has no rules, no boundaries and no standards of care
that are measurable with outcomes tools. I have been denied medications, had medications
delayed - creating health risks, discharged from the hospital before my doctor was ready for
me to go home and told I could not see my AIDS and Hemophilia specialist until a primary care
physician could work me in - in about three months. Simply stated, getting meds late, for me,
could mean death. Not getting the right meds in the right combinations could and did result in
health complications.

Tenncare is now a viable program, but it still needs improvement when it comes to
dealing with catastrophic diseases like HIV/AIDS. I can tell you from personal experience that
improper disease state management costs everyone - you the taxpayer, the managed care
organization and those of us who are living with these diseases. I have almost died, not from
HIV but from improper disease management. One particular protease inhibitor drug is great
for many HIV positive people, but for me will make me spontaneously bleed internally.

As our nation transitions our public health care programs into a new era of cost
containment and reduction in services, we must take a strong look at how these new programs
affects care of persons living with catastrophic disease. What process helps these persons
stay viable and productive individuals in their community. Medicaid, in particular, forms the
bedrock of our nation's response to caring for people living with HIV. In many states, Medicaid
has changed into a managed care program, either through a demonstration or a fully
operational program. The Health Care Financing Administration estimates that ninety percent
of children with HIV depend on Medicaid, and fifty percent of adults with AIDS, or advanced
HIV, also rely on Medicaid. Medicare is the next largest resource. With people living longer,
Medicare is becoming an even more important program for people living with HIV.

I must tell you that the Ryan White Comprehensive AIDS Resources Emergency Act or
CARE Act is greatly depended on. This Act has been a life saver for many. This program
provides supplemental relief to fill in the service gaps left unfilled by Medicaid, Medicare and
other programs-it acts as a payor of last resort. Still, there are many people with HIV who lack
regular access to health care. Just in the last several weeks, several state ADAP programs
have run out of funds. Meaning, there will be no HIV treatment medications for many in this
country.

No preventive treatments, such as protease inhibitors, starts a chain reaction. Simply
stated, no treatments lead to opportunistic infections. Opportunistic infections lead to higher
cost treatments, provided by public health and community based organizations.

I just mentioned protease inhibitors, a new class of drugs made available in the last year
and a half. These new drug treatments have given a new lease on life for many, including me.
This advance allows us to attack the virus on a different front than the older medications, such
as AZT. Taken in combination with these other classes of antivirals, the virus has been
attacked and limited to undetectable levels in many. Please do not let this mislead you. While
this has been a tremendous breakthrough for HIV treatment, it is not a cure. There is not

2
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enough history of this treatment to give us absolute evidence that it will eradicate the virus.
Many cannot take these medications. Many of these medications have severe side-effects.
Many cannot afford these medications or are denied them for various reasons. These
medications can average close to $15,000 per year plus. I average taking $3,700 per month,
not counting my hemophilia medication.

I am not speaking to you as a committed managed care foe. I believe managed care
can work. But, everybody needs to be on the same page when it comes to disease state
management. For every obstacle to quality care with optimum outcomes, there is a solution.
From our perspective, I would like to recommend three elements as part of the solution.

First, there must be an assurance that gatekeepers, case managers, utilization review
officials, and others who approve or disapprove claims must become knowledgeable HIV.
Managed care needs to protect consumers by making sure that payers demonstrate expertise
in disease management and are held accountable for providing high quality care.

Those of us who have been fortunate to be treated in a comprehensive hemophilia
center can testify to the improved outcomes generated by those trained the management of
hemophilia.

Second, there must be a federal role in setting certain standards and creating
expectations for specific outcomes. At present, every HMO is different, every state is different,
and managed care plans set their own rules on a daily basis.

I also believe that the federal government must support efforts to risk adjust capitated
payments that managed care organizations use to control their costs. There must be incentives
for quality care instead of incentives to just do it the cheapest way-or where the best profit is.
Most of the time, managed care sees the cost today, but not the cost tomorrow.

Third, a great amount of interest exists in the HIV community for exploring ways to
expand Medicaid coverage to people living with HIV, but who are not yet disabled by AIDS.
Incomplete data suggest that this could be done in a cost neutral manner because individuals
could be given protease inhibitors and other treatments that could prevent them from
progressing to AIDS. Finding ways for the federal government, state governments and
managed care organizations to expand coverage and improve outcomes for persons living with
HIV and other disorders is the right thing to do.

I wish that I had more time to discuss with you all that I have dealt with, witnessed,
discovered, and have been educated about as a catastrophic disease advocate. By your
invitation, I will be happy to communicate with you on this issue in our nation's health care
system.

I very much appreciate the opportunity to address this respected body. I would be
pleased to answer any questions that you may have.

3
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Ms. CHRISTENSEN. Thank you. [Inaudible comments.]

DISCUSSION

Ms. CHRISTENSEN. If people would write their questions out, I
think it would save time and [inaudible]

Ms. McGINLEY. Can I say something? Does anybody here work
for any Members from Pennsylvania? [No response.]

No. OK I just happened to have something specific to the State
of Pennsylvania which I would share with people.

Mr. YOUNG. At CCD, the Consortium for Citizens with Disabil-
ities, we have a Web page, and we are going to be putting this in-
formation up on the Web page, too; so if anybody needs to get it
in electronic format, I put my e-mail address on the cover of my
statement, and you can either get the Web address from me-or,
Kathy, did you bring it-

Ms. McGINLEY. Actually, we have it.
Mr. YOUNG. OK
Ms. CHRISTENSEN. Tony, is your statement on the table?
Mr. YOUNG. Yes, it is over there.
Ms. McGINLEY. Here is the Web address. www.radix.net/-ccd.

That will give the general page. This testimony will be posted on
the Health Task Force page-with other information that would be
helpful, too.

Ms. CHRISTENSEN. Questions, comments?
QUESTION. I have a question for Donald Minor. [Inaudible.]
Mr. MINOR. I believe she was wanting to know, at the beginning

of the implementation of TennCare in the State of Tennessee, what
were the major problems as far as catastrophic disease was con-
cerned, and then what has helped it improve to this point.

First of all, let me say this carefully, because other States are
looking at TennCare, and I am very alarmed at them copying the
same program. No. 1, TennCare was implemented by putting the
buggy before the horse. Very simply stated, they enacted a program
without input from physicians who were specialists, and in many
instances, they did not have because they had no physician en-
rolled in TennCare at that particular hospital. He went to four
counties before he was treated, and it took me threatening the Gov-
ernor with putting him on the front page in the morning, and he
made the telephone call to get that patient treated. So we have
been through that, and we are still going through some of those
scenarios today.

I met with Blue Cross/Blue Shield 2 weeks ago, talking about the
same problem with primary care physicians. If you are familiar
with the gatekeeper role, in order to get specialty care, you have

ot to go to the primary care physician first and physically be re-
ferred to that specialist. Well, if you are a primary care physician
and all of a sudden, overnight, they give you 1,700 patients, and
you have no earthly idea what disease states they have, and you
call in for an appointment, and they say, "Well, the first appoint-
ment I can give you is 3 months from now," you are looking at peo-
ple who are panicking overnight who have got to have medication
such as Factor 8 for hemophilia or protease inhibitors that you can-
not miss a day taking who are not able to get in to see a primary
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care physician and be referred. This has got to be addressed for not
just these two disease states, but many of the others.

Does that answer your question?
QUESTION. Yes. I was particularly interested in TennCare and

what the improvement has been.
Mr. MINOR. The improvement has been because many of the

major HMOs that are involved, which are 12 in TennCare, are now
starting to realize that they are having problems dealing with cata-
strophic disease, that the capitation rate is not enough to take care
of these disease states, and it has already bankrupted three of
those HMOs on catastrophic diseases. So they are coming back to
the TennCare roundtable and saying, We need to re-talk this.

So the recommendation is to leave catastrophic disease out of a
new demonstration project until you have all the bugs worked out,
and then roll in your catastrophic disease to where you have the
right skills and the right training to manage it.

Ms. McGINLEY. May I add something, too? We have 1,200 State
and local chapters, and they try in their States to play a role when
States are working on these managed care waivers or plans. One
of the major concerns in a lot of States-and I can give specific
States if people are interested-is the fact that even though advo-
cates are at the table, and they are part of the working group that
is supposedly developing the plan, often, when the plan is ready to
go to HCFA or whomever for approval, the concerns of the consum-
ers have not really been reflected or included in the plan, and nei-
ther has the expertise of the consumers been included in the plan.
That is a major problem.

Mr. GUIDA. I should say in follow-up-and I agree with Mr.
Minor-the net improvement of TennCare is that there are now
200,000 or 300,000 low-income Tennesseans who did not have ac-
cess to health insurance before TennCare who do now. The savings
produced by TennCare, these reductions in managed care into the
Medicaid program, were sufficient to expand health coverage to a
significant number of Tennesseans who did not have access to
health insurance prior to the program. That's the net-that's the
most significant improvement produced by the program.

The effects of the program on specific disability groups have been
variable, and I don't mean to editorialize. The mental health man-
aged care program in Tennessee is a disaster.

Mr. MINOR. Amen.
Mr. GUIDA. It is chaotic. The State attempted to carve out-

meaning establish a special managed care program-for adults
with severe mental illness and children with serious emotional dis-
turbances. The capitation rate, the amount of money that the State
agreed to pay to the HMOs that ran that carve-out program and
then in turn the subcapitation rate, or the amount of money that
the HMOs paid to the community providers, is so low that the com-
munity mental health centers-there are only six community men-
tal health centers in the entire State of Tennessee-one of them is
in bankruptcy in Memphis, and another is close to bankruptcy.
There is a confidential HCFA site visit report which indicates that
part of the problem is that the HMOs that run the mental health
carve-out own private psychiatric facilities in the State of Ten-
nessee and are shuttling consumers to those inpatient hospitals



58

rather than to community-based services, which is why the commu-
nity mental health centers in addition to the subcapitation rate,
which is very low, are in a state of financial crisis.

You have situations in Philadelphia where an individual in a
state of psychiatric crisis is referred to a psychiatric emergency
room, and that emergency facility will refuse to provide service be-
cause it is not under contract with the HMO that participates in
the public sector carve-out program.

That is one of the consequences of what we are talking about
here. So as I said, the effects are variable, depending upon the dis-
ability population.

QUESTION. I have a question for any of the panelists. Who are
the individuals and/or groups who are opposed to exempting per-
sons with special needs under Medicaid managed care, and what
are the arguments for opposing that?

Mr. MINOR. From my point of view, I do not see anybody who is
wanting to exempt anybody from managed care rolls in the States.
They are just wanting to make sure that they get a good grasp on
disease state management before they roll these people into man-
aged care programs and are not adequately able to take care of
them.

Ms. McGINLEY. The CCD Health Task Force and other disability
groups here have been supportive of a provision within Senator
Chafee's bill which would have exempted individuals with disabil-
ities from mandated Medicaid managed care, and unfortunately,
that was not included in the Finance Committee bill.

Fortunately, Senator Grassley came up with an amendment to
set up the guidelines that Al talked about. The opposition that I
think would be-and I do not know-I am just saying that I would
think most of the opposition would come from States and Gov-
ernors who would like to have the flexibility to do this.

There is a GAO report, which I think you have copies of out
there, which was done last year. It shows how Medicaid managed
care serving the disabled challenges State programs. One of the
concerns for the disability community is the fact that the States do
not have the experience, they do not have the infrastructure, they
do not have the physicians, they do not have the physicians and
the other services in place, and to push people into that right now
is going to be very damaging.

Mr. YOUNG. Well, it's not managed care per se that we are op-
posed to. It is poor managed care; it's a lack of choice in managed
care; it's a lack of rights and quality that we see that people have
been forced into in managed care.

We feel that managed care is the wave of the future. It is an ap-
propriate way to get good service, and particularly preventive serv-
ice. I think the big misnomer now is that we have a health insur-
ance system. We don't-we have a sickness insurance system-you
buy insurance against the fact that you may get sick someday, and
it doesn't cover a lot of the preventive services and the things that
would keep you from getting sick. Managed care has the potential
to do that, and to bring all those services, medical care and support
services that people with disabilities need together in one place in
a coordinated matter that is both cost-effective and very efficient.
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But unless we get the choice and the consumer protections and
the quality and the outcomes that are promised by managed care,
then all you've got is another track for people with disabilities to
go into and die and disappear.

QUESTION. [Inaudible.] I was wondering what you hope to get out
of today's meeting.

Mr. YOUNG. We wanted to respond to a request from a friend on
the Aging Committee and educate as many folks as we could about
our concerns about managed care and to move the process along to
a quality managed care system as quickly as possible.

Ms. LEONARD. I know one of our thoughts was to clearly dem-
onstrate the need for knowledge of each of the diseases. I think the
common theme across the table is really knowing what it means to
have Alzheimer's disease, what it means to have a mental illness-
your point about the individual with schizophrenia-and all the
other illnesses that are profiled here.

Probably the most frustrating thing-and I make it a point to
continue being "in the trenches." I am a firm believer as a clinician
and as someone who is very interested in public policy, that I need
to eat, sleep and drink the realities of what happens in Washington
and in Hartford-and part of my frustration and many of my col-
leagues is that many decisions are made without the knowledge of
what it really means to have the disease. So if I may speak for my-
self and the association, it is to communicate to each and every one
of you that there are people with special needs, and as Susan so
eloquently stated, even within the special needs, there are special
needs.

QUESTION. [Inaudible] and in an effort to make [inaudible] to
bring a great deal of attention to that.

Ms. CHRISTENSEN. Laying the background for additional forums
which will be more policy-oriented than this, describing who are we
talking about.

Mr. MINOR. I simply want to stress two words, and those are
"outcomes" and "accountability." It is extremely important-even
though I speak for people with AIDS and people with hemophilia,
I also deal with almost 15 other inherited genetic disorders, and I
can tell you very strongly that we have not educated people about
outcomes monitoring, and it is a simple tool that lets you know
that you are doing the right things with the best outcomes.

I will make a statement quickly, that the new outcomes to, I
think it is called H-E-D-I-S, HEDIS, I have real concerns with be-
cause it does not cover a lot of things that deal with catastrophic
disease. If you are going to have an outcomes tool, it has got to be
designed with that in mind, because if you don't know what the
benefit is going to be, how do you know the plan? It is very sim-
ple-if you do not understand the outcomes of mental illness or
Alzheimer's or cerebral palsy or whatever, when those things are
not managed properly, then you have no concept of where the
spending is. I emphasize that we look at tunnel vision, seeing that,
hey, this is going to cost us "x" number of dollars today.

An example is for hemophilia, if a patient with hemophilia does
not get Factor on time, it is not just the fact that he did not get
his medicine on time-he now has permanent joint destruction; he
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now has to start looking at thing like radial synovectomies at
$30 000, total joint replacement at $100,000.

If you are a payer, an insurance group or an HMO, it baffles me
why they do not understand-which would you rather pay, $1,200
for the Factor or $100,000 for a total joint replacement? Unfortu-
nately, we are having difficulty getting people to see that simple
little example, because they are too worried about what it's going
to cost them today.

TennCare gives an HMO $1,260 to take care of somebody for a
whole year. Folks, in 1 month, in July, I used $47,000 worth of
medicine. Are you going to manage me with $1,260? Let me tell
you-the reality is that my HIV doc gets paid $8 to see me. His
answer to me is. Don, I'd rather take care of you free, because it
costs me $150 to get the $8 reimbursed.

Do you think they want to manage these States such as our for
$8? Folks, it just can't be done. So I have to applaud-there are
a lot of dedicated people out there who are taking care of a lot of
these disease states, and they are not getting the credit because
they weren't even asked for their input in the beginning.

I emphasize what she said-we have got to be heard. We can't
just sit at the table and say: Gee, whiz, we had somebody from Alz-
heimer's, and we had somebody here from cerebral palsy and men-
tal health. You have got to hear what we're saying, because in the
long run, the taxpayer is the loser, the Federal Government is the
loser, the State government is the loser, and most important of all,
the people we are trying to take care of are the losers.

Ms. CHRISTENSEN. Anybody else? [No response.]
Thank you all for coming.
I want to point out that we have three more forums in this room.

July 8, we're looking at the managed care industry and their abil-
ity to serve people with special needs. We'll have a representative
from GAO and a researcher, and we're hoping to get somebody
from an HMO.

On July 15, we are going to look at quality and outcome meas-
ures; and on July 22, we'll have a panel discussing the State con-
tracting process and the problems they face between contracting for
Medicaid managed care.

Thank you all for coming. We really appreciate your attention.
[Whereupon the forum was concluded.]
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Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
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OPENING STATEMENT OF MS. SUSAN CHRISTENSEN
Ms. CHRISTENSEN. Good morning. I'm glad you were able to come

this morning.
I am Susan Christensen, and I am a Public Policy Fellow with

the Aging Committee Staff, Senator Grassley's staff. Also here
today is Ken Cohen from Senator Breaux's staff and I think some
other folks are here. Is anybody else here from tie Committee? [No
response.]

OK This is the second in a series of four forums on managed
care for people with special needs. If you were here for the first
forum on June 24, you heard that the Committee's interest in this
topic greatly increased following a hearing we conducted on indi-
viduals with chronic conditions who were dually eligible for Medic-
aid and Medicare.

We discovered that many studies and anecdotal evidence re-
vealed significant issues that still need to be resolved when serving
people with special needs under a managed care plan. We divided
those issues roughly into four main themes, which are the topics
of our four forums.

At the first forum, we got a picture of what it means to be a per-
son with special needs. Presenters described how health care needs
to be delivered in certain ways for it to be effective, illustrating
that people with chronic conditions don't just need more doctor or
therapy visits; care must be individualized to the person's needs.

Today our theme is the ability of the current managed care in-
dustry to do just that-deliver health care effectively to individuals
with a wide variety of specialized needs.

Our panelists will each do a short presentation, and then we will
have time for questions and discussion, so please jot down any
questions that come to mind as you listen. These folks are great
sources of information, so we hope that you will take advantage of
this opportunity.

There are two more forums after this. Next Tuesday, July 15, we
will focus specifically on how managed care plans, or any health
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plan for that matter, can measure quality for a population that is
so statistically small.

Finally, on Tuesday, July 22, we will have panelists discussing
the problems faced by States that want to contract to purchase
managed care plans for their Medicaid beneficiaries with special
needs. Each of these forums is at 9:30 in this room.

Our plan is to make a formal record of these forums that will be
available to you from the Aging Committee when we are done. I
want to thank LaVita Westbrook for organizing all these and keep-
ing us on track. She has done a great job.

Now I'll introduce our panelists. Bill Scanlon is director of the
Health Financing and Systems Issue Area at the U.S. General Ac-
counting Office. He has been engaged in health services research
since 1975. Before joining GAO in 1993, Dr. Scanlon was co-direc-
tor of the Center for Health Policy Studies and an associate profes-
sor in the Department of Family Medicine at Georgetown Univer-
sity. His research is focused in particular on the Medicare and
Medicaid programs, especially provider payment policies, and the
provision and financing of long-term care services, which is espe-
cially important for this population we are talking about.

Barbara Smith is a senior research staff scientist at the Center
for Health Policy Research at the George Washington University.
She is a lawyer specializing in health law and health policy analy-
sis. Her work focuses on health care financing and the Federal
budgetary implications of health care financing reform and the re-
structuring of the health care delivery system. Some of you may be
familiar with the Center for Health Policy Research's recent study
on Medicaid managed care contracts by the States. Barbara was
very much involved in that.

Patricia Riley is Vice President of Government Programs, Policy
and Planning for Medica Health Plans at Allina Health System
based in Minneapolis. Ms. Riley has over 20 years of professional
experience in health and human services, most of which is con-
centrated in Government health programs, including Medicare and
Medicaid. She is one of the developers of the Prepaid Medical As-
sistance Programs, or PMAP, in Minnesota. I am glad she could
come and join us today.

I believe we'll just go in the order of Bill, Barbara, and Patsy,
and I will go ahead and turn it over to Bill.

STATEMENT OF WILLIAM J. SCANLON, DIRECTOR OF HEALTH
FINANCING AND SYSTEMS ISSUE AREA, U.S. GENERAL AC-
COUNTING OFFICE, WASHINGTON, DC

Mr. SCANLON. Thanks very much, Susan. I am very happy to be
here today as the Aging Committee considers the important issue
of managed care for people with disabilities, in particular people
with very significant service needs.

I would like to start by talking some about what was presented
at the panel 2 weeks ago, because I thought that their presen-
tations provided a number of themes which are important to keep
in mind as we consider the issues of managed care for people with
special needs.

The panel 2 weeks ago demonstrated very vividly the broad
range of service needs for people with severe, chronic and disabling
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conditions, people who may have a physical condition or diagnosis
such as cerebral palsy, multiple sclerosis, spinal cord or traumatic
brain injury, hemophilia, or AIDS; also, people with mental retar-
dation, people with severe and persistent mental illness; and fi-
nally. Even though their conditions are covered by the above cat-
egories, the elderly stand out as a separate group, both because of
the prevalence of these types of conditions among elderly individ-
uals as well as the different financing arrangements available for
elderly individuals.

The panel described very well the need for services, services in-
volving the treatment of the conditions that these individuals had
that included medical and nursing services, therapies, drugs, pros-
theses, durable medical equipment. They also talked about the
services that related to the consequences of these conditions, con-
sequences in particular with respect to the loss of functioning and
that require an individual to need assistance with services like per-
sonal care, the maintenance of a household, or respite for family
caregivers.

I wanted to make that distinction because it is a distinction that
is not often made. There tends to be some confusion about the
range of services and who is responsible for what.

We hear many times that the system of health care in this coun-
try is not well-suited for people with chronic illness, and that may
be very well true in terms of both types of services. However, it is
very frustrating to be engaged in a discussion or a debate when one
party is talking about the services related to the treatment of a
condition, and another party is talking about the services that are
supposed to compensate for the loss of functioning that results from
having a condition.

It is also an important distinction, I think, when we talk about
the issue of managed care for persons with special needs, because
we are often not asking, or generally not asking, the managed care
organizations to assume responsibility for the services related to
the loss of functioning; what we are asking them to do is assume
responsibility for the services related to the treatment of the condi-
tions that the individuals have.

One of the other strong themes coming out of that panel was the
real complexity of needs on the part of medical and professional
services that any one individual is going to need, let alone the
whole population. An example was given of a boy with cerebral
palsy who needed the services of a pediatrician, and preferably or
most importantly, a pediatrician familiar with cerebral palsy, as
well as a neurologist, a urologist, an orthopedic surgeon, physical
therapist, occupational therapist, and speech therapist. A similar
case was described of an individual having spina bifida who needed
a neurologist, a hematologist, a gastroenterologist, a urologist and
an internist to help manage all of those specialties that were pro-
viding services.

It was clear that access to specialists is important, but even more
important, or a further distinction, access to subspecialists, special-
ists who are not just a neurologist, but a neurologist who special-
izes in the condition that an individual may have, and that there
is research that indicates that it matters whether or not an individ-
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ual is getting state-of-the-art treatment of his or her condition in
terms of the outcomes that that individual may have.

The third theme that came out of that panel was that this care
that individuals are going to require is care for a lifetime, and that
they have been strongly influenced by their conditions, that their
ability to work may have been compromised early in life-they may
never have had a chance to work, and they probably are not going
to have a chance to work in the future. Therefore, their economic
resources are often limited.

In addition, when some of these conditions occur very early in
life, their social resources are often limited. When you look at the
population of people with special needs, they are much less likely
than the rest of the population to have ever married, so they do
not have a spouse or a family, who are often the most important
caregivers for individuals with chronic conditions.

These people with special needs are a very important part of the
Medicaid program. Currently, the people who are elderly or have
a disability comprise about 28 percent of the Medicaid population,
but they account for 61 percent of Medicaid expenditures, and that
somewhat understates how expensive it is to care for individuals
or provide care for individuals with special needs, because after all,
there is a significant population of dual-eligibles, and Medicare is
parng a significant share of the cost of the medical care for those
individuals.

We have seen in recent years the movement to Medicaid man-
aged care. It has been sort of an outgrowth of the rapid growth of
Medicaid costs over the late 1980's and early 1990's and the belief
that managed care provides some opportunity to bring those costs
under better control.

In 1996, about 15 percent of the Medicaid beneficiaries were in
capitated managed care plans; however, 90 percent of them were
in the AFDC or AFDC-related categories. Only about 10 percent of
them were in the disabled or elderly categories.

Last year, we undertook a review of State activities with respect
to managed care for people with disabilities and the elderly and
found out that there were 17 States that were significantly in-
volved in providing services to these populations through managed
care. In six of these States, there was mandatory enrollment of in-
dividuals in managed care, and only one of these had 3 years or
more of experience when we did our review last year. The other
programs in the other 11 States were all voluntary and still were
relatively small, although there were about 12 States at that time
that were planning to implement some type of mandatory enroll-
ment for at least some of their disabled populations.

This review, as well as the discussions about the movement of
persons with special needs into Medicaid managed care has raised
questions about the readiness of States and the readiness of the
plans to serve this population, given that historically, the bulk
have been interested in managed care for a population of much
healthier people-the moms and kids in the Medicaid program.

Therefore, one of the things that I think we need to focus on is
what considerations we should keep in mind regarding the move-
ment of people with special needs into managed care. Starting by
looking at the managed care model, which involves the use of pri-



65

mary care physicians as gatekeepers to ensure that services are
both appropriate and necessary and to avoid the use of unneces-
sary specialty care, as well as the component of the managed care
system where we pay managed care organizations with a capitated
payment which provides an incentive to both limit services and cre-
ates concerns about under-service.

We need to understand what kinds of implications these two
principal features of managed care have for populations with spe-
cial needs. One of the things that came out of the panel 2 weeks
ago was that the primary care model may not be the best model
for persons with special needs, and it suggested that there are at
least four areas that we need to address as we think about moving
individuals with special needs into managed care arrangements.

First of all, we need to ensure that there is an appropriate pro-
vider network established for such individuals. Second, we need to
ensure that the rates being paid to plans are set accurately, to both
fairly compensate the plan and reduce the undesirable incentives
to inappropriately service individuals. Third, we need to come to an
agreement on what should be the scope of coverage, given that the
services needed by such individuals may extend beyond what the
managed care organization is going to provide. Finally, we need to
know how we can hold plans accountable for ensuring that the in-
dividuals that have been assigned to them are receiving appro-
priate and adequate care.

I'd like to comment mostly on the first three today. I think that
on the subsequent panels on quality and outcomes as well as State
activities, we will also be addressing the fourth in more detail, al-
though I think my colleagues will also be addressing the fourth. So,
that with some overlap, I am going to limit myself to the first
three.

As I said, the last panel indicated very strongly that we need to
have for individuals with special needs very good access to spe-
cialty care and even subspecialty care, and that that may be
counter to the normal model of managed care, where one sees a
primary care physician as the access point for all other services.
This does not seem like an insurmountable problem. These are in-
dividuals who have conditions that are chronic; they are going to
be conditions that they have for their full lives. One could imagine
that a managed care organization could screen an individual, iden-
tify their needs, and assign them to a specialist as their primary
care physician.

However, there are a couple of drawbacks to that from the plan's
perspective. One is that plans' ability to control cost not only comes
from effective utilization review, but it comes from an ability to ne-
gotiate with physicians and other providers to get discounts in ex-
change for providing a significant volume of patients. Also, it in-
volves a much broader array of specialists. Specialists who are
going to serve very few patients really takes away a lot of the le-
verage that plans may have in negotiating with physicians.

The other disadvantage from the perspective of a plan is that
having a specialist who is very good at dealing with a particular
type of special need can often be a magnet for people with those
special needs to be attracted to that plan. That raises the issue of
whether the plan is going to be fairly compensated if it actually has
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a larger population of people with a particular and, furthermore,
an expected need.

The issue of rate-setting is the second important issue, and we
need to be concerned about it because there is dramatic variation
among people who are classified as disabled under the SSI cat-
egories. There are some individuals, for example who suffer from
blindness, who are generally healthy otherwise and who have very
limited expenses. At the other end of the spectrum, is someone who
is a quadriplegic, who has quite considerable expenses.

To give you an example of the range of cost differences, in the
State of Colorado, the highest cost for the bottom 20 percent of peo-
ple who are categorized as disabled in the SSI program was $234
a year. That was the top of the bottom 20 percent. The bottom of
the top 20 percent, or the 80 percentile, was $10,425 a year. If you
were to pay an average rate for all people with disabilities in Colo-
rado to managed care organizations, you would be paying them
$3,300 a year, some people costing that plan $400, others costing
that plan $10,000.

It is clear we need to vary the rates to pay appropriately for indi-
viduals with very different needs as well as to change, or at least
mute, the incentives for plans to seek out the individual that is
only going to cost $400 and avoid the person who is going to cost
$10,000. This is important in protecting both the plans that are un-
lucky enough to get an adverse selection of people with very high
costs as well as to protect beneficiaries by ensuring that plans have
adequate resources to serve their needs.

There has been a lot of discussion about varying rates through
processes known as risk adjustment where we take into account in-
dividual characteristics in setting the rate that we are willing to
play a plan, but for the Medicaid program, there has been very lit-
tle done in terms of actual experience with risk adjustment. At the
time of our review, there were only three States that had risk-ad-
justed rates or were contemplating risk adjustment of their pay-
ments for people with disabilities. Most States had the feeling that
it was either too costly a process or too administratively difficult
a process to undertake. Since that time, there have been other
States that are at least considering the adoption of risk-adjusted
methods for their payments for people with disabilities in managed
care.

The process of risk adjustment involves having to get some infor-
mation about the individual upon which to base rates. The type of
risk adjustment that you may be most familiar with is the Medi-
care program, which uses largely demographic characteristics, and
has been roundly criticized for the inadequacy of that risk adjust-
ment process. In fact, the risk adjusters that Medicare uses account
for only about 3 percent of the cost variation among Medicare bene-
ficiaries, and the feeling is that as people join managed care today
in the Medicare program, the program rather than saving money,
is actually losing money as enrollment grows.

There has been much research and much discussion about mov-
ing to a better system, a system based on demographics, on health
status or prior utilization, but there are both administrative prob-
lems and structural problems with both-administrative problems
associated with the problem of trying to gather the information and
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have it available in a timely fashion so that it can be used. The
structural problems relate in part to the incentives that are cre-
ated. If one uses characteristics of individuals such as diagnosis,
there become incentives to upcode the diagnosis, in other words, to
overstate the severity of an individual's condition. If one uses prior
utilization as a measure of a person's health status, and very fre-
quently, hospitalizations are cited as the service that should be the
marker of more expensive individuals you have created an incen-
tive to hospitalize someone. We don't have the practical experience
to know how severe these problems are.

In addition to the rates we pay health plans, besides risk adjust-
ment, there are issues of how we should adjust the structure of
rates to try to improve the incentives that exist in our payments
to managed care organizations. We would like to try to reduce the
potential for profit or loss associated with providing services to any
one individual, and this can be done through two different devices.
One is reinsurance, which most States have embraced, where plans
are protected from having particularly expensive individuals to
serve or from having a whole population that is too expensive to
serve. As a plan's costs rise, the State or some other reinsurer will
share in the excess costs above some level in order to protect the
plan.

The other adjustment would be an adjustment known as risk cor-
ridors where, in addition to protecting plans against excessive
losses, we prohibit plans from having excessive profits. We ask
plans whose profits exceed a certain level to share those profits
with the Medicaid program in order to discourage the incentive for
underservice.

Let me turn now to the final issue that I want to discuss today,
which is the issue of establishing the boundaries for service cov-
erage. There are two aspects of that. First, there is the demarca-
tion between the supportive-type services that I mentioned earlier
that are needed to compensate for the loss of functioning associated
with chronic condition, and second, there are the issues associated
with medical and health care.

Long-term care or supportive services distinction and distinction
from medical services is important to ensure that there is coverage
for all the services that an individual is going to need and that an
appropriate payment is made to the managed care plans for the
services they are expected to be providing.

Now having said that, it is not an easy task to divide those two
sets of services up, because there is a major gray area in the
boundaries that exist between the two types of services.

The second concern about the definition of services or the respon-
sibility for services is something that we uncovered in our review,
discussing this with individuals with disabilities, and that is that
medical necessity definitions that are often used may not apply
well to a population with special needs.

Medical necessity definitions are often focused around rehabilita-
tion improvement, recovery, whereas individuals with a special
neeA and a chronic condition that is not going to get better may
have a very important need for services in order to maintain their
existing functioning, to relieve pain that is associated with their
condition. Generally, there is not going to be the outcome in terms



68

of recovery or rehabilitation that we often expect from other kinds
of conditions.

It is very important as people with chronic conditions move into
managed care that these other goals become identified and accept-
ed as legitimate goals and that the plans recognize that services
are going to be provided to achieve those kinds of goals. It is a dif-
ficult issue in part because we don't have good research to establish
the relationship between services and these goals, which are some-
what more subtle than outcomes such as rehabilitation and recov-
ery.

In conclusion let me say that I think the panel 2 weeks ago did
an excellent job in terms of expressing the range of needs of per-
sons with special needs as well as expressing some concerns about
the capacity and interest of managed care in serving such individ-
uals.

However, management of care is something that such individuals
may actually benefit from. We heard very vividly how complex the
care is that such individuals require, and having a manager to as-
sist one through the maze of providers seems like an ideal situa-
tion. It is a situation that does not always arise in the fee-for-serv-
ice system, and turning to managed care organizations may provide
us an opportunity to increase its prevalence. It seems something
that managed care organizations should be capable of undertaking
and doing well, but we do need to be very concerned that we pay
them appropriately for the tasks and that we hold them account-
able for accomplishing the tasks that we have asked them to do.

That is all. Thank you very much. I would be happy to answer
any questions that you may have later.

MS. CHRISTENSEN. Thank you.
Barbara, before you get started, if anybody wants to come up,

there are some seats up here.
Barbara.

STATEMENT OF BARBARA MARKHAM SMITH, SENIOR RE-
SEARCH STAFF SCIENTIST, CENTER FOR HEALTH POLICY
RESEARCH, THE GEORGE WASHINGTON UNIVERSITY, WASH-
INGTON, DC
Ms. SMITH. I am Barbara Smith, and it is a pleasure to be here

today.
I want to tell you a little bit about the contract study that we

did at the Center for Health Policy Research, because in many
ways, the study that we did is the empirical confirmation of the
guidelines that Bill just set forth.

We took the contracts between the States and the Medicaid man-
aged care companies, and we analyzed the content of those con-
tracts according to specific parameters and guidelines, looking, for
example, at what the contracts required in terms of network com-
position or quality assurance programs or how they handled enroll-
ment.

I want to emphasize that this study looked at the four corners
of the contracts only; what was the infrastructure, what was the
relationship, what were the requirements and specifications set
forth in the contracts. We did not do field visits. We did not do a
qualitative studies on which States had better managed care pro-
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grams than others, and in fact the contract probably could not tell
you that because it does not tell you how the States enforce their
contracts.

What we found with respect to disabled populations was particu-
larly interesting. Obviously, there is tremendous variation among
the States. The States are operating in radically different managed
care markets. Some States have had sophisticated managed care
markets for years, and the States can easily move into those mar-
kets. The plans have been operating in markets that have taken
in different types of populations. Other States have just started to
develop managed care. Large portions of their populations have
never heard of HMOs. So you are talking about dramatically dif-
ferent capability levels within the markets.

Having said that, I think that what we should say in general
terms is that the Medicaid managed care contracts tend to parallel
the commercial managed care experience, and by that, I mean that
it is a managed care system designed to meet the needs of popu-
lations that need mainly primary care and that are basically
healthy working populations. That is the market that the managed
care industry has served over the years.

What is emphasized in these contracts is basically health care
systems that are designed to meet the needs of the AFDC popu-
lation, women and children. When they talk about network speci-
fication, to the extent that they mention specialists, and many con-
tracts do not even mention specialists, as part of the network com-
position, they will mention general pediatricians, they will mention
obstetricians. They do not, or example, typically mention pediatric
neurologists or geriatric neurologists. They do not talk about mul-
tiple specialists being necessary.

Interestingly enough, many of the contracts when they list the
services included in the benefit package do not specifically include
case management services, which is one of the things that you tra-
ditionally associate with managed care. This would indicate that
they are not envisioning caring for a population that requires ex-
tensive complicated interactive health care services.

There are a few contracts that mention the ability to choose a
specialist as a primary care provider in certain circumstances, most
typically for prenatal care. Those contracts that do, again, are still,
as Bill mentioned, operating on a primary care model as opposed
to envisioning a patient care sy stem where somebody may need
multiple specialists to be actively engaged on an ongoing basis in
caring for the person, and what you are looking for at that point
is case management services.

The other thing that the contracts often do not address is the
issue of people in ongoing treatment and how you transition them
into managed care. If you can, envision somebody coming into this
system. The State sets up the Medicaid managed care program,
somebody is enrolled in this managed care plan who has had an
ongoing relationship with a specialty outpatient clinic at the city's
public hospital for years, and they have a detailed plan of treat-
ment and management and a series of prescription drugs as long
as your arm. Now they are enrolled in this managed care plan, and
all of a sudden, they are no longer dealing with those providers
that they have been dealing with. It is not even clear whether they
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are entitled to renew their prescriptions as they come into this
managed care plan, and the contracts have simply not set up the
infrastructure, generally, to deal with that.

Now, some contracts have, and when they do, they will, for ex-
ample, require that the plan pay for the person to continue with
their previous provider until such time as the plan can arrange an
appointment and evaluation by a plan provider; that they have got
to continue with the same prescription drugs until such time as
their drug therapy regimen can be reviewed by a plan provider and
either changed or reinstigated by a plan provider. But at least
there is a hook-up.

Now, that does not guarantee that the person continues to get
the same level of care once they get into the plan, that they are
going to continue to have access to the same types of specialists,
but it at least assures a nexus between the two systems. The issue
of continuing the treatment and how you assure continuity of treat-
ment becomes much more complicated, and those few States that
have dealt with the issue have basically done so through requiring,
again, specifications of certain types of specialists in the system-
that they have to have pediatric neurologists, pediatric hema-
tologists, geriatric providers of all different types and subspecial-
ties. Some require that they have, for example-this is not a chron-
ic illness-but specialists with an expertise, for example, in dealing
with tuberculosis. Most do not. I would say you almost never see
contracts specifying network composition made up of providers who
meet condition-specific or disease-specific expertise.

To back track a little bit, the interesting thing is that the dis-
abled population, as Bill mentioned, is really in theory ideally suit-
ed for managed care, unlike the AFDC population, which is the
population that we are most rapidly bringing into managed care,
because the disabled population are "lifers" on the system, and
managed care tends to operate best in an environment where they
have continued enrollment so that they may have the incentives to
provide the preventive care, the maintenance care to maintain
function. These people do tend to be very long-term enrollees if you
get them in, so that if everything worked according to theory, they
would be ideally suited for managed care. But this is an evolution-
ary process, and what has happened is that the industry in the
commercial sector and the private sector has not developed this
kind of capability, and therefore, the public sector basically mirrors
that.

It is a process that will occur gradually over time, incrementally,
but the notion that you can somehow, as if Venus springs from
Zeus' head full-grown, in one fell swoop, transfer large segments of
people with complicated health care needs into the managed care
system before it is largely ready, I think is going to be a misplaced
notion; it is not going to work, and I don't think the plans are going
to be ready to take them, and there is going to be a lot of resistance
in the marketplace to integrating them before the capability is
there.

In terms of payment issues, we have talked a lot about the need
to risk-adjust payment to adequately pay for people who have more
complicated health care needs. I think that at this point, it is use-
ful to bring out the fact that we really have not come very far in
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risk adjustment methodology even for largely healthy populations.
So that when we talk about risk-adjusting the payments, we are
really-and Bill, you can correct me if I'm wrong-we are really on
the frontier. The down side risk of that is that if you do not risk-
adjust correctly, obviously, you are either overcompensating or
undercompensating the plan. If you are overcompensating the plan,
you are going to be basically skimming off other services that need
to be provided in other plans to other populations. If you are
undercompensating, you run a severe solvency risk. Solvency
sounds like a "techie issue. But everything turns on solvency, be-
cause if the plan is running into solvency problems, it means they
have cash-flow problems, it means that they are then going to have
strong incentives to cut back on services because they can't pay the
providers. So that at every step of the way, the solvency of the plan
is a critical quality assurance to services being provided.

Now, I just participated in a video conference in Pennsylvania
where they are trying to set up their Medicaid managed care pro-
gram, and they had a lot of questions about how to go about it. One
of their questions, interestingly, was should they, could they, set up
a separate HMO where they exclusively enrolled all of their AIDS
patients and HIV-positive patients. From the clinical perspective
that has a certain amount of appeal because it assures that you are
going to get a very expert network that knows how to treat these
patients, that is going to be basically up-to-speed on all the re-
search, that is going to have a lot of clinical experience-and we
found with tuberculosis and with AIDS treatment, like with cardiac
bypass surgery, the number of times that a clinician is involved in
treatment for a specific condition makes a radical difference in
terms of the outcome for a patient.

So the clinical advantages are substantial. The financial prob-
lems in terms of how they risk-adjust that payment to that HMO
are huge because they are now talking about an HMO comprised
exclusively of very high-cost enrollees whose prescription drug ex-
penses alone would be $15,000 a year. What they are also doing,
of course, is they are freeing up all the rest of the Medicaid HMOs
from any of those responsibilities, so not only are they going to
have to pay this HMO a very large capitation, but they are then
going to have to ratchet down substantially the other HMOs that
are delivering primarily well care, and then their market changes
a lot.

So these are the kinds of issues that are coming up on the face
of the contract, in the course of the States trying to implement
plans. In terms of access to subspecialists, I have to say that there
is very little language in the contracts themselves. It does not
mean the plans are not providing it, but it means that in terms of
getting accountability, measuring it, enforcing that if you have the
need to do it, there is just very little there.

In most States, enrollment of disabled people in Medicaid man-
aged care is voluntary; in many States, it is excluded. So again,
they are leaving those people in the fee-for-service sector for a rea-
son, and the reason is that the evolution just hasn't gone that far
yet.

I want to elaborate a little bit on what the contract showed in
terms of medical necessity. I guess I should add a caveat at this
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point and say that Patsy comes from a State that is the exception
to everything that I've just said, and she is going to talk to you
about what States that are the exception are doing. Minnesota is
the exception in everything, from specifications to market experi-
ence to payment level, and I'll let her talk to you about that. So
it can be done, and we do have an example of what the future can
look like, but for most States, that future is still pretty far away.

In terms of medical necessity, what we find is that the contracts
typically do not have a medical necessity definition which mirrors
the Medicaid statutory definition of medical necessity. They have
what are commercial insurance definitions of medical necessity. A
lot of that is tied, again, to treatment for injuries or illnesses, but
not conditions, and that does not even get down to the sub-issue
that Bill addressed, of whether you are treating a condition or you
are providing support services for a condition. That is a level of
analysis, which is two or three stages beyond where medical neces-
sity is in these contracts, and frequently, they will include defini-
tions of medical necessity that are not only not coextensive but in
fact are inconsistent with the Medicaid definition. For example, the
treatment has to be cost-effective. Part of the problem with that is
that-I have been in health policy for some period of time, and I
do not know how one defines cost-effective medical care. There
really is not a consensus on how you evaluate cost-effectiveness.

The other issue, of course, is that under Medicaid, the definition
is that the care has got to be reasonably designed to achieve its
purpose, and cost-effectiveness is not a consideration. So then, you
are left with the States essentially having to pay for care outside
the managed care context, so they have paid a capitation, and then
they have got to pay for other care that is not covered by the capi-
tation, whether that is intentional or not intentional on the part of
the States.

So the medical necessity issue-not only how it is defined, but
how it is applied-is a very important issue for the disabled popu-
lation, and unfortunately, I can say that none of the contracts ad-
dresses the issue of evaluating-well, let me back off of "none"-
very few-plans are applying medical necessity standards.

I want to talk about some other issues just in terms of account-
ability that are in pending legislation right now regarding Medicaid
and I think Medicare, but certainly Medicaid managed care. In the
Senate version of the bill, States must give plans pre-termination
hearing rights before a State can terminate a plan for lack of per-
formance. This is unprecedented. We have never in Medicaid or
Medicare law given providers pre-termination rights. They are enti-
tled to termination hearing rights, but not pre-termination hearing
rights, because of the fact that they may be delivering care in a
way that endangers life, and so the need for the State to move-
"the State" meaning the sovereign-quickly has always been recog-
nized.

The cases in litigation at the State level indicate that when you
give plans pre-termination rights, it is very hard to get them out,
to terminate them summarily or to get them out quickly, and in
fact it is very hard to get them out before the end of the contract
term at all with pre-termination rights.



73

This has pretty serious implications for the disabled population
where, if a plan is not providing services, they are particularly at
risk. The State's ability to come in and pull them out of a plan be-
cause their enrollment is now the property of the plan becomes
very difficult. So these kinds of issues in pending legislation are
going to have a significant impact on your ability to move these
populations in. If plans have pre-termination rights, you may have
to reconsider how quickly and how much and what extent of serv-
ices you are going to put into managed care plans.

The other issue in terms of what is going on right now that will
affect the disabled populations is in the current plans for Medicare
and choices of plans. In other words, people now will start getting,
as Federal employees get, a packet of materials where they can
choose their plan or they can go into the traditional Medicare pro-
gram. Obviously, the expectation-if you do not choose a plan, you
automatically go into the traditionally Medicare program. The de-
fault provisions right now, default enrollment into traditional Med-
icare, are now regarded as somewhat ambiguous. That is, every-
body thinks that people who do not enroll are going to go into the
main Medicare program, but the language itself is somewhat am-
biguous, so that theoretically, it would be possible through regula-
tion or subsequent legislation or whatever to have something else
happening with those default enrollees.

I think that if this is an area where everyone has very clear ex-
pectations about what they think is going to happen, you need to
be sure that the legislative language clearly reflects that expecta-
tion. Given the fact that certainly in Medicare managed care, there
is also a similar lack of experience with disabled populations, you
want to be sure that you are not pushing people into these systems
sooner than these systems are ready to take them in.

I think at this point I'll stop.
[The prepared statement of Ms. Smith follows:]
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The transformation to managed care may be the most important development since the

rise of modern medicine and the use of insurance to pay for health care. This transformation has

not only changed the relationship between providers and patients but also has transformed

Medicaid from a health care financing program to one of the nation's largest purchasers of

private insurance. As a result of the move to Medicaid managed care, the Center for Health

Policy Research undertook a nationwide study of the managed care contracts between states and

managed care plans.

The study -- which is in its second phase - has two purposes. The first is to present an

overview of the structure and content of the detailed service agreements which describe Medicaid

managed care arrangements, including what populations participate and how services are

structured. The second purpose is to identify key issues presented by Medicaid's shift from payor

to purchaser of managed care.

In a transformation of this magnitude, the states face enormous challenges in their effort

to construct integrated delivery systems for poor people and people who have special health care

needs, an effort which has no parallel in the private insurance sector. Among the primary

challenges is convincing private companies to enter the Medicaid market which offers relatively

low capitation rates.

While some states have longstanding experience with managed care and operate in

mature markets, many states do not. 1The-nansformation to Medicaid managed care is thus in its

infancy and is a highly evolutionary process. Accordingly, states generally -- with some notable
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exceptions - have largely based their managed care programs on the private employer model that

offers primary and acute care to a population composed of relatively healthy young families - the

AFDC population. As with the private sector, states have less experience with managed care for

the elderly and disabled.

Theoretically, the dually eligible population is ideally suited to managed care because the

complexity of their medical needs lends itself to case management and coordinated care. In

addition, dually eligible individuals are enrolled in the Medicare and Medicaid programs on a

long-term basis making enrollment more stable and tracking and monitoring of care more

feasible to assure clinical coordination and accountability by the plans. The long-term

enrollment of duafeligibles also creates more incentives for plans to make investments in care

that pay off only in the long term. This stands in stark contrast to the AFDC population which

tends to be enrolled in Medicaid only episodically, churning in and out of the program and

thereby creating plan disincentives to preventive investments in care.

While managed care should theoretically work well for chronically ill populations, the

marketplace to date is only at the beginning stages of development. As seen in the attached

table, many states exclude certain disabled populations from mandatory plan enrollment.

Whether this exclusion is inititated by the states or by the plans entering the Medicaid market is

unclear. Even where disabled populations are included, state efforts to develop the specifications

for providing care to chronically ill, disabled people and the frail elderly are in very early stages

of evolution.

Because managed care in the private employment sector has been used almost exclusively

for healthy, often young, working families, there is simply very limited experience upon which

to develop standards for care of the disabled/chronically ill population in a managed care context.
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Therefore, states are faced with the challenge of first trying to define what services and

structures are needed and then trying to translate these definitions into a contract. The limited

experience of plans in caring for these types of populations - in contrast with the traditional

medical system who has cared for them almost exclusively - would indicate that these standards

should not simply be left to plan discretion.

The early stage of evolution for this process is clearly reflected in the contracts

themselves. For example, even where diabled beneficiaries are technically eligible, we can see in

the attached table that language on inclusion of specialists in the provider networks is provided in

only a minority of state contracts. Indeed, network requirements tend to focus on primary care

providers, pediatricians, and maternity care providers - providers appropriate for the AFDC

population. Similarly, provisions dealing with transition arrangements for people in on-going

treatment, access to specialists, or special communication services for diabled people are

relatively rare. Virtually all contracts specifically exclude long-term nursing home care from

plan services.

It is important to note that these problems do not affect only dual eligibles but affect all

people with complex health care needs. A disabled child enrolled in a Medicaid managed care

plan who is not eligible for Medicare needs the same network sophistication as-a-dually eligible

adult.

Our initial review of 1996 contracts indicates that some states are moving more

aggressively to enroll disabled populations. Florida, for example, now specifically incorporates

a frail elderly program in its managed care system. Massachusetts and Minnesota are also

engaged in a targeted effort to include the chronically ill into their managed care programs.

However, these states are the exception, not the rule.
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Plans have not shown a willingness to enter this high-risk market for relatively low

capitation rates. Setting an appropriate risk-adjusted premium remains a major challenge and it

seems unlikely that the integration of the dual eligible population could be accomplished purely

on the basis of capitation. Some blending of capitation with stop/ loss provisions and fee-for-

service payment would likely have to occur.

Other financing problems are likely to have a chilling effect on the evolution of managed

care for this population as well as for the AFDC population. Specifically, the de-linking of

welfare and Medicaid will probably cause an actuarial worsening of the Medicaid risk pool. This

will occur because instead of relatively healthy families automatically becoming enrolled in

Medicaid, people will tend to be enrolled only as they become ill or. seek services. As the risk

pool worsens while the capitation payment remains stable, the ability to attract plans will

decline.

A per capita cap on Medicaid payments would merely intensify this effecL This would

occur for two reasons. First, the cap would not reflect the actuarial needs of the worsening risk

pool since the cap is based on the existing composition of the risk pool. Secondly, the cap's

baseline as proposed is drawn from a period of unusually low Medicaid spending, unlike the

welfare cap which is basedn a period of high welfare spending, giving states a much more

comfortable margin with which to implement new programs during a period of strong economic

growth. The combined effect of worsening risk pools and the implementation of a Medicaid per

capita cap is the most effective way to bring any further evolution of the Medicaid managed care

market to a screeching halt. Efforts to coordinate care for dual eligibles even in the traditional

health care sector will become much more difficult under these financial constraints.
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The market participation might improve if Medicare funding streams are added to the

capitation since Medicare rates are higher than Medicaid rates. This would best be accomplished

by having Medicaid and Medicare contribute separately and jointly to the premium rather than

trying to merge the funding streams. Separate contributions to the premium would present less

risk to the Medicare trust funds. Specifically, Medicare remains liable for Medicare services to

the dually eligible population. If beneficiaries fail to get services from plans, Medicare may end

up paying twice for the same services - once in the capitation te the plan and again to pay for

those services in the fee-for-service sector if the plan fails to perform. This risk is minimized if

Medicare is-getting direct accountability from the plan and-is paying for care only in federally

qualified plans. In addition, this payment approach could be used as a mechanism to encourage

federally qualified managed care plans to participate in the state Medicaid markets, improving

the market for Medicaid-only programs.

In attempting to create better coordination of care and a continuum of care, it is

important to recognize that the market may not yet be ready to absorb some of the policy changes

considered desirable. Accordingly, substantial acceleration of the enrollment of the dually

eligible population into managed care cannot realistically occur until a greater consensus is

reached regarding the network and administrative capabilities required to provide and coordinate

adequate clinical care. Further work on methodologies for measuring performance and tracking

outcomes may also assure that patients benefit from the transition from fee-for -service care

from traditional providers to the managed care system. -While Medicare funding may be essential

to attracting plans to this market, assuring administrative and financial coordination to maintain

acccountability to the federal taxpayer remains problemmatical in most states. Given the tenative_

nature of this market, we believe that slow and careful expansion offers the best option for dually
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eligible people and for the programs. Because integration into managed care of necessity will

occur over an extended period of time, attention should not be diverted from how to improve

coordination of care and services within the existing system.



Table l.a Selected Provisions Related to Disability
Does the contract or RFP address whether: I) certain categories of recipients are enrolled, 2) specialty providers are available in the

.network, and 3) special communication services are available for persons with disability?
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Table l.b Selected Provisions Related to Disability
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Variations in contract language: Medical necessity definitions~~~~~

Federal law requirement for Medical Necessity:

"(b) Each service shall be sufficient in amount duration and scope

to reasonably achieve its purpose.

(c) The ... agency may not arbitrarily deny or reduce the amount

duration or scope of a required service...to [a] recipient solely because

of the diagnosis, type of illness or condition

(d) The agency may place appropriate limits on a service based on

such criteria as medical necessity or on utilization control

procedures."

42 CFR 440.230
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Medical necessity definitionsVariations in contract language:



VariiaIioils in rownlr-c1t language: Medical necessily definitions

I . W~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~I

"The health care services listed below shall be provided by the

contractor to enrollees as covered benefits rendered under the terms

of this contract. Provision of these services shall be equal in

amount, duration and scope as established by the Medicaid

program, in accordance with medical necessity without any

predetermined limits unless specifically stated, and set forth in the

Medicaid Provider Manuals..."

New Jersey Contract
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Variations in contract language: Medical necessity definitions

"The term 'medical necessity' and 'Medically Necessary' with reference to a covered
service means health care services and supplies which are medically appropriate and 1.
necessary to meet the basic health needs of the Client; 2. rendered in the most cost
effective manner and type of setting appropriate for the delivery of the Covered Services;
3. consistent in type, frequency and duration of treatment with scientifically based
guidelines of national medical research or health care organizations or government
agencies; 4. consistent with the diagnosis of the condition; 5. required for reasons other
than the convenience of the Client or his or her physician; 6. no more intrusive or
restrictive than necessary to provide a proper balance of safety, effectiveness, and
efficiency; 7. of demonstrated value; and 8. a no more intensive level of service than
can safely be provided. The fact that the Physician has performed or prescribed a
procedure or treatment or the fact that it may be the only treatment for a particular injury,
sickness or mental illness does not mean that it is Medically Necessary. Services and
supplies which do not meet the definition of medical necessity set out above are not
covered." Nebraska Contract
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Variations in cbonIlrlcl Is1sgu;age: Relationship between managed care plans
and other parts of the health system

"This section implements sections 1902(a)(1 1)(C) and 1902(a)(53) of

the Act, which provide for coordination of Medicaid with the Special

Supplemental Food Program for Women, Infants, and Children (WIC)

under section 17 pf the Child Nutrition Act of 1966...

A State Plan must provide for-
(1) Coordinating operation of the Medicaid program with the State's x

operation of the Special Supplemental Food Program for Women,

Infants, and Children...

(31 Referring individuals described under paragraphs (c)(2)(i) through
(iv) of this section to the local agency responsible for administering the

WIC program." 42 CFR 431.635(c)
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Variations in contract language: Relationship between maniaged care p)lans
and other parts of the health system

"Tois section implements sections 1902(a)(1 I)(C) and 1902(a)(53) of
the Act, which p rovide for coordination of Medicaid with the Special
Supplemental Food Program for Women, Infants, and Children (WIC)
under section 17 of the Child Nutrition Act of 1966...

A State Plan must provide for-
(1) Coordinating operation of the Medicaid program with the State's
operation of the Special Supplemental Food Program for Women,
Infants, and Children...

(3) Referring individuals described under paragraphs (c)(2)(i) through
(iv) of this section to the local agency responsible for administering the
WIC program." 42 CFR 431.635(c)
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Executive Summary

1. Setting the Context

1. The Transformation to Managed Care

The transformation to managed care may be the most
important development since the rise of modern medicine
and the advent of insurance as the central means of paying
for health care. A relative rarity only twenty years ago, man-
aged care insurance now claims enrollment of over 150 mil-
lion Americans. This transformation not only changed the
relationships between patients and providers but also trans-
formed Medicaid from fee-for-service govemment health in-
surer into a large-scale purchaser of pyvate insurance.

This study has two purposes. The first is to present an
overview of the structure and content of the detailed service
agreements which descnbe Medicaid managed care arrange-
ments. The second is to identily key issues presented by
Medicaid's shift from a government insurer to one of the
nations largest purchasers of managed care. This study
should not be read as an analysis of the quality of Medicaid
managed care systems generally, nor should it be read as
an analysis of the entire legal framework in which Medicaid
managed care operates.

This analysis of 37 states Medicaid managed care con-
tracts should be viewed as a baseline. Medicaid agencies
face a major challenge in their efforts to buy managed care
for many reasons, not the least of which is the need to con-
vince managed care companies with limited expenence with
Medicaid populations to become active participants in their
states' programs. Significant changes can be expected over
time as Medicaid agencies gain greater purchasing experi-
ence and as the Medicaid program itself is recast to reflect
this basic shiff from government insurer to insurance pur-
chaser. Indeed, the annotated tables which accompany
this report contain examples of states' reported modifications
and improvements made between 1995 and 1996 alone.

2. TheTransformation of Medicaid from Government
Insurer to Managed Care Purchaser

The evolution of Medicaid from government insurer to
managed care purchaser began slowly and then acceler-
ated rapidly. Over the past decade both Congress and the
Clinton Administration have steadily expanded the tools avail-
able to state Medicaid agencies to mandate managed care
enrollment and purchase fully integrated service delivery
systems. These legal tools include Section 1915(b) and
Section 1115 of the Social Security Act. Section 1915 per
mits waivers of the Medicaid freedom-of-choice law provi-
sions in order to permit states to mandate enrollment in

managed care. Section 1115 goes much further, permitting
states to obtain waivers of numerous aspects of federal Med-
icaid law, including rules on eligibility, benefits, provider quali-
ficaton and payment rules, and administrative requirements.
Since 1993, the Clinton Administration has used this
authority to permit states to institute large-scale manda-
tory managed care demonstration projects.

As a result, managed care enrollment among Medicaid
beneficiaries has grown dramatically in recent years. In 1983,
800,000 Medicaid beneficiaries were members of managed
care plans; by 1996, the number had surpassed 12 million
and is expected to grow steadily over the next several years.
Nearly all states mandate managed care enrollment for at
least some portion of their populations, but not all states
coniiact with ftu;-ris managed care organizatuons (i.e.. those
at nsk for both ambulatory and inpatient care costs).

Two key factors distinguish managed care arrangements
from other forms of insurance: 1) the nature of the contrac-
tual promise between managed care companies and group
purchasers, and 2) the relationship between companies and
their providers. Managed care contracts involve both insur-
ance coverage and a promise of health care. Managed care
companies contract to furnish or arrange for insured ser-
vices through a specified network of health professionals,
institutions, and other providers. Under managed care, a
company's contractual promise to provide care devolves to
its providers, as a condition of participation, providers gen-
erally must agree to accept patients who are referred to them
by the company at rates which the company pays for care.

Depending on the size of the premiums paid, managed
care plans can be either tightly or loosely structured health
care arrangements. Loosely-structured or "high option' plans
(typically point-of-service HMOs and preferred provider orga-
nizations) permit members to seek some or most covered
services from non-network providers for a somewhat higher
fee. However, because high-option products are more expen-
sive to purchase and are designed for persons with discre-
tionary income to pay higher copayments, they are not used
by Medicaid agencies. Thus, the Medicaid managed care
system provided under a contract is effectively the only
source of covered services for enrollees, with the exception
of emergency care. No other purchaser faces quite the same
challenge of building a comprehensive, fully-integrated net-
work of services for its enrolled population.

Several aspects of Medicaid make purchasing managed
care especially complex: a) Medicaid enrollment is very short,
lasting less than one year on average; b) beneficiaries are
in poorer health than their non-low income counterparts and
may represent a greater cost to managed care organiza-
fions; c) Medicaid beneficiaries tend to live in communities
with a limited number of health providers, making it difficult
to build networks in these communities; d) Medicaid enroll-
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ees are more likely to be poor, less well educated, very young
or very old, and physically or mentally disabled; e) Medicaid
beneficiaries who have complex needs may receive care
from several distinct components of the health care system
such as: child welfare agencies, alcoholism and addiction
treatment and prevention programs, local public health agen-
cies, school health systems, or chronic disease specialty
clinics; and f) because they tend to lose their Medicaid cov-
erage frequently, Medicaid beneficiaries need coordination
between managed care organizations and sources of care
when they are uninsured.

3. The Legal Framework for Medicaid Managed Care

The organizational and legal framework in which Med-
icaid managed care arrangements operate is complex. The
framework can be thought of as a pyramid with multiple lay-
ers, each of which is essential to the proper functioning of
the managed care system.

Self-regulation
At the base of the pyramid are self-regulating activities

such as industry accreditation and codes of conduct, pro-
fessional training and education, collection and analysis of
performance data, and other efforts to control and promote
quality. Many of these efforts tend to be adopted by the
industry in response to consumer concems.

Contracts
At the next organizational layer are the agreements

which establish the operational structure of the managed
care arrangements purchased by the state. It is the contract
that brings to life the transformation of Medicaid from a m-
imbursement program to a managed care purchaser. Under
principles of contract law and interpretation, clanty and pre-
cision are crucial. This is particularly true for the drafter of
the agreement, since courts will interpret ambiguities against
the party who drafted the document. For public agencies,
this rule represents a marked departure from the wules gov-
erning judicial review of agency regulations, which call for
broad discretion to be given to regulatory agency interprets-
tons of law.

State and Federal statutory and regulatory law
At the top levels of the pyramid are the many federal

and state laws that govern the provision of managed care
services to Medicaid beneficiaries. Beyond Medicaid laws,
state insurance, business licensure, and public health laws
may contain numerous requirements which apply to both
managed care companies and Medicaid agencies.

[I, The Four Major Elements of Medicaid Managed
Care Contracts and Key Findings

1. Defining the Managed Care Service System

Contracts between states and managed care plans iden-
tiy: a) the attributes and structure of the purchased health
care system states expect plans to make available to their
clients; b) the methods that plans will employ in delivering
services; and c) the process for verifying the attributes of
plan service systems and measunng plans' performance.
There is no real precedent for this large-scale and detailed
effort to articulate in writing agencies' expectations of how
the entire health care system will operate for beneficiaries.
In this regard, state Medicaid agencies are charting an in-
novative and unequaled course in attempting to address how
health care arrangements for poor people (many of whom
have special health care needs) should function.

Findings on Contract Provisions Related to Medic
aid Managed Care Service Systems
This study found that:
' States are not buying "off-the-shelf products. Instead

they ame either designing or requinng plans to design
custom delivery systems for Medicaid enrotlees.

9 Contract delivery specifications tend to deal with
the overwhelmingly prmary health care needs of a
relatively healthy, young family population.They are
only beginning to address in depth the specific
capabilities plans will need in order to serve high
need sub-populations (e.g. disabled children or
adults, persons with HIV/AIDS, or the elderly).

' States vary substantially in the amount of discre-
ton they accord to plans in structuring service deliv-
ery systems. Some states provide detailed speciff-
cations on network composition, access, and other
measure, while others provide more discretion to
plans.

2. Translating Medicaid Benefit and Administrative
Requirements Into Contract Language

Medicaid managed care contracts identity which fed-
eral and state benefit and administrative dutes state agen-
cies desire to have contractors to carry out on their behalf.
Contracts between state agencies and managed care plans
generally do not cover all of the sermces and benefits included
in a state's Medicaid plan. This means that Medicaid man-
aged care enrollees have two sources of coverage: 1) their
managed care membership, which covers the classes and
levels of services included in the agency's service agree-
ment with the contractor; and 2) their basic Medicaid cover-
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age, which pays for those Medicaid-covered items and ser-
vices that are not included in the plan's contract and instead
are paid for directly by the Medicaid agency.

In developing a contract with managed care planss states
must first identify which services and duties are to go into
their contracts. Agencies then must draft the actual terms
and conditions with sufficient precision and clarity to ensure
that the description of the plans coverage duties is correct
and that contracts do not leave a state either administra-
tively or financially liable for care and services that it believes
are covered under the contract. While state agencies always
remain liable for the proper performance of their contrac-
tors, ambiguous contract terms can render agencies obli-
gated for the direct provision of care and services in ways
;;hic"h Uhay did n.ot Con-.emplate.

Findings on Translating of Medicaid Benefit and
Administrative Requirements Into Contract
Language
States varyin:
4 The classes of services and benefits they include

in their contracts. although certain services com-
monly associated with very sick and disabled ben-
eficiaries (e.g., extended nursing home care, home
and community based care) typically are excluded
from the scope of the service agreements.
*The extent to which certain classes of services

are included in their contracts (i.e., coverage of all
medically necessary physical therapy services ver-
sus coverage of only a certain number of visits
annually).

* The degree of guidance they give plans regarding
the medical necessity crtena plans are required to
use in making coverage determinations or the pro-
cedures that plans should follow in making cover-
age determinations.

e The extent to which they permit contractors to apply
standard insurance coverage exclusions prin-
ciples and exclude coverage for certain services
that are otherwise included in the contract.

* The extent to which they explicitly identity for their
contractor services that the state agency will con-
tinue to cover directly under their residual Medic-
aid plans, as well as those that are not covered
services.

* The conformity of state contracts to the wording of
the federal statute and regulations to descnbe the
covered services for which they are contracting.

This disjunction between federal legal definitions and
states' contractual definitions has several potential conse-
quences. Firt, it may dilute the level of coverage for enrollees

who may not understand that certain sevices (or aspects of
services) remain available directly through the state Medic-
aid agency and are simply not included in the managed care
benefit package. Second, the disjunction may create con-
tractual 'gaps that leave a state financially obligated to pay
directly for certain items and services that it intended to
include in the contract.Third, i may cause confusion for plans
and participating providers regarding what is and is not cov-
ered. Fourth, wide vanation in service terminology means
that there may be substantial state-to-state differences in
the types of care within classes of benefits that, in fact, may
be covered under state contracts.

3. Octinlng Mcdlcold Managed Crn Rct :tlnsbf p h
the Larger Health System

While Medicaid managed care represents an unprec-
edented effort to purchase complete and integrated health
service delivery arrangements, these systems nonetheless
are only a component of the larger health care system in
which they operate. Medicaid beneficiaries may be served
by more than one part of the health care system because
they may have needs that go beyond the benefit package
bought from managed care companies. Moreover, short
Medicaid enrollment periods mean that patients (not at their
own choice) will have to move between health care systems.
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Finally, relationships with public health agencies, in particu-
lar, are needed to ensure that key public health functions

can be properly carsed out.

Findings on the Relationship Between Managed
Care Plans and the Large Health Care System
Our study indicates that:
es States are just beginning to grapple with an exceed-

ingly complex issue which was never satislactonly

addressed in the fee-for-service system: the coor-
dination of care between different entities and dif-

ferent type of providers.
+ States are not currently in a position to purchase

continuous enrollment in managed care for Medic-

aid beneficianes, creating gaps in coverage.
4 Few contracts contain specifications for referrals

to non-network agencies or providers or for coordi-

nation of treatment plans ordered by courts, school

systems, and other parts of the social service or

justice system.
4 States generally focus on encounter, grievance, and

financial data to measure plan performance, and

only a few focus on issues related to plan integra-
tion with larger system, the process of care, and

population health outcomes.
*> Coordination between managed care and public

health agencies is largely unspecified, and contracts
do not cover traditional public health functions.

Send to:
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4. Constructing Business Terms and Relationships

Finally, Medicaid managed care contracts define the
nature of the business relationship between the buyers (the
state Medicaid agencies), the sellers (the managed care
organizations), the providers, and the enrollees. The terms
of the contract can reflect both the practical and financial
aspects of the business arrangement that guarantee the sta-
bility of performance, as well as the purchasers judgment
about how the contract duties should be performed.

Because the purchase of an integrated health delivery
system is a business transaction, the state has a strong inter-
est in assuring that its contractors remain a financially viable
businesses capable of deliverng the contracted services.
Perhaps of greatest importance, states must be able to address
effectively contractor non-compliance with its contracted
duties.

* Findings on Constructing Business Relationships
This study shows that:
4 Reflecting the recognition that purchase of a health

care system for the poor is a business transaction,
all states have included some provisions defining
the terms and relationships necessary to establish
the business framework for Medicaid managed care
contracts.

4 States vary in the degree to which they rely on state
insurance regulation rather than the contracts to
regulate the financial stability of plans.

> States differ in the degree to which they give plans
the discretion to design enrollee and provider grev-
ance procedures and in the degree of specificity
they use in defining minimum procedures.

v While all states establish sanctions for non-perdor-
mance, states vary in the range of sanctions applied
and in the degree to which specific sanctions are
tied to specific performance measures.

*> Even in states with detailed purchasing and perdor-
mance specifications, there may be no clear link
between particular specifications and particular
sanctions.

Ill. Summary of Recommendations

1. Defining the Medicaid Managed Care Delivery System

We recommend that a joint, multi-disciplinary Med-
icaid managed care purchaser's Initiative be undertaken
to develop a consensus on model practice-style speci-
ficatlons in contractors' service delivery systems.Phone:
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This consensus building exercise is similar to the one
used to develop the quality performance measures under
the HEDIS system but would instead focus on what should
go into contracts with plans. Because contracts are legally
enforceable promises. the great challenge is to identify those
aspects of service delivery which are so crucial that their
legal enforcement should be possible. Medicaid purchasers
should join with consumers, public agencies, health plans,
providers, and experts to develop a useful and practical body
of information on key service design elements for different
Medicaid populations. These elements should then be trans-
lated into contract language to be of maximum use to states.

2. Translating Medicald Benefit and Administrative
Requirements Into Contract Largsuage

We recommend that HCFA work jointly with the
states to develop detailed purchasing specifications and
model contract language related to states' statutory and
regulatory benefit and administrative duties.

Translating public duties into private contract language
is exceedingly difficult. Our recommendation then is to give
states model language that could help avoid inadvertent dis-
crepancies in contract language that dilute the value of cov-
ered benefits and leave states with unintended financial liabil-
ity for benefits that inadvertently were omitted from contracts.

3. Defining the Relationship of Medicaid Managed Care
to the Larger Health System

Stabilizing Medicaid managed care enrollment.To maxi-
mize continuity of care and encourage the development
of a more stable patient base for managed care plans,
we recommend that Medicaid be modified to guarantee
annual periods of eligibility for enrollees in order to
extend year-long coverage status to individuals enrolled
In managed care plans.

Maintaining the public health infrastructure We recom-
mend that the same purchasers group which is orga-
nized to address service delivery matters also address
the question of how to Integrate managed care plan
activities into the broader population based health care
activities undertaken by public health agencies. We also
recommend that Congress give express consideration
to how these population-based activities will be financed
In a post-managed care world, where revenues from
personal health services previously furnished by such
health agencies may decline, thereby creating a need
for supplemental sources of funding.

Coordinating the services of managed care plans with
health providers for the uninsured and the need to finance
care: To avoid the loss of uncompensated care capacity
at a time when the number of low income beneficiaries
without Medicaid may rise substantially, we recommend
that policy makers develop alternative means of tinanc-
ing uncompensated care, as well as coverage for the
uninsured. Such a financing subsidy should be tied
directly to the proportion of uninsured patients who are
served by individual providers, In order to encourage
the best targeting of available funds.

Inter- agency coordination: Medicaid managed care
purchasing probably is most effective when it is done
as a joint enterprise among state agencies; for this rea-
son we recommend that any eltot to begin to address
the issues raised by this study involve the range of agen-
cies and Interests affected by the outcome of managed
care.

There is a need to systematically identity and develop a
spectrum of possible approaches to the issue of managed
care plans' relationship to other parts of the health care sys-
tem so that contractual performance expectations can be
fashioned and properly measured.

The most important integration areas that should be
explored are those involving public health agencies, special
education and early intervention programs, mental health
and substance abuse treatment and prevention agencies,
child welfare and juvenile justice systems, and state mel-
tare-lo-work initiatives.

We recommend that the purchasers' initiative on
service delivery specifically develop standards related
to referral arrangements among public agencies and
other entities that traditionally deliver services to the
Medicaid population.

4. Constructing BusinessTerms and Relationships for
Managed Care Plans

We recommend the development of model grievance
procedures for use In Medicaid managed care disputes.

The variation in the degree to which states tie specific
sanctions to specific failures of performance indicates an
absence of consensus on what performance indicators may
be the most useful and how to create incentives for perfor-
mance in key areas. This makes individual grievances all
the more important. We recommend the development of
model grievance procedures that are consistent with states'
fair hearing obligations under Medicaid. The procedures
should address both process and time frames and should
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include expedited procedures for reviewing prospective
service denial.

With respect to grievance procedures, a consensus
should be developed regarding the identification of proce-
dural requirements that are most likely to assure that spe-
cific problems are addressed within defined time frames and
that problems which reflect more systematic performance
failures are identified and corrected. In Medicaid this is espe-
cially crucial given states' continuing obligations under fed-
eral law to ensure fair hearings for beneficiaries before aid
is denied or reduced.

We recommend the establishment of a multi-disci-
plinary task force to develop uniform contract-based
performance indicators as well as sanctions and incen-
tives that are tailored to correct an identified perfor-
mance deficiency.

Both standardized grievance procedures and targeted
sanctions are essential elements in assuring internal and
external accountability by the plans and provide essential
tools in strengthening the purchaser's ability to achieve its
health delivery and fiscal goals in transforming Medicaid.
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Ms. CHRISTENSEN. I'm going to interrupt again. Hope Hegstrom
of our staff is here, and she is going to pass around some question
forms, and at the end we will gather them up and read questions
for our panelists today. Barbara, I think we did get some of your
materials here and copied on the table. We have been bringing in
materials, so check the table before you leave today and see if there
is anything that you have not picked up yet.

Patsy.

STATEMENT OF PATRICIA A. RILEY, VICE PRESIDENT OF GOV-
ERNMENT PROGRAMS, POLICY AND PLANNING, ALLINA
HEALTH SYSTEM, MEDICA HEALTH PLANS, MINNEAPOLIS,
M[N

Ms. RILEY. My name is Patsy Riley, and I am Vice President of
Government Programs for Medica Health Plans, which is part of
Allina Health System. Allina Health System is a not-for-profit, in-
tegrated health delivery organization comprised of 17 hospitals,
600 employed physicians and a one million-member health plan
called Medica-every time I hear that "one million," it astounds
me, because there are only 4 million people in Minnesota, so when
you think about that-we contract with over 7,000 physicians and
hundreds of hospitals, nursing homes and other allied providers
throughout Minnesota.

Medica has over 160,000 Government enrollees, 80,000 of which
are enrolled in the Prepaid Medical Assistance Program, or PMAP,
which Susan mentioned earlier. I was one of the architects of that
program, and just a little bit of career advice: Be careful what you
design as a State employee, because if you have to run it as a pri-
vate sector individual, there are days when I wake up and ask,
"Who the hell designed this?" when I was one of the people who
did-so keep that in mind.

Our PMAP membership includes AFDC and the elderly, and cur-
rently, Minnesota does not mandate the disabled population to en-
roll in a managed care organization. However, as Susan mentioned
before, we did try that as a part of the PMAP demonstration
project 10 years ago, and it was not successful; and a lot of what
I am going to talk about today in terms of my comments will focus
on the lessons that I think we learned from that and some rec-
ommendations for where I think we go from here.

Medica has participated in the Prepaid Medical Assistance Pro-
gram since its inception in 1985. I have made available to the Com-
mittee a copy of an article which describes our Medicaid program
and focuses on several of our accomplishments to date, and some
of the highlights in that article talk about a transportation called
Provide-a-Ride. We are basically in the cab business, and Provide-
a-Ride provides 90,000 cab rides every year to doctor appointments,
dentist appointments, hospital visits and so on, for our Medicaid
members.

We also do welcome calls to explain the health plan and deter-
mine need for services. We do a mini health assessment to find out
if they are pregnant, if they smoke, if they have HIV or whatever,
and then t to direct them to the necessary services.

We have hired multilingual staff who are fluent in Spanish, Rus-
sian, Chinese, Hmong, and Vietnamese, representative of all the
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populations we serve in our Medicaid program. We also create mul-
tilingual materials; all of our enrollment and communication mate-
rials are in the above-mentioned languages. We hire social workers
who are basically problem-solvers. Their role is to figure out, based
on the mini health assessments that we do, where services are
needed, and they go out and connect this population with
nonmedical services.

These are just a few of the programs that we have added since
beginning to work with low-income and elderly populations 10
years ago. These innovations are illustrative of the important
value-added features that managed care organizations must be
willing to develop and invest in in order to adequately meet the
needs of nontraditional managed care populations.

Each of the above programs was designed based on barriers to
getting needed services that have been identified by either mem-
bers or our providers. We quickly learned that coverage does not
equal access, and that by merely enrolling the AFDC and the elder-
Il populations into a managed care plan and expecting them to
then look and act like a commercial population is a big mistake in-
deed.

Our experience with the AFDC population and the elderly have
taught us several lessons. No. 1 is humility. We did not have all
the answers, and we do not have all the answers now. We are con-
tinuing to learn how to better service low-income individuals on a
daily basis.

No. 2, one size does not fit all. Small programs targeted to
unique member needs like high-risk pregnant mothers or children
with asthma or dual-eligibles are much more effective than a popu-
lation or blanket approach.

No. 3, listening to the members. Our Medicaid members have
taught us how to design services for them. We are not the experts.

No. 4, you cannot separate health and social needs. A member
who is given a prescription which must be refrigerated and who
has no refrigerator will not and cannot be compliant. Knowing the
individual's social supports or lack thereof their housing situation,
and so on, is critical to maximizing the edfectiveness of health care
services received.

As we now begin to explore again enrolling the disabled popu-
lation, we are trying to learn from these lessons of the past. The
rest of my testimony will provide insight and recommendations for
how managed care organizations can effectively develop programs
to meet the needs of this unique population.

I believe the disabled population-and I have been in this busi-
ness for 10 years-represents the great challenge of all for man-
aged care organizations, and I have been cheered by some of the
comments about how this population should be able to naturally fit
into this, because I perceive that there still may be some barriers
or reticence on behalf of managed care in regard to this population,
and it is for the challenges that I am going to cite below.

We have talked briefly about this, but the disabled individuals
who are covered by Government programs are on these programs
not necessarily because they are low-income but because they are
medically needy. Unlike any other population that we enroll, where
you will have some healthy and some who need services, the dis-
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abled population will all need services-some a little, some a lot,
but they will all need some kind of medical services. So I would
agree with some of the comments here earlier about the viability
of a primary care model and so on.

Second, their health status can be much less predictable and
more volatile than any other Medicaid or commercial population
that we enroll.

Third, managed care organizations-and we heard about this
earlier-often To not have contractual relationships with the types
of care settings and care providers who provide services to this pop-
ulation.

Fourth, rate-setting is particularly challenging for the disabled
population because of the volatility of health status and the unique
special needs that are often present.

Fifth, managed care organizations, because of liability and risk
management issues, may feel that they need to credential and cer-
tify providers, thereby potentially over-medicalizing services that
are provided by friends and families of the disabled.

Sixth-Barbara mentioned this-disabled individuals often have
longstanding relationships with certain providers, many of whom
have been providing services to those populations often for years.
If the disabled individual is required to change providers, the im-
pact could be disruptive to the care plan and demoralizing for the
member.

Having listed those challenges, I also think there are positive op-
portunities for managed care and the disabled population. No. 1, if
the disabled population represents the last basion of fee-for-service
medicine, and reimbursement continues to decline, this population
runs the risk of decreased access to health care services and pro-
grams and the possibility of the creation of a two-tiered system,
one for the disabled and one for the rest of us.

No. 2, managed care through its purchasing power can reduce
the cost of certain services and drugs needed by the disabled per-
son.

No. 3, managed care can act as an advocate for the disabled
member-and we have certainly seen that in my health plan with
the AFDC and elderly populations-ensuring access to quality serv-
ices.

No. 4, managed care, through its credentialed network, can
measure quality outcomes on behalf of the members.

I have tried to list both the opportunities and challenges of en-
rolling the disabled population into managed care. In numerous
conversations I have had with disabled individuals and advocates
in preparation for this testimony as well as the work we have done
over the last 12 years, I have put together a list of recommenda-
tions for next steps.

No. 1, move slowly, deliberately, and with caution. We are not
ready to go statewide in Minnesota, much less nationwide, with
moving the disabled into managed care. We should look at develop-
ing pilots and demonstrations and then evaluate the outcomes of
those pilots.

No. 2, we must include the disabled in the design, implementa-
tion and evaluation process. My experience with many disabled in-
dividuals underscores the need to first look at what services are
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being delivered now, where can improvements be made, and how
do we ensure that we measure the outcomes. Disabled people will
tell you they know where dollars can be saved, but managed care
must include them in this discussion.

No. 3, we must develop a credible risk adjustment payment
methodology for this population. There is a lot of talk about this
going on with Medicare and Medicaid, but we need to also be ad-
dressing it with the disabled population.

No. 4, managed care will have to address some of its utilization
controls and benefit limits. They may not be appropriate for a dis-
abled population.

No. 5, managed care will also need to be aware of the concern
by many in the disabled community about the over-medicalizing of
the personal care attendant model as an example. Managed care
will need to balance its risk management and quality assurance
needs with the appropriate independence agenda of the disabled
population.

No. 6, managed care organizations must build trust with dis-
abled members. If a disabled member is mandated into joining an
HMO, and they are unhappy or mistrustful, they run the risk of
noncompliance or open defiance of care regimens.

No. 7, managed care must learn to contract with a new set of
players who interact and provide care for disabled people. Commu-
nity-based agencies, long-term care facilities, personal care attend-
ants, special home care and transportation agencies are just a few
examples.

No. 8, the service coordination role for this population will need
to be discussed. Where does it reside-at the county level, the
State, a private agency, or the HMO? There are pros and cons to
each approach, and perhaps we should test each model and decide
which is best.

Finally, No. 9, the term managed care itself may be a problem.
Many disabled individuals feel that they have "managed their care"
quite well, thank you, and they are unclear as to what value the
managed care organization brings to the table. Managed care orga-
nizations will have to continue to educate people about the value
they bring around network management, claims processing,
credentialing of providers, measuring quality, aggregating insur-
ance risk, profiling physicians, and service and product discounts,
to name a few.

On behalf of my peers and colleagues here, I thank you for the
opportunity to present this information, and I will stop here and
take any questions that you may have.

[The prepared statement of Ms. Riley follows:]



99

5601 Smetua- Drive
PO. r,. 9310
Mmnrapohs, MN 55440-9310
6129942 2900

MEDICA.
HEALTH PLANS

ALLINA HEALTH SYSTEM

Presentation to
Senate Special Committee on Aging

Tuesday, July 8, 1997

By
Patricia A. Riley

Vice President, Government Programs
Allina Health System



100

Members of the Committee, my name is Patricia Riley and I am Vice
President of Government Programs for Medica Health Plans which is part of
Allina Health Systems. -Allina Health System is comprised of 17 hospitals,
600 employed physicians and a 1 million member health plan called Medica,
which contracts with over 7000 physicians and hundreds of hospitals, nursing
homes and other allied providers throughout Minnesota.

Medica has over 160,000 government enrollees, 80,000 of which are
enrolled in the Prepaid Medical Assistance (PMAP). Our PMAP membership
includes AFDC and the elderly. Currently, Minnesota does not mandate the
disabled population to enroll in a managed care organization (MCO) however,
this is being developed as we speak.

Medica has participated in the Prepaid Medical Assistance program
since its inception in 1985. I have made available to the committee a copy of
an article which describes our Medicaid program and focuses on several of
our accomplishments to date. Program highlights include:

* A transportation program called Provide-A-Ride, which provides
90,000 cab or bus rides to doctors appointments each year.

* Welcome calls -- to explain health plan and determine need for
services.

* Multi-lingual staff -- staff-are fluent in Spanish, Russian, Chinese,
Hmong, and Vietnamese.

* Multi-lingual materials -- enrollment and communication materials
are printed in multiple languages.

* Social Service Coordinators -- problem solvers who connect
members to non-medical services.

These are just a few of the programs we have added since beginning
to work with low income and elderly populations ten years- ago. These
innovations are illustrative of the important value added features managed
care organizations must be willing to develop and invest in, in order to
adequately meet the needs of non-traditional managed care members. Each
of the above programs was designed to address barriers identified by our
members and our providers, to getting needed services. We quickly learned
that coverage does not equal access, and by merely enrolling the AFDC and
elderly populations into a managed care plan and expecting them to look and
behave like a commercial population is a big mistake indeed.
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Our experience with the AFDC populations and the elderly have taught
us several lessons:

1. Humility -
We did not have all the answers and we are continuing to learn
how to better serve low income individuals.

*2. One Size Does Not Fit All -
Small programs targeted to unique members needs (i.e. high risk
pregnant mothers or children with asthma) are more effective than
a population or blanket approach.

3. Listening to the Member -
Our Medicaid members have taught us how to design services for
them. We are not the experts.

4. Cannot Separate Health and Social Needs -
A member who is given a prescription which must be refrigerated,
but has no refrigerator, will not be compliant. Knowing the
individuals social supports, housing situation, etc. is critical to
maximizing the effectiveness of health care services received.

As we now begin to explore enrolling the disabled population, we are
trying to learn from these lessons of the past. The rest of my testimony will
provide insight and recommendations for how managed care organizations
can effectively develop programs to meet the needs of this unique population.

The disabled population truly represents, I believe, the greatest
challenge of all for managed care organizations. This is true for a number of
challenges sited below:

1. The disabled individual covered by government programs are on
these programs not because they are low income, but because
they are medically needy. Many require extensive medical care
to address chronic conditions as well as acute episodes of care.

2. Their health status can be much less predictable and more
volatile than other Medicaid or commercial populations.
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3. Managed care organizations often do not have contractual
relationships with the types of care settings and care providers

- who provide services to this population.

4. Rate setting is particularly challenging for the disabled population
because of the volatility of health status and the unique special
needs that are often present.

5. Managed care organizations, because of liability and risk
management issues, may feel that they need to credential and
certify providers, thereby over-medicalizing services that are
provided by friends or families.

6. Disabled individuals often have long standing relationships with
certain providers, many of whom may have been providing care
for years. If the disabled individual is required to change
providers, the impact could be disruptive to the care plan and
demoralizing for the member.

There are also positive opportunities for managed care and the disabled
population:

1. If the disabled population represents the last bastion of fee-for-
service medicine and reimbursement declines, this population
runs the risk of decreased access to health care services and
programs and the possibly of the creation a two-tiered system,
one for the disabled, and one for everyone else.

2. Managed care, through its purchasing power, can reduce the cost
of certain services or drugs needed by the disabled person.

3. Managed care can act as an advocate for the disabled member,
ensuring access to quality services.

4. Managed care, through its credentialed network, can measure
quality outcomes on behalf of the member.
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I have tried to list both the opportunities and the challenges of enrolling
the disabled population into managed care. In numerous conversations I had
with disabled individuals and advocates in preparation for this testimony, I
have put together a list of recommendations for next steps:

1. Move slowly and deliberately with caution. We are not ready to
go statewide, much less nationwide with moving the disabled into
managed care. We should look at developing pilots and
demonstrations and then evaluate their outcomes.

2. We must include the disabled in the design, implementation and
evaluation process. My experience with many disabled
individuals underscores the need to first look at what services are
being delivered now, where can improvement be made, and how
do we ensure that we measure the outcomes. Disabled people
will tell you they know where dollars can be saved, but managed
care must include them in this discussion.

3. We must develop a credible risk adjustment payment methology
for this population. There is much talk about this for other
government populations (i.e. Medicare and Medicaid) but nothing
has been developed so far.

4. Managed care will have to address some of its utilization controls
and benefit limits. They may not be appropriate for a disabled
population.

5. Managed care will also need to be aware of the concern by many
in the disabled community about the over medicalizing of the
personal care attendant model. Managed care will need to
balance its risk management and quality assurance needs with
the appropriate independence agenda of many disabled people.

6. Managed care organizations must build trust with disabled
members. If a disabled person is mandated into joining an HMO,
and they are unhappy or mistrustful, they run the risk of non-
compliance or open defiance of care regimens.
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7. Managed care must learn to contract with a new set of players
who interact with and provide care for disabled people.
Community based agencies, long term care facilities, personal
care attendants, special home care and transportation agencies
are just a few examples.

8. The service coordination role for this population will need to be
discussed. Where does it reside? At the county, the state, a
private agency, or the HMO? There are pros and cons to each
approach. Perhaps we should test each model and decide which
is best.

And finally...

9. The term managed care itself may be a problem. Many disabled
individuals feel that they have "managed their care" quiet well and
are unclear as to what value the managed care organization
brings to the table. Managed care organizations will have to
continue to educate people about the value they bring around
network management, claims processing, credentialing providers,
measuring quality, aggregating insurance risk, profiling-physicians
and service and product discounts, to name a few.

On behalf of my peers and colleagues in the disabled and managed
care communities in Minnesota, I appreciate the opportunity to testify in front
of the Senate Special Committee on Aging. I look forward to your comments
and questions. Thank you.
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CHAPTER 8

Communicating With Vulnerable
Populations: Medicaid
Holly Ross and Katberine Cairns

Moua,' a 37-year-old pregnant Hmong woman, lived with her seven young children in a
cramped apartment in Minneapolis MN. The family survived on AFDC (Aid to Families
with Dependent Children) funds and received health care through Medica Choice Care, the
Medicaid managed health plan offered in Minnesota by Allina Health System. From the
beginning, Moua's pregnancy had been identified by her health care providers as a high-risk
one, and by her seventh month she was experiencing vaginal bleeding. To help ensure that
her pregnancy would go full term-and that the baby would be born healthy-Moua's doc-
tor ordered partial bed rest. But how could she, a mother of seven young children with no
adult relatives to help her and no money for babysitters, stay off her feet for more than a
few minutes at a time?

The prenatal nurse who worked with Moua's doctor called one of Medica Health Plan's
special prenatal care coordinators. Together, they arranged respite child care for Moua with
a local nonprofit agency. Every day, from 2 p.m. to 10 p.m., Moua's three youngest children
were cared for while she rested in bed. The care coordinator also enlisted the help of a
Medica Health Plan social worker; who, accompanied by a Hmong interpreter, visited Moua
several times to assess her other needs. The social worker noticed, for example, that Moua
had no crib for the new baby, so she arranged to get her one. The social worker even
brought the crib to Moua's apartment herself and helped the family set it up.

All these efforts helped. Moua had a full-term pregnancy and delivered an eight-pound,
seven-ounce healthy baby girl. Both mother and child have remained healthy.

Sasha,- a 54-year-old recent immigrant from Russia who spoke little English, had been
suffering from a tooth ache for several days. Finally, the pain became so great, he decided
to see a dentist. He remembered that someone from Medica Choice Care had called and
spoken to him-in Russian-about the plan's dental services. He called the special phone
number that had been given to him and immediately found himself talking with a Russian-
speaking access representative at Medica Health Plans. Not only did the representative help

* Names changed to protect privacy.
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Sasha make an appointment with a dentist, he also arranged for Sasha to have free trans-
portation service to and from the dentist's office and for a Russian-speaking interpreter to
meet him there so Sasha and the dentist could effectively communicate with each other.

For Moua, Sasha, and many other Medicaid recipients, having health care coverage
does not necessarily mean having access to health care services. Nor does it mean being able
to follow a doctor's prescriptions for getting or staying healthy. Medicaid recipients are, by
definition, people with low incomes, which means they often have pressing social needs-
such as finding housing or keeping a telephone connected-that take precedence over get-
ting health care, especially preventive care. Indeed, because of a lack of affordable trans-
portation, many Medicaid recipients have trouble just getting to a doctor or dentist. And
even when they do make it to the office of a health care provider, Medicaid recipients often
face language or cultural barriers that make it difficult for them to understand what the
provider is advising them to do about their illness.

As Minnesota's largest provider of Medicaid managed care, Medica Health Plans under-
stands that serving low-income populations requires more than simply providing quality
health care services. If a managed care system is going to be truly effective in helping low-
income people lead healthier lives, it must address their social concerns as well as their med-
ical ones. That's not to say that Medica or any other managed care organization can take
on all the social and public health problems of its Medicaid enrollees. But if the social prob-
lems of Medicaid members are not considered at all, those members are likely to get lost in
the complexity of the health care system and will not get the medical care they need.

In recent years, Medica Health Plans has played a leading role in identifying the obsta-
cles that Minnesota's vulnerable populations face in accessing health care. It has also been
a leader in developing and implementing innovative ways of enabling people to overcome
those obstacles. These efforts have presented the company with a variety of often daunting
communication challenges. For example, how do you effectively present information to a
group of people who understand little or no English, but who individually speak more than
100 different languages? How do you educate people about the need for preventive medi-
cine when they are struggling with poverty, family violence, hunger, and homelessness? How
do you send health care messages to people who have no telephone nor even a permanent
address? How do you explain to people what their health benefits are when they have just
immigrated from a culture where medical treatment consisted of herbs and spells dispensed
by a village shaman?

Meeting these communications challenges requires managed care organizations to think
in creative, nontraditional ways. The standard communications methods used to reach
health plan enrollees-newsletters, informational packets, customer service phone lines-
are frequently ineffective with more vulnerable populations. So although Medicaid recipi-
ents must be treated the same as other health plan enrollees in terms of the quality of care
they receive, their very special needs require new and innovative methods of communica-
tion. Indeed, with vulnerable populations, communication takes on a much broader defini-
tion. It includes, for example, such nontraditional tasks as arranging for foreign language
interpreters, keeping a pregnant woman's phone service from being disconnected so her pre-
natal nurse can keep in touch with her, or helping a woman find shelter from an abusive
spouse. All of these actions, however, have the same central focus: making it easier for
Medicaid recipients to access medical care.

Although Medica Health Plans' efforts in reaching and helping its Medicaid enrollees
are by no means complete, it has already experienced some major successes. In fact, a recent
independent survey of thousands of Minnesota's health care consumers found that Medicaid
recipients in managed care plans are the most satisfied health care consumers on Medicaid
in the state.
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MEDICAID IN MINNESOTA
Minnesota was ahead of most stares in enrolling people on Medicaid in managed care plans,
which is why Allina Health System-through its health plan, Medica Health Plans-has a
longer history serving Medicaid recipients than many other HMOs around the country.
Minnesota's Medicaid program, referred to as the Medical Assistance Program, or MA, is
administered through the state's Department of Human Services. From 1965, when the
Medicaid program was first enacted, until 1985, Minnesota, like other states, administered
MA only through a fee-for-service system, except for a few, very small voluntary managed
care options. Under the fee-for-service system, an MA recipient obtains care from a medical
provider, who then submits a claim to the state for direct reimbursement.

In 1985, however, Minnesota became one of the first states to contract with HMOs and
other managed care plans to enroll MA recipients on a mandatory basis. It did so under a
program originally referred to as the Minnesota Prepaid Medicaid Demonstration Project,
which was one of the original five demonstration projects authorized by the U.S. Health
Care Financing Administration, the federal Medicare/Medicaid agency. The program, now
known as the Minnesota Prepaid Medical Assistance Program ( PMAP), is a prepaid, capi-
tated managed care program. It currently operates in sixteen Minnesota counties, and state
officials plan to expand it into all areas of the state within the next few years. Under this
program, MA recipients obtain care from their health plan providers, who submit claims to
the health plan rather than to the state for payment. Contracting health plans are prepaid
capitation amounts from the state each month to cover MA-covered services for enrolled
members. Thus, the health plan carries the financial risk for the health care provided to each
MA member. If health care costs exceed the capitation payment, it's the health plan that
bears the loss. Of course, the reverse is also true: if the costs are less than the payment, the
health plan reaps the gain.

Sooce Medica Health Plant.
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Minnesota's motivation for contracting on a mandatory basis with managed care plans
was threefold: affordability, accountability, and accessibility. State legislators wanted not
only to keep Medicaid costs under control, but also to ensure that the health care received
by the state's Medicaid beneficiaries was accessible and of a consistent quality. Even at that
time, managed care was a very common option in Minnesota's private sector, particularly
in the Twin Cities metropolitan area, so contracting with HMOs to enroll MA recipients
was not the big leap that it was in other states where managed care was not so prevalent.

Although it has had its share of bumps and glitches, PMAP is generally viewed as being
very successful in Minnesota, which is why the state has continued to expand the program.
Today, as a condition of licensure and in order to participate in other state-funded pro-
grams, such as workers' compensation, HMOs operating in Minnesota are required to con-
tract with the state to enroll MA recipients. Furthermore, each HMO must be willing to
enroll a proportion of the market share of recipients based on a formula specified in law
which factors in private market share within a particular geographical area. Under PMAP,
a participating health plan must cover all medically-necessary Medicaid-covered services,
including the medical, dental, mental health, and home care needs of its MA recipients. It is
not required to provide the room and board costs for people living in nursing homes or in
group homes for the mentally disabled. Those costs are covered by the state outside of the
capitation payments.

MEDICA HEALTH PLANS AND MEDICAID
Medica Health Plans, part of Allina Health System, is a direct descendent of Physicians
Health Plan-one of the eight initial prepaid health plans that Minnesota contracted with
in 1985 for its PMAR. Thus, Medica Health Plans, through a direct predecessor, has been a
consistent participant in Minnesota's managed care Medicaid program from its inception.

PMAP began as a relatively small demonstration project. Originally, only three counties
participated: Dakota, a generally suburban county; Itasca, a rural county; and Hennepin
County, home to the city of Minneapolis. However, Hennepin, which has more than half-
74,000-of the state's MA recipients, did not come fully into the program until 1991.
Although it was clear from PMAP's onset that Medicaid recipients had specific health care
needs, as the program grew-especially after Hennepin County came fully into it-those
needs became further clarified. As the program evolved it also became increasingly clear that
meeting the needs of Medicaid recipients would require an entirely new and creative
approach to the delivery of health care, which, in turn, woult require new methods of
communication.

A NEED FOR A REEVALUATION
By the early 1990s, Medica noticed a troubling trend reported by its providers: Medicaid
members had a very high-about 45 percent-no-show rate for doctor appointments. Many
of Medica's providers were justifiably upset with such a high level of patients missing
appointments, for it made the running of their practices more difficult. But the providers
had an even greater concern: These no-shows meant that many Medicaid recipients were not
receiving the health care they needed.

In 1992, the Medica Foundation (now the Allina Foundation) decided to look more
closely at the health care needs of its Medicaid members. It commissioned a comprehensive
study of Medicaid recipients in Minnesota's Hennepin and Dakota counties, two of the
three original counties included in the PMAP demonstration project. The study looked at
recipients who were enrolled in Medica Choice Care and two non-Medica managed care
plans, Metropolitan Health Plan and UCare. During the entire study, which lasted from
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June through November of 1992, more than 2,000 people, including Medicaid recipients
and key people in the community who work with public-secror clients, were surveyed. To
ensure detailed and accurate responses, three different questioning formats were used-
mail, telephone, and face-to-face interviews. The survey presented a complex communica-
tion challenge, for the questions not only had to be translated into many different languages,
they also had to be carefully constructed to ensure their meaning would be effectively under-
stood across all cultures.

The study drew many conclusions, but two stand out. The first was that health-care
coverage provided by managed care plans must reflect the great diversity of the Medicaid
population. Medicaid recipients represent a wide cross-section of society with many sub-
groups that have unique needs and challenges. To serve all these varied needs, the study con-
cluded, a health plan must take a specialized approach when developing programs for its
Medicaid members. A "one-size-fits-all" approach simply will not work.

The second major conclusion of the study was that a successful managed care program
for Medicaid members must integrate social services with traditional medical services.
Medicaid recipients include many members of a highly vulnerable population with a wide
range of social problems that invariably affect their health care-things like being evicted
from an apartment, not having telephone service, or not having an affordable means of
transportation to the doctor's office. A health plan cannot help its members receive quality
care without helping them resolve these problems as well.

As a direct result of the study, Medica Health Plans decided it needed to look inward
and reevaluate the structure of its Medicaid program and its overall approach to its mem-
bers. In May of 1993, the company hired a fulltime director for its Medicaid Department.
The director began to assemble a staff with expertise in managing the complex health and
social needs of low-income people. The first goal: to find ways to eliminate the barriers that
were preventing Medica Health Plans' Medicaid recipients from receiving appropriate
health care. They decided to begin by tearing down the two biggest barriers: language and
transportation. It soon became clear that the success of these efforts would require some
innovative forms of communication.

OVERCOMING THE LANGUAGE BARRIER
When asked in the 1992 survey, "Do you need an interpreter when going to a medical
doctor?" four distinct subgroups of Medicaid recipients overwhelmingly responded "yes."
All Laotian respondents (100 percent) and a large majority of Hmong and Viqtnamese
respondents (96 and 89 percent, respectively) said they needed an interpreter in order to
communicate with their physician. A smaller, but still significant, majority of Russian
respondents (67 percent) also said they needed an interpreter in order to understand their
doctor's diagnoses and instructions.

Nor are these the only groups of Medicaid enrollees with members who need an
interpreter to talk with their doctors. Medica Health Plans has had requests for interpreters
representing more than 100 languages, ranging from Finnish to Nuer, a Sudanese dialect.

To better communicate with and serve this diverse clientele, Medica Health Plans has
hired multilingual access representatives for its Medica Choice Care members and initiated
a program called Interpreter Services. As their job title suggests, the access representatives
are responsible for helping Medica Choice Care members access their health care providers.
The representatives provide a variety of services, from helping a member set up an
appointment with a health care provider to arranging for a taxi or van to pick up and take
the member to the provider's office.

These access representatives should not be confused with customer service
representatives, who answer members' questions about their plan's benefits and coverage.
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Medica Health Plans currently has customer service representatives assigned
exclusively to its Medica Choice Care enrollees. Importandy, Medica Health
Plans recently moved its Medicaid customer service representatives into the
same work unit and physical space as its Medicaid access representatives so the
two groups could work side-by-side and better coordinate their efforts. Some of
the customer service representatives are also being cross-trained eo serve as
access representatives.

Allina's Medica Health Plans serve nearly one million members. They offer
a broad range of self-funded and fully insured health plan products, including a
Medicaid product, now known as Medica Choice Care.

Of Medica Health Plans' current Medicaid access representatives, several
speak either Russian, Hmong, Spanish, or Vietnamese. These languages repre-
sent the four largest language subgroups (besides English) among Medica
Health Plans' Medicaid population. Members can bypass Medica Health Plans'
English-speaking customer service line and call a Russian-, Hmong-, Spanish-,
or Vietnamese-speaking access representative directly when they have questions
or need assistance. Special phone lines have been set up to handle these calls.

Medica Health Plans has also initiated a program called Interpreter Services
for members who need an interpreter to go with them to a doctor's or dentist's
office or to a mental health or chemical dependency treatment facility. A mem-
ber in need of the service calls a Medica Health Plans access representative, who
then arranges, through one of the interpreter agencies under contract with
Medica Health Plans, to have an interpreter at the health provider's office when
the member arrives for his or her appointment. The access representative also
notifies the provider that an interpreter will be there.

Medica Health Plans set up its bilingual phone lines in 1994. It soon became
clear, however, that hiring a bilingual staff, hooking up special phone lines, and
having additional interpreters on-call were only the first steps. In order to get
people to use these services, Medica Health Plans had to find an effective way
of informing Medicaid members of their existence. But how do you get the word
out to people who do not read or speak English, and, in some cases, do not read
any language? Medica Health Plans found that the best way was by reaching out
in person to each member. So, in addition to printing the phone numbers of the
bilingual access representatives in every brochure and piece of informational lit-
erature sent to members, the State Public Programs staff made a strong effort to
personally notify members of its foreign-language services. They called members
to tell them about the services. They even set up displays at clinics serving large
numbers of non-English-speaking clients at which they handed out wallet cards
with the special bilingual numbers on them. Once one member began calling
one of the special phone lines and using the services, he or she would usually
pass on the number to relatives or friends. In the end, this word-of-mouth pro-
motion proved to be the most effective way of getting the word out about
Medica Health Plans' access services. Today, the access representatives handle
about 70 foreign-language calls daily.

Medica Health Plans' State Public Programs staff has also made sure that
all written material sent to Medicaid members have sections translated into the
four main languages. Such translations appear prominently on the inside front
cover of the member handbook, for example. In addition, Living Smarrer, the
quarterly magazine sent to every Medics Choice Care member, runs translations
of informational articles about such topics as prenatal care and well-child
checkups in every issue.
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The transitions seem to be appreciated and well-received, but no evaluation has yet
been done to see if they are widely read. Finally, all magazine articles, brochures, and other
materials sent to Medica Choice Care members are written at a seventh grade reading level
to make them easier for people struggling with English to understand.

OVERCOMING THE TRANSPORTATION BARRIER
Among the respondents to the 1992 study, more than half said lack of transportation was
a barrier to visiting the doctor More than one-third said they had missed a medical appoint-
ment during the past year. In the Native American population, the percentage was even
higher-two-thirds. Extrapolating these figures to Medica's entire Medicaid membership
meant that the number of missed appointments during 1992 equaled almost 9,000.

Four in ten respondents cited transportation as the most common reason for missing an
appointment, while two in ten said they had no one to watch their children while they went
to the doctor and another two in ten said they simply forgot. Other miscellaneous reasons
were also cited, ranging from not being able to find the doctor's address to being "too sick."

Obviously, something needed to be done. Medicaid members could not receive the qual-
ity health care Medica's medical providers were offering if they could not get to those
providers' offices. So when Minnesota offered HMOs S80,000 each to implement a project
of their choice that would improve the state's Medicaid enrollees' access to health care,
Medica Health Plans quickly jumped at the opportunity to launch what is now known as
the Provide-A-Ride program, a free transportation service for Minnesota's Medicaid
enrollees. The Medica Foundation (now the Allina Foundation) provided an additional
S400,000 to cover the project's initial administrative and set-up costs.

Through Provide-a-Ride, which was the first transportation program of its kind in
Minnesota, Medica Health Plans' Medicaid members are offered free taxi, van, or bus trans-
portation to and from their health providers' offices. Members who need a ride call one of
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Medica Health Plans' access representatives, who arranges the transportation-after first
checking in a computer database to make sure that the member has a current Medica Choice
Care policy and that the doctor is under contract with Medica. If the person calling is not
a member of Medica Choice Care, the access representative refers the caller to other trans-
portation services or back to his or her county case worker.

Before Provide-a-Ride was started, Medicaid members could get reimbursed for taxi or
bus fare to their health care providers, but the process was not easy: the member would have
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to pay for the ride, keep the receipt, then turn it in to a county financial officer (along with
a completed form) for reimbursement. Many Medicaid members did not have the cash.to
pay for a ride up front; others found the process of filling out and mailing the forms too
daunting. The service, therefore, was seldom used. Provide-A-Ride removed those obstacles
by setting up a system in which Medica Health Plans, not the Medicaid members, paid for
the rides and then applied to the state for reimbursement.

Provide-a-Ride has proven to be a huge success. In 1995, the program gave more than
84,000 free rides to Medicaid members. Since the inception of the program, more than
174,000 rides have been provided. No-shows at some of Allina's clinics have decreased by
50 percent or more, which has made it very popular among providers. The state has con-
tinued to fund the program, although Medica Health Plans is now reimbursed on a capi-
rated basis. This has reduced the paperwork involved, but has also placed the financial risk
of the program squarely on Medics Health Plans' shoulders. Still, Medica Health Plans is
committed to keeping Provide-a-Ride going because of the great benefits it offers not only
to its members, who are now less likely to delay seeking health care, but also to its
providers, who can now be more confident that a Medicaid patient will show up at the
appointed time.

In an effort to keep costs down and prevent abuses of the program (most notably, the
use of the taxis for nonmedical trips), Provide-A-Ride has undergone some revamping over
the years. Documentation and auditing of member abuse of the transportation benefit has
been strengthened.

Today, when a member calls requesting an immediate ride to a doctor or emergency
room, the access representative sets up a three-way conference call between the member; the
representative, and a registered nurse from Nurseline, Medica Health Plan's 24-hour tele-
phone helpline. The nurse does an on-line triage, asking questions of the Medicaid member
to determine whether his or her medical condition truly does require a trip to the emergency
room. Unless needed to interpret, the access representative does not participate in this con-
versation, but simply stays on the line to call for transportation should it be necessary. More
often than not, the situation turns out to not be an emergency, and the nurse, after reassur-
ing the caller, recommends that the member make an appointment with his or her doctor.
The access representative-who is still on the line-then takes over to help the member
arrange the appointment and transportation.

Medica Health Plans has found that cultural differences play a big part in why some
Medicaid recipients don't make appointments with doctors, but instead go straight to the
nearest hospital emergency room when they or their children are ill. Hmong immigrants, for
example, were accustomed in their villages to visiting a healer-without an appointment-
when they felt ill and to wait in line all day, if necessary, to see him. The Hmong, therefore,
looked upon the primary care clinic, or emergency room, as a healer's home-a place to go
when you are ill and wait for care-frequently appearing early in the morning. Medica
Health Plans' challenge has been to educate the Hmong-and others-about when to use
clinics and hospital emergency rooms, and when to call a doctor. Once again, Medica
Health Plans has found that the best method of doing this education is through one-on-one
discussions.

WELCOME CALLS
To better communicate the breadth and availability of all its services to Medica Choice Care
members, Medica Health Plans initiated a new member outreach program in 1995. Medica
Health Plans' access representatives contact each new Medica Choice Care member either
by phone or, if that is not possible, by letter, shortly after the member enrolls in the plan. (A
letter is used only as a last resort; at least four attempts are made to contact new members
by phone.) If possible, this welcoming contact is in the member's own native language.
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Many health plans, of course, welcome new members. But Medica Health Plans' out-
reach program to Medica Choice Care members offers much more than a friendly hello and
an explanation of benefits. Medica Health Plans views the welcoming call as an opportuni-
ty to immediately connect members to needed medical and social services. The representa-
tives begin by telling the members about Medica Health Plans' free Medicaid services, such
as Provide-a-Ride and Interpreter Services. Then they ask several basic health-related ques-
tions, such as 'Are you pregnant?" or 'Do you or one of your children have asthma?' If
the member answers "yes" or 'maybe" to one of these questions, the representative inquires
further to make sure the person with the condition or illness is currently under the care of
a health care provider

The representative also asks members with children under the age of five if they partic-
ipate in the WIC (Women with Infant Children) program, the federally-funded program that
provides nutrition education and nutritious-food advice to low-income pregnant women
and mothers with young children. If a member says "no," the representative sends a fax to
the WIC program, which then makes sure one of its workers contacts the family to sched-
ule an appointment.

During welcoming calls, Medica Health Plans' access representatives also inquire as to
whether members have any clothing, housing, or other urgent social service needs. If a mem-
ber indicates that he or she would like help with a particular problem, the representative
passes that information on to one of Medica Health Plans' social workers. It's not unusual
for a new member to have an urgent need for assistance. One young mother, for example,
told the access representative who first contacted her that she and her two young children
had been forced to move in with her sister after their house had burned down and now the
sister was about to be evicted. The representative passed this information on to one of
Medica Health Plans' staff social service coordinators, who immediately started helping the
young mother get in touch with county agencies that could help her find emergency hous-
ing. During another call, a representative noticed that the new member answered "yes" very
quietly when asked if she needed any resources about family violence. Realizing that the
woman might be afraid to speak up because her abuser was in the room with her, the rep-
resentative asked if she was safe at that moment. When he felt confident that the woman
was not in immediate danger, he gave her the phone number of an Medica Health Plans
social worker and told her to call the number when she felt free to talk about her options
for getting help. The woman did call later and received the assistance she needed.

These welcome calls have been very well-received by members. Not only do they help
educate new members about the health resources available to them, they also go a long way
toward establishing a friendly partnership relationship between members and the Medica
Choice Care staff. As one member said to an access representative when she realized what
the phone call was about: "What! My health insurance company is actually calling me?" As
a result of these personal contacts, members are less hesitant to call later with questions or
concerns-and, as a result, more likely to get timely, appropriate health care.

OVERCOMING OTHER BARRIERS
Not being able to afford phone service can be a serious impediment to getting and follow-
ing through on medical care. In the 1992 survey of Medicaid recipients, 30 percent of
Native American respondents, 15 percent of African-American respondents, and 12 percent
of Hispanic respondents said they were not able to make phone calls at home.

Medica Health Plans cannot, of course, afford the cost of supplying all its Medicaid
members with phone service. But in very unusual situations, such as when a Medicaid recip-
ient is experiencing a very high-risk pregnancy and her phone has been disconnected for lack
of payment, Medica Health Plans arranges, usually through local social services agencies, to
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have the phone reconnected so she can stay in touch with her health care provider.
Appropriate repayment plans are implemented along with long distance and collect call
blocks on the phone line.

Finding a safe place to leave their children while they go to a doctor is also an obstacle
for many Medicaid recipients. In the 1992 survey, about half the members said they take
their children along on doctor visits. The second most common alternative to child care was
leaving them with a friend. The third most common was leaving them home alone.

To help its members overcome this obstacle, Medica Health Plans makes a point of
seeking to contract with health care providers who have play spaces and/or child care per-
sonnel on site at their offices and clinics. For many Medicaid mothers, knowing that a clin-
ic is "child-friendly" has made a big difference in getting them to keep their medical
appointments. In very rare cases, usually involving high-risk pregnant women who have
been prescribed bed rest by their physician, Medica Health Plans has arranged and paid for
a limited amount of child care.

OVERCOMING BROADER BARRIERS: SOCIAL
SERVICE COORDINATORS

Medica Health Plans believes strongly that enhancing access to care for low-income and spe-
cial-needs populations requires an integration of social and medical services. People who are
worried about being evicted from their apartment, who do not have sufficient food or warm
clothes for their children, or who are wondering how they are going to pay their electric bill
and keep their lights from being shut off, are unlikely to have the time, energy, or money to
seek or follow through on medical care, even when they desperately need it. In addition, the
unrelenting stress of living with poverty can often trigger or aggravate a medical condition.

To help meet the social service needs of its low-income members, Medica Health Plans'
State Public Programs department took the unusual step of hiring social service coordina-
tors in 1994. The coordinators help link Medica Health Plans' Medicaid members with
community resources. Sometimes they do this by working directly with a member, either
over the phone or in person; other times, the social service coordinators simply supply infor-
mation about community resources to a member's health care provider, who passes it on to
the member at an appointment.

The specific jobs performed by the social service coordinators are as varied as the indi-
viduals who are referred to them for help. Medica Health Plans' coordinators have done
everything from helping a first-time mother buy clothes and equipment for her newborn
infant to aiding a destitute family in its search for livable housing to accompanying a
woman as she sought a restraining order against her abusive husband.

Such efforts can have a substantial effect on the health of a Medica Choice Care mem-
ber. In the case of Lisa,' for example, the actions of a Medica Health Plans social service
coordinator may have prevented a premature birth. Lisa, a young pregnant woman with no
family support, had a low-paying job-so low that she qualified for Minnesota's Medical
Assistance. During the twentieth week of her pregnancy, Lisa went into premature labor.
Her physician was able to stop the labor from progressing but told Lisa she would have to
remain in bed for the remainder of her pregnancy. Lisa quit her job. Unable to keep up with
her bills, she soon found herself without a phone, and with a warning letter that her elec-
tricity was about to be shut off, and an eviction notice from her landlord. Yet because of the
doctor's orders, she was too frightened to leave her home and apply for public assistance.

At this point, a nurse who had been checking on Lisa notified a Medica Health Plans
social service coordinator of the seriousness of the young woman's living conditions. The
coordinator went to work immediately on Lisa's behalf. She called local community orga-
nizations with the resources to help keep Lisa from getting evicted or having her electricity
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shut off. She also arranged for Lisa's phone to be reconnected. The coordinator then went
down to the local AFDC offices and filled out all the necessary forms so Lisa could start
receiving the financial benefits for which she qualified.

The stress in Lisa's life diminished dramatically. In fact, at her next pregnancy check-
up, her doctor said he couldn't believe the change for the better in her physical condition.
Lisa remained at home for the rest of her pregnancy, giving birth to a healthy nine-pound
baby boy.

Without the assistance of a Medica Health Plans social worker, Lisa's difficulties might
have taken longer to resolve, which might have resulted in a less favorable outcome for her
pregnancy and a high cost hospital stay for a premature infant. Fortunately, the nurse work-
ing with Lisa's health care provider not only recognized the seriousness of Lisa's situation,
but knew to call Medica Health Plans' social service coordinators for help.

REACHING OUT TO WOMEN WITH HIGH-RISK
PREGNANCIES

In April 199S, Medica Health Plans launched a one-year study to see if offering social ser-
vices as well as medical services to low-income pregnant women with very high-risk preg-
nancies could have a positive influence on the outcome of their pregnancies. For the study,
which was named the Prenatal Trend Control Project, Medica Health Plans selected 351
pregnant women with very high-risk pregnancies from new enrollees in its Medica Choice
Care (Medicaid) health plan-women who were under the age of 18, for example, or who
had gestational diabetes, or who were living in a homeless shelter.

The project has staff who call each of the study's pregnant women regularly to ask them
how they are doing. They work in conjunction with Medica Health Plans' social service
coordinators and Trend Control prenatal nurses. If one of the pregnant women is having a
medical problem, the prenatal coordinator passes that information on to a nurse. If the
woman is having a social services problem-whether it be difficulty paying for a heating
bill, getting out of an abusive relationship, or simply finding an affordable crib-the prena-
tal coordinator gathers that information and passes it on to one of Medica Health Plans'
social service coordinators.

Women who have only a few needs may be called by a prenatal coordinator only once
a month while those with significant difficulties may be called every week. If a woman
smokes, she is contacted at least every other week to help her stop smoking.

How much of an impact such efforts will have on the outcome of the women's preg-
nancies will not be known until late in 1996 when all the enrolled women's babies have been
born and Medica Health Plans' experts have analyzed the financial, birth, and pediatric out-
come data collected during the study.

CREATING COMMUNITY PARTNERSHIPS
Many of Medica Health Plans' innovative programs for Medicaid recipients had their begin-
nings in Medica, the managed care company that merged in 1994 with HealthSpan, a health
care delivery system, to form Allina Health System.

With the merger, however, came even broader opportunities to reach out to Minnesota's
vulnerable populations. Many exciting new projects have been developed as a result.

Allina believes strongly that it must work in partnership with community groups to
understand more clearly the barriers to quality care for low-income people and what can be
done to remove those barriers. As Gordon Sprenger, Allina's executive officer, told members
of the American Hospital Association when he became chairman of that organization early
in 1996, hospitals and other health care organizations must not only help the ill and injured,
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but must also work side-by-side with communities and social service agencies to keep peo-
pie healthy. Sprenger used an analogy heard frequently at Allina. 'We're good at saving peo-
ple after they have fallen from the boar and have been swept downstream," he said, "but
unless we journey up the river and find out why they've fallen out of the boat in the first
place, we will never have enough resources to save everyone who is struggling down-
stream.'

Going upstream means taking on some tough and complex issues, things like the lack
of affordable low-income housing and the spread of violence. "But in this new era of severe-
ly constrained financial resources, the only way to deal with some health care issues will be
to solve some of our social problems," Sprenger added. -1 urge us to engage ourselves with
our communities to address violence, problems of youth unemployment, and housing with
the same vigor we attack illness."

WORKING WITH INDIVIDUAL COMMUNITIES
Allina is currently sponsoring several community health improvement projects in low-
income neighborhoods where many of its Medica Choice Care members live. Of course,
such efforts are not new-many HMOs sponsor community projects. Indeed, integrated sys-
tems are at an advantage when it comes to developing such efforts because they can address
the full spectrum of care, from health plan through care delivery.

Allina, however, is truly working to put the 'community" into health improvement.
Rather than initiating more -top-down" projects in which "experts" come into a commu-
nity and essentially tell residents what needs to be done to improve their health, Allina starts
with the premise that neighborhood residents themselves, not outside institutions, should be
in charge of shaping the health of their communities. It's a radical new concept, and one that
promises to have a real impact on the quality of life of many of the communities served by
Allina.

One of those communities is Powderhom, a diverse, urban neighborhood located in the
heart of Minneapolis. Like so many other inner-city communities, Powderhorn has a large
proportion of families living below the poverty level (more than 40 percent in some sec-
tions), an infant mortality rate of 13.5 per 1,000 (compared to the current national average
of 7.7 per 1,000), and a high percentage of pregnant women (almost half) who receive no
care during their first trimester.

In 1994, the Allina Foundation funded a two-year experimental project known as
Healthy Powderhom, with the stated goal of transferring leadership, ownership, and fund-
ing of the community's health concerns to its residents. The project broadens the definition
of 'health" to include adequate housing, job development, public safety, and personal
development.

As part of the Healthy Powderhom project, neighborhood residents have formed
Citizen Health Action Teams (CHATs), each with its own agenda and action plans. Only
residents and health care practitioners working in-Powderhom, including acupuncturists
and other complementary practitioners, can serve on a CHAT. Allina provides funding and
support staff.

Powderhorn's CHATs meet regularly to develop strategies for improving a particular
health problem in the neighborhood, whether it be asthma in children or teen pregnancy or
domestic abuse. The CHATs' action plans are often remarkably creative-and simple. One
CHAT, for example, organized a walking group for adults. Twice a week, the group hikes
the paths of the neighborhood's large park.

These outings not only help keep the walkers physically fit, they also help establish a
strong adult presence in an area often used as a hang-out for disorderly youths. The CHAT
members reasoned that a safer neighborhood was a healthier one.
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It's not yet known how much of an impact Healthy Powderhorn has had on the health
of Powderhom residents. But both Allina and the Powderhom community remain enthusi-
astic about the project's promise. As the project's citizen-designed brochure notes, Healthy
Powderhorn offers a new and bold approach to improving community health: 'Healthy
Powderhorn recognizes that citizens wanting to achieve a healthy community need to find
ways to improve the quality of life indicators that influence health. These include education,
job satisfaction, safe homes and streets, air and water quality, and spiritual well-being. To
achieve this, their scope must be much broader than the disease- and sickness-oriented med-
ical system, and they must consider how to make health and wellness an integral part of
everyday living."

WORKING WITH THE BROADER COMMUNITY
In addition to developing programs like Healthy Powderhorn that target specific geograph-
ic or demographic communities, Allina has developed a number of policies and creative pro-
jects that attempt to deal more broadly with the societal problems that impact individuals'
health. As one element of its communication strategy, for example, Allina has developed a
policy of not advertising on television programs that depict physical violence.

One of Allina's major communitywide projects is the Allina Violence Initiative, a health
initiative designed to raise public awareness of such issues as domestic abuse, gun violence,
and media-depicted violence. Allina believes strongly that projects like the Violence
Initiative only work if done as a communitywide effort. In the spring of 1995, for example,
Allina joined forty-nine community partners, including another health care system, in spon-
soring a two-day forum on the role of the health community in violence prevention. Almost
1,000 people from 300 organizations, including educators, advocates for victims of domes-
tic violence, and public health representatives, attended the widely-praised event. One of the
forum's highlights was a performance by the nationally renowned Mixed Blood Theater
troupe of Ring of Fire, a specially-commissioned dramatic play by the noted playwright Syl
Jones. It offered a stark and often startling look at how violence affects the lives of individ-
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Dr. SCANLON. In this series of seminars, we have been looking at the issue of the readiness of

managed care organizations and purchasers to use managed care as a means of providing health care

for persons with special needs. In last week's seminar, I indicated that I thought there were four key

components that were important in trying to assure that persons with special needs are adequately

served by managed care organizations. I discussed three of those components then.

First was the issue of assuring that the managed care organizations have adequate networks of

providers exists. In this instance, an adequate network of providers would include specialists and

subspecialists that would be able to provide for the unique needs of the individuals in this

population.

Second was the issue of rate setting. Rates need to be set in a way that does not compromise the

ability of managed care plans to provide the services necessary for persons with special needs or

discourages plans from enrolling. Third was appropriately defining the scope of coverage--

recognizing that the needs of persons in this population can extend beyond the normal concept of

medical necessity. Medical necessity in this context can include the need for services, not just for

rehabilitation or to cure an illness, but to maintain one's existing level of functioning and health or

to cope with the pain and discomfort associated with one's condition.

I would like to talk today about the fourth component -- accountability. The other three components

dealt with issues that one might address before actually contracting with a managed care

organization and enrolling individuals with special needs. Establishing accountability or quality

assurance is a process that must be continuous and sufficient once plan contracts are signed and

individuals enroll. Perhaps the key to quality assurance or accountability is information. It is not

just critical for success with managed care for persons with special needs, but for other consumers

as well. Managed care is a very large and undefined product. If we expect that individuals or group

purchasers are going to be able to assess the quality of services that are being offered by managed

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 1
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DISCUSSION

Ms. CHRISTENSEN. Don't they know their stuff?
If you have questions and have written them down, you can hold

them up, and we will collect them, or if you just want to raise your
hand, we can take those, too.

Yes.
QUESTION. Question about a legislative proposal.
Mr. SMITH. They excluded or exempted Medicaid from the ability

of patients and physicians to decide on length of stay; is that cor-
rect?

QUESTION. Yes. [Inaudible.]
Ms. SMITH. Well, it will have a significant effect on the disabled

population because so many of the disabled receive their health
care through the Medicaid program. So in that sense, there is a
disproportionate impact on them.

Obviously, it clearly sets up a different standard of care; you now
have two standards of care operating, one for the Medicare pro-
gram and one for the Medicaid program. Those are effects of those
provisions. I cannot speak to what the motivation was. I would
imagine that the fiscal concerns of the States played a part in that,
but I cannot speak to what motivated it.

Mr. SCANLON. I am sure it was also consistent with the idea that
part of the Medicaid changes are to grant States additional flexibil-
ity, and currently under the amount, duration and scope rules,
States have had flexibility that might have been taken away by
that provision, so it would be a step in the other direction.

Ms. CHRISTENSEN. I am going to go to a written question. This
one is for Patsy Riley from someone from an advocacy group, about
the social workers you employ as problem-solvers. Can you have a
sufficient ratio to patient needs and still offer competitive rates?

Then there is a second question: Can you adequately access other
public or private financing for housing, pre-employment services,
and so on, to avoid failing to meet raised expectations?

Ms. RILEY. The first question I think relates to the staffing ratio
of social workers to the number of enrollees we have. Let me just
back up and say that our social work model is not typical of what
you would see, for instance, in a county social worker kind of
model. They are not there to provide continuous and ongoing social
work support services for this population around their other kinds
of housing needs and those kinds of things, but rather to trouble-
shoot and try to solve problems that are in the way of their getting
medical services. So it is a different kind of model perhaps than
what you are thinking of in terms of what a county social worker
would do.

Up to this point, we have a staff of four who work in that area-
and keep in mind our Medicaid population turns over quite a bit,
so they are kept quite busy in terms of providing the kind of prob-
lem-solving activities that they engage in.

Your other question related to can we interact with or connect
up with other kinds of agencies to maximize or perhaps leverage
dollars that exist in other parts of the system. I think that some
of the interesting demonstration projects that are now going to
come out of this next round of trying to engage the disabled popu-
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lation in managed care in Minnesota will do exactly that. We are
now going to look at three different county pilots where the county
will probably be the purchaser of the services on behalf of the dis-
abled population. This will be a very interesting demonstration
project. They may contract with HMOs for some of the acute care
services, but the counties are going to continue to do some of the
contracting around the social services.

Ms. CHRISTENSEN. Thank you.
I have several questions here. The first one is for Bill and Bar-

bara: What kinds of research or data are available that have aggre-
gated costs across all public and private payment sources for an ex-
tended period of time, and for which special needs populations are
these available?

Mr. SCANLON. Very little. One of the problems we have is that
there are so many different financing sources for services, including
individuals' families, that it has been very difficult to aggregate the
information and be able to establish a clear picture for any one seg-
ment of the population with special needs, let alone the whole pop-
ulation.

We have surveys that have collected information and have em-
phasized the medical care expenditures and to some degree some
of the long-term care expenditures for supportive services, but they
are by no means complete. There is nothing underway or planned
to truly address this question because the task is just too formida-
ble.

Ms. CHRISTENSEN. Here is another one for Bill. Which States are
currently using risk corridors? Are these initiatives successful, and
are risk corridors likely to become more widespread?

Mr. SCANLON. There are five States that we identified that have
risk corridors. I think Massachusetts and Wisconsin were two of
them. In terms of their success, we have not really had the evalua-
tion that would allow us to address the change in behavior or out-
come associated with having a risk corridor versus not.

As I mentioned, when we did our review a year ago, the longest-
running program in terms of mandatory enrollment was a little
over 3 years old, and there was one program like that. The rest
were much newer. Again, the impact may be a subtle impact, but
difficult to measure. I am not aware of the evaluation that would
focus on net aspects of the program design as opposed to the rest
of the program design. They are interested now in the broad ques-
tion of what difference does it make to have people with special
needs in managed care versus having them in the fee-for-service
sector, It is difficult to evaluate the details of the managed care ar-
rangements.

Ms. CHRISTENSEN. I just wanted to mention that Bill has men-
tioned a couple of times a study they did last year, which we did
not get up here today. It is a GAO report from last summer on peo-
ple with disabilities and Medicaid managed care. We are also out
of the GAO reports that we had on the table today, but if you want
any of the materials that we have run out of, please let us know,
indicate by your name or leave us a note, and we will be happy to
send that stuff to you.

Question.
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QUESTION. The risk corridor seems to be complex. Could you
elaborate on that a little?

Mr. SCANLON. Sure. It is an effort to limit both the profits and
the losses that a plan will face in serving beneficiaries. You can do
it either on an individual basis or in the aggregate for a whole
group of beneficiaries.

Most of the time, both the losses and the profit-sharing arrange-
ments are graduated, so that within a small corridor, say a 5 per-
cent profit or 5 percent loss, maybe the plan will be fully respon-
sible or be able to fully retain the profit. So that as you move on,
say, in the range of between 5 and 10 percent profit or loss, there
may be some kind of sharing arrangement where the State will
start to either take back some of the profit or provide additional
revenues. As you keep moving farther out, the State share becomes
even bigger.

This protects the plan that has had adverse selection and very
expensive cases because they know they are going to be getting ad-
ditional revenue as they have discovered that they now have those
expensive cases, as well as a plan, in terms of setting their proce-
dures and policies for providing services, understands that every
dollar that you save on services is not a dollar of profit. There is
going to be some limit on the profit.

One of the important things that is different about risk corridors
from simple reinsurance is that the plans know in advance, so in
terms of setting up arrangements with their providers, contracts
for putting providers at risk, they know there are going to be some
limits on the profits, and they can perhaps translate that into how
they deal with the contracts for their providers.

I have found the page with the States that had risk corridors
when we did our review. They were the District of Columbia, which
had a small program for children; Massachusetts, Ohio, Utah and
Wisconsin.

Ms. CHRISTENSEN. This question is for any of the panelists: Dis-
cuss the value of existing data from the SHMO, the social HMO,
the PACE Demonstration and the PMAP program in establishing
risk adjusters for the elderly.

Is there a comment on that?
Ms. SMITH. I think the PACE programs and the social HMOs and

those kinds of things have been fairly small programs, and I am
not sure that the data that has come in from those programs,
which are very confined demonstrations, has really been tested by
broad application. I guess that would be the best way to put that.

Mr. SCANLON. There is also an issue of self-selection, in that peo-
ple were joining those programs because they found the particular
benefits of those programs attractive. For example, the PACE pro-
gram, which often has as its core an adult day care service. Adult

ay care has to be a service that is suitable for your needs, and
you find it a valuable service to avail yourself of. That limits the
generalizabilitiy of the data from these programs for generalized
risk adjustment.

The other thing is that while the evaluations of both programs
have provided rich data, the administrative problem in terms of
doing risk adjustment for an ongoing program and having data
available means that having rich data is not necessarily a good
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thing, because you will have variables that are excellent in predict-
ing someone's health service needs, but it can be very impractical
to try to collect those same variables for the entire population.

QUESTION. [Inaudible.]
Mr. RILEY. Medica is the only non-gatekeeper model doing Medic-

aid in Minnesota. All the other HMOs that do this are-some of
them are closed panels, almost staff models-but all of them are
gatekeeper models with the exception of ourselves.

We do not look at capitating or paying in any kind of way that
would look like a risk-sharing arrangement with specialists for this
population. Keep in mind that we are not doing the disabled right
now; what we are doing is enrolling the AFDC population and the
elderly.

On the elderly side-and back to the earlier question about
PACE and SHMO-our State is now engaging in a demonstration
around-we have never seen a demonstration that we don't like in
Minnesota, by the way, so we will demonstrate anything-and now
we are demonstrating sort of in between a SHMO and a PACE
demonstration for our existing dual-eligible populations in Min-
nesota, and we have 5,000 of those. Half of Hennepin County's pop-
ulation residing in nursing homes are my members, so we have a
big stake in whether or not the question relating to does the risk
adjustment or the rate methodology that they have put together for
this population-we are going to be paid under the PACE payment
methodology, so invite me back next year, and I will tell you if it
works-we have not started yet.

Ms. SMITH. There are a few contracts that specifically provide
that people with certain types of conditions be allowed to use spe-
cialists as primary care providers. In general, I have to say that I
cannot be called upon to say what does Utah do about this and
what does Kansas do about that, but I do know that Massachusetts
in particular has a very elaborate contract specification on network
requirements for disabled populations, and the access that those
disabled populations have to have to specialists, and they specifi-
cally delineate using specialists as primary care providers as one
of the requirements, and that a plan has got to be able to dem-
onstrate that they are doing that; and there are all kinds of per-
formance measures along that as part of this quality evaluation in
order to get renewal.

Ms. CHRISTENSEN. Go ahead.
QUESTION. [Inaudible] for 58,000 SSI, disabled and elderly recipi-

ents, integrating acute and long-term care. In addition, [inaudible],
reconciliation bill, the States under flexibility will be allowed to do
mandatory enrollment for all Medicaid recipients except SSI chil-
dren, who are accepted, as long as [inaudible]. Given that States
see lots of money being spent disproportionately on these popu-
lations compared with the AFDC populations, what recommenda-
tions would all of you have for those of us who are working on rec-
onciliation to get some safeguards into the language or to advise
HCFA on what ought to be looked at as States are doing this [in-
audible]?

Ms. CHRISTENSEN. Could somebody summarize the question, too,
for the mike?

44-098 97 -5
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Ms. RILEY. I think that what you are looking for is recommenda-
tions either to the reconciliation process that is going on right now
or to HCFA, some of the recommendations that we have talked
about here, around enrolling these populations into managed care.
I just want to start out by saying that I hope I don't leave people
with the impression of pessimism, because I believe that this is ab-
solutely where we are going to end up.

What I would like to urge is caution and carefulness and
thoughtfulness and engaging the population that we are talking
about bringing into managed care, because they have strong opin-
ions about how it should look. So that is kind of how I want to
leave it with this group in terms of caution rather than pessimism.

Ms. SMITH. I think I would echo that. I think that as we have
indicated, potentially, down the road, managed care offers a tre-
mendous opportunity to this population for continuity of care and
coordination of care.

I think the concern is that the political imperatives to change the
system quickly may not accurately reflect what is happening in the
marketplace right now in terms of the infrastructure that is being
developed, the ability of plans to deal with providers that they are
not accustomed to dealing with and create different types of net-
works.

Again, I use my analogy of Venus springing full-grown from
Zeus' head. There are some political imperatives to have that hap-
pen, and it does not work that well on the ground in the delivery
system. I think that if you are looking for protections, again, the
protections would need to revolve around issues of access to care,
quality measurement, network composition, accountability in terms
of adequate protections around prior authorization and grievances,
so that if people are being denied care, they have expedited chan-
nels to have those denials reviewed.

Mr. SCANLON. I would agree with Barbara. I think one of our
problems, though, is that we are not ready-we have not achieved
any consensus in terms of how to go about defining an adequate
network, setting up what is considered an adequate grievance proc-
ess. I think that in light of that, then, this may be appropriate for
HCFA to think about, the issue of guidelines for the States so that
we recognize that this is going to be an evolutionary process in
which some of the State experimentation with variants of different
approaches will actually be valuable in guiding us to better solu-
tions.

One of the keys, though, that I think we need to focus on is that
it is critical to have information about the services that are being
delivered as well as, to the extent we can, the outcomes of services.
Today, we are very often focused on outcomes as what should be
the gold standard for deciding whether or not a plan is adequate.
Yet, we are not at the point at which we know the range of out-
comes that we should be measuring or even how to go about meas-
uring some of the things that we know that we should be measur-
ine

We do need to be concerned about just the services that are being
provided, and I think that one of the areas that we have an oppor-
tunity now to focus on is the question of encounter data. Informa-
tion systems are being developed. They are expensive to develop.
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If we develop them now around existing measures, we are going to
come back in 5 years, when we have conceptually better measures,
and say, gee, it is too expensive to implement those.

We need to think about information systems today that are flexi-
ble enough in providing encounter information that they will sup-
port the better conceptual measures that we have in the future.

Ms. SMITH. If I could just elaborate on one point in terms of the
lack of consensus about what are the key performance measures,
what are the standard procedures, one ofthe recommendations of
the study that we did was that there needs to be a forum where
the different players-the States, the consumers, and the providers
come together and attempt to come to some consensus about what
kinds of measures and standards work best in this environment, at
least in the preliminary stage, so that we will then know what to
measure.

Ms. CHRISTENSEN. Funny you should all mention guidelines and
standards. Senator Grassley has an amendment in the Finance
Committee bill requiring HCFA to pull together a group to develop
some guidelines and standards for people with special needs being
served by managed care plans, and we are very, very hopeful that
it makes it through reconciliation, looking at a lot of the issues that
have been talked about today-the medical necessity definition, the
risk adjustment, the adequacy of provider networks and all those
kinds of issues. So I think we are all talking about the same kinds
of needs here.

Related to the question of mandatory managed care, somebody
asks, Isn't it true that it's difficult to compute cost savings for man-
aged care in the long run, so that if the incentive is to go into man-
aged care for folks because they are high-cost folks, can we really
compute any cost savings?

Anybody.
Mr. SCANLON. Well, we are questioning today whether or not

there are cost savings for managed care in the longer term because
we have limited experience with managed care for different popu-
lations as well as on a broad scale.

There are some that are responding to the notion that some of
the slowdown in health spending that we have seen is really not
cost savings that are going to continue over time, but a substi-
tution, that we have substituted managed care for the fee-for-serv-
ice provision of care.

Managed care is effective in terms of eliminating some of the un-
necessary services. It is effective in terms of getting some discounts
from providers. Now, when faced with new technologies that indi-
viduals want, will it be able to make judicious decisions that every-
body is happy with? I think that that is the question that we are
facing for the future, and that is what may determine the overall
growth of costs for managed care in the future.

Ms. CHRISTENSEN. Are there any more questions?
QUESTION. Question regarding where the managed care industry

is on a scale of 1-10 in the area of risk adjustment.
Ms. SMITH. I don't want to put the Medicaid agencies in a dif-

ferent position than the world at-large. I think that we are looking
at risk adjustment being anywhere between about a 1 and a 2½2.
I like the way you developing put it in the continuum context rath-
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er than a judgmental context, but I think that we are really looking
at that state of the continuum, and I don't think we have seen a
lot of improvement in that in, say, the last 4 or 5 years. It has im-
proved somewhat, but it has not improved hugely in that amount
of time our ability to nail down a methodology.

There are things that you can do to compensate for the lack of
risk adjustment. For example, a lot of States have stop-loss cov-
erage, basically, for the plans-people that incur costs over
$50,000, for example, the State will cover their costs in the fee-for-
service system and will pay the plan on a fee-for-service basis.

So there are all kinds of things you can do to cushion the lack
of an adequate risk adjuster, but I think that we are still looking
at something which is relatively primitive in its development.

Mr. SCANLON. I would agree. I think there are two components
here. One is the conceptual model that you use for risk adjustment,
and while there has been progress made in that dimension, as Bar-
bara indicated, it is there, but it has been relatively static for a
while.

Certainly, I think there is the issue of the administration or the
implementation of one of those conceptual models. But the concep-
tual models have been built off data that have been available to the
existing fee-for-service system. We have not turned around and
said how we will administer these models in a managed care envi-
ronment, when the world is predominantly managed care. How is
information going to flow well so that we can risk-adjust and addi-
tionally set rates in the future? Today, we are very happy setting
managed care rates based on fee-for-service experience and saying,
gee, we are doing well, we got a discount. What if we have pre-
dominantly managed care, and we don't have this fee-for-service
benchmark anymore to guide us in terms of rate-setting?

Ms. CHRISTENSEN. One more question, and then we'll close.
Go ahead.
QUESTION. [Inaudible.] But I wonder how well we analyze the

DRG system, which was [inaudible].
Mr. SCANLON. We don't want to wait until we have the perfect

risk adjusters. We don't need the perfect risk adjusters to move for-
ward. What we need to do is recognize the limitations of the risk
adjusters we do have and to compensate for them appropriately.

The reinsurance, or what Barbara referred to as the stop-loss
provisions, and the risk corridors that I talked about are ways of
compensating for the lack of a good risk adjuster.

If you think about it, by using a pure capitation payment, you
are betting that you were right in saying this is the amount we
should pay. If you want to cover your bets and say we weren't nec-
essarily right, we could be a little bit high, or we could be a little
bit low, and you adopt reinsurance or a risk corridor, you have cov-
ered your bets in some respects.

The other thing to do is to be very sensitive about maintaining
or continuing the process of learning, to make sure that you are
collecting data to understand your experience, and you will be able
to, in some respects, relax your reinsurance, relax your risk cor-
ridors in the future if you are able to better risk-adjust in the fu-
ture.

i
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I think those are the things you need to think about. We don't
want anybody to leave here feeling like we should be paralyzed; we
just need to be careful about how we make progress and do it in
a deliberate and judicious fashion.

Ms. SMITH. Just to reinforce that, I think that what it really un-
derscores is that we have to continue to make some R and D types
of investments in developing the risk adjustment methodology,
which we have really not done in a comprehensive way. That is
going to be critical to the financial viability of a capitation ap-
proach.

The other aspect of it is that it means you have to continually
monitor what your outlays are and how your various expenditures
are going according to plans and then compared to your fee-for-
service system, and this will be particularly important to the Medi-
care program where, right now, the Medicare program basically
loses money on every person who enrolls in a managed care plan.
Obviously, they are trying to turn that tanker around, but you
have got to continually monitor the progress of that to make sure
that you have in fact corrected it along the way.

QUESTION. Have you made any changes in terms of the kind of
data that Medicare is going to be required to collect relative to
these special needs populations? I mean, even now with the R and
D [inaudible], so in 5 years, we'll have another [inaudible].

Ms. SMITH. Right.
Mr. SCANLON. We have not made good progress in terms of the

data that Medicare is collecting on this population. In fact, a num-
ber of States are ahead of the Medicare program in that regard.

Ms. CHRISTENSEN. I wish we had time for all the questions that
I have up here.

Thank you all for your time and preparation; it has been excel-
lent.

Next week in this room, we will talk about quality in plans, and
the week after that we will talk about the State contracting proc-
ess.

Thank you very much.
[Whereupon the forum was concluded.]
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TUESDAY, JULY 15, 1997

U.S. SENATE,
SPECIAL CoMMIrrEE ON AGING,

Washington, DC.
The forum met, pursuant to notice, at 9:30 a.m., in the Dirksen

Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
low, presiding.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN
Ms. CHRISTENSEN. We have arrived at our third forum in the se-

ries of four. The series is examining issues of managed care for peo-
ple with special needs. So far, we have been very excited by the
participation and the caliber of the discussion, and today should be
no exception.

I learned a great deal just through the telephone conversations
we engaged in to prepare for today's topic.

This series of forums came about after the Committee held a
hearing about people with chronic conditions who are dually eligi-
ble for Medicaid and Medicare. We discovered that significant is-
sues still need to be resolved when serving people with special
needs in managed care plans. We divided those issues roughly into
four main themes which are the topics of our four forums.

At the first forum, we got a picture of what it means to be a per-
son with special needs. The theme of the second forum was the
ability of the current managed care industry to deliver health care
effectively to individuals who have a wide variety of specialized
needs.

Today's forum covers quality and outcomes measures. We have
devoted an entire forum to this topic because of its importance and
because there is still so much to do in this area. The industry is
only beginning to adopt patient-oriented standards for health plans
that serve healthy people. Those measures rely on data, averages
and indicators related to acute episodes from which enrollees are
expected to recover.

That is not the situation with the beneficiaries who are the sub-
ect of our forums. Just as they need specialized and frequently

long-term care, these beneficiaries will need specialized assurances
of the quality of that care.

Our panelists will each make a short presentation; then we will
have time for questions and discussion. Please jot down any ques-
tions that come to mind as you listen; Hope has some forms for you

(129)
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to use, and they will be collected at the end of the presentations
when we have our discussion.

Our final forum will be next week. At that time, our panelists
will discuss problems faced by States that want to contract to pur-
chase managed care plans for their Medicaid beneficiaries with spe-
cial needs. That forum will be next Tuesday in this room at 9:30
in the morning.

Ultimately, the Committee plans to publish the information gen-
erated by these forums and make it available to Congress and the
public.

Once again, I need to thank LaVita Westbrook who is the orga-
nizer of alI the details of these forums; without her, they would not
happen.

Today our panelists are Bill Scanlon, who is Director of the
Health Financing and Systems Issue Area at the U.S. General Ac-
counting Office, GAO. He has been engaged in health services re-
search since 1975. Before joining GAO in 1993, Dr. Scanlon was co-
Director of the Center for Health Policy Studies and an associate
professor in the Department of Family Medicine at Georgetown
University. His research has focused in particular on the Medicare
and Medicaid programs, especially provider payment policies, and
the provision and financing of long-term care services.

We also have today Dr. Michael Collins, who is Deputy Executive
Director at the Center for Health Program Development and Man-
agement at the University of Maryland Baltimore County. The
Center is a health policy and information consulting firm within
the State government. Dr. Collins's professional concentrations are
in health care information and decision support systems, quality
measurement, and program development and evaluation. He has
worked with a wide variety of for-profit and nonprofit, private and
public, U.S. and international organizations.

We also welcome John Ware. Dr. Ware is a Senior Scientist in
The Health Institute at New England Medical Center and on the
faculty at Tufts University School of Medicine and the Harvard
School of Public Health. He is a member of the Institute of Medi-
cine and serves on the board of directors of the Medical Outcomes
Trust. Since 1984, Dr. Ware has served as principal investigator for
the Medical Outcomes Study, which developed the SF-36 Health
Survey and other tools widely used in monitoring outcomes for pa-
tients. Prior to joining The Health Institute in 1988, Dr. Ware was
a senior research psychologist for 14 years at the RAND Corpora-
tion.

Finally, we welcome Trish MacTaggart. Ms. MacTaggart is the
Director, Quality and Performance Management, Center for Medic-
aid and State Operations, in the newly reorganized Health Care Fi-
nancing Administration, HCFA. She previously provided leadership
in the development of Section 1115 waivers in the Office of State
Health Reform Demonstrations at HCFA. Prior to coming to HCFA
in March, Ms. MacTaggart was Director of the Medicaid program
for Minnesota.

I am going to turn it over to Dr. Scanlon, and I believe the panel
has decided amongst themselves what order they wish to go in, so
I'll just let them take off. Each panelist will speak for about 5 or
10 minutes, and then well have questions.
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[Note: Due to recording difficulties, it was not possible to make
a transcript of the forum on Quality and Outcome Measures heldJuly 15, 1997. Dr. Scanlon generously took the time to re-record his
comments, which we are using to serve as a summary of the issues
raised at the July 15 forum.
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176 Communicating the Quality Message

As part of its Violence Initiative, Allina also has partnered with the Minnesota Medical
Association on its Stop the Media Violence campaign and with state officials in the creation
of a new governor's commission that will look at violence as a public health issue. Through
these and other collaborative efforts, Allina believes it can make an important and lasting
contribution to the broad health of its communities, especially its more vulnerable ones.

CONCLUSION
Medicaid recipients are a diverse group of people with a variety of complex social as well
as medical needs. The fact that Medicaid recipients have health care does not mean that they
can access that care. Many Medicaid recipients face a host of obstacles-such as difficulty
understanding English, finding affordable housing, or obtaining a ride to a doctor's office-
that make it difficult, if not impossible, for them to keep appointments with health care
providers or follow up on the treatment prescribed them.

For a managed care system to be effective, it must address the social as well as the med-
ical problems of its Medicaid members. It must also develop innovative, nontraditional
ways of communicating with those members. To be truly effective, howevei all communi-
cation efforts must acknowledge the great diversity that exists within vulnerable popula-
tions. A one-size-fits-all approach does not work. As David Strand, president of Medica
Health Plans and system vice president of Allina Health System, has said: "Health plans that
truly serve Medicaid recipients must take a specialized approach and adapt to the distinct
needs of low-income and special-needs enrollees. Such an approach presents those of us in
managed care with both a challenge and an opportunity. The challenge is to listen more
closely to what the enrollees themselves have to tell us about the obstacles that stand in their
way to accessing quality health care. The opportunity is to work more diligently with them
and others in our communities to help remove those obstacles. Only by listening well and
working together will we enable our most vulnerable populations to receive the quality
health care available to them."
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care organizations, we need to know enough about services provided so that we can understand and

evaluate plan performance. Information can play an essential part to counter the incentives for

under-service that exist in the financial arrangements that define managed care, namely capitation,

as well as to create real competition among plans on the basis of quality of service. That competition

will ensure that individuals receive services that they need--and the best services possible--given the

revenues available.

In today's marketplace, we are witnessing many larger purchasers seeking more information about

services that managed care plans provide. In general, they are seeking information about population-

based measures of the services provided to the individuals that they have enrolled in managed care

organizations. To a more limited extent, they also are seeking information about the outcomes

associated with those services. Certainly one of the most prominent examples of the movement to

information collection for quality assurance is the Health Plan Employer Data Information Set, or

HEDIS, which has been created by the National Committee for Quality Assurance, an organization

of both purchasers and managed care plans. HEDIS is a series of measures that combines some

structural characteristics--such as the turnover in a plan's network, the composition of a plan's

beneficiary population, the plan's financial status--with process measures that identify the receipt

of different services by individuals within the plan. HEDIS, while an extremely valuable step in the

direction of collecting information about services received by individuals within a health care plan,

focuses to a large extent on the general population, and not persons with special needs. The kinds

of measures that are collected include items such as: immunizations, receipt of well childcare, and

receipt of care for diabetes. It does not include the infrequently occurring types of conditions that

we have been talking about in this series of seminars.

HEDIS is, however, a system, or a system that is continually in a state of evolution. Managed care

organizations are now using HEDIS version 3.0 and efforts are underway to create the next version

of HEDIS. I would anticipate that future versions will include a broader arrays of measures that will

capture the services received by more narrowly defined segments of the population. It seems

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 2
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unlikely though that these future HEDIS measures will include many, or perhaps any, that relate

specifically to the very low incidence complex conditions we have been discussing.

FACCT, or the Foundation for Accountability, represents a second prominent effort to identify

information to measure plan performance. FACCT, which was established in 1995, is an

organization of purchasers and consumers which represents the demand side of the healthcare

market, as opposed to the NCQA, HEDIS's sponsor, which is more representative of the supply side.

While FACCT attempts to focus on health care provided to consumers in the general population, as

well as care provided to those with specific conditions, they focus on conditions that are more

prevalent and that are thought to be of interest to a broader segment of the population. They also

emphasize conditions where it is believed plans can make a difference in terms of improving health.

FACCTs approach involves selection of different clinical conditions--such as asthma, breast cancer.

diabetes, or major depression--and then identification of a set of associated process and outcome

measures. In these sets of measures, there are measures that reflect access to particular services.

There is interest in including services that represent the state-of-the-art of care and services that

represent good preventive care. There are also outcomes -- measures -- either intermediate outcomes

such as the early detection of a disease, as well as survival rates for particular disease. Finally, there

are measures of consumer satisfaction with the services that are being provided.

It is very easy to identify the shortcomings in the approaches that I have just outlined, relative to

fully capturing the quality of services being provided to the general population of individuals that

are enrolled in a managed care organization, and even more so for the care of the population of

individuals with special needs. However, I think, in order to be fair, we need to recognize that these

efforts are in their infancy. We only relatively recently have developed a considerable interest in

assessing the services and the quality of services that managed care organizations are providing.

There has been considerable evolution in the approaches, and progress continues to be made.

Having said that, it is also important to think about the measures that we have available in the

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
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context of enrolling people who represent a highly vulnerable populations and making sure, that to

the extent that these measures are not adequate, we take other steps to ensure that persons with

special needs are adequately cared for by the managed care organizations with whom we contract.

It is important to recognize that we have only a handful of measures, and that we need to be

concerned about the incentives that using these measures may create to "teach to the test". In other

words, given that there are only a handful, fewer than 50, different aspects of care that are going to

be monitored, it would be expected that a savvy organization would insure that it scored well on

those dimensions. What was happening with other aspects of care would be unknown. Potentially,

some other dimensions of care not being monitored, are not receiving adequate attention.

In terms of the future and the evolution of these approaches, adding more and more comprehensive

measures is not an easy task. It is very difficult to decide what the norm for the receipt of care or

an outcome should be. Furthermore, even when we decide that receipt of a particular treatment is

the norm for a particular condition, we need to understand what the prevalence of need for that

particular treatment is. In other words, we need to understand what the denominator is, or how many

persons should receive that service -- in order to be able to identify whether or not enough of that

service has been provided. In terms of establishing the norms for an outcome, there needs to be

considerable attention devoted to the linkage between services and outcome. There are many

extraneous factors that may influence outcomes associated with the service. There also is the need

to consider the timing of an outcome. The outcomes for many services may be long delayed and

may involve the receipt of additional services in the interim.

Some of these problems are very similar to issues raised in the discussion of risk adjustment. We

need to develop measures that are going to be fair to the health plan, in that, as we hold them

accountable for delivering services, we should be holding them accountable for services that do have

a positive impact and for outcomes that are actually attainable.

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
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While we are in the midst of this evolution of measures that can be used to assess the quality of care,

we also need to consider whether we should allow the current state of our knowledge about quality

measures to lead to actions that could preclude future improvement. In particular, one issue is

whether plans should collect and provide purchasers encounter data describing all the services

delivered. While there is increasing provision of HEDIS or FACCT measures to purchasers, there

is some resistance to furnishing comprehensive encounter data.

In part, the opposition to the provision of encounter data may be associated with the fact that, at this

point, there are limited uses for such data because of the lack of appropriate conceptual measures

for either the receipt of particular services or outcomes associated with services. While I believe that

our set of valid and useful measures is going to improve over time, we need to be concerned about

our ability to produce that information in the future. We need to be aware of the fact that if today

we are developing information systems that are focused on the existing sets of HEDIS or FACCT

measures, we are going to incur expensive retooling in the future in order to be able to provide the

new measures for future HEDIS or future FACCT systems, or for some of their successors. By

developing the capacity to collect encounter data today, there will be an opportunity to quickly

implement different measures as they are developed.

It is also an often overlooked fact that encounter data will be essential for the rate setting process in

the future. At this point, rate setting is an easy task -- let us say a relatively easy task, given all that

has been said about the difficulties of risk adjustment-- because fee-for-service information about

the receipt of services does exist and can be used as a benchmark for establishing rates. In the

future, more and more individuals enrolling in managed care will result in much less fee-for-service

data. The lack of encounter data then will be a significant barrier to establishing appropriate rates

for the payment of services. One can only imagine how quickly this is going to happen, given the

movement to managed care, as well as significant changes that the provision of medical services

undergo as medical knowledge develops over time.

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 5
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I think it is a positive step that many of the states have recognized the value and the need for

encounter data. Seventeen states are collecting encounter data now and 5 more have indicated that

they plan to collect encounter data in the near future. While these are positive steps, there remain

some significant issues about the collection of encounter data, primarily associated with the

appropriate processes to both validate and verify the information that is being provided. In the fee-

for-service world, there is an axiom that data being used for payment purposes have significantly

higher reliability than other information. Given that encounter data will generally not be used to

determine payment, there is a risk that the data are not nearly as reliable as the fee-for-service

information claims have been. Therefore, special steps need to be taken to ensure that the data are

reasonably valid and reliable.

The last area that I would like to mention relates to the discussion last week about changing the

definition of medical necessity as it applies to services for persons with special needs. A similar

expansion is needed in talking about quality measures. There are dimensions other than access to

services and the clinical outcomes associated with services that are very important to persons with

special needs. We can think of these other dimensions, in some respects, as the amenities associated

with the care that is being delivered. How convenient is it for individuals with special needs to get

services, given what we know about their difficulty in terms of getting to physicians' offices or to

other care centers, or their potential difficulties in moving around offices -- getting onto or sitting

on examination tables? How hassle-free or pain-free plans make access are issues in addition to

outcomes such as survival or level of functioning that may be very important to persons with special

needs.

The last thing I would say about using accountability and oversight of managed care for persons with

special needs is to reemphasize the very low prevalence of these special needs in the general

population. Any monitoring system that is used has to stratify adequately in order to capture a

sufficient number of individuals with special needs to ensure that how well plans serve their needs

is being adequately monitored.

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 6
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Quality and Outcomes Measures
from Encounter Data: Beyond

HEDIS
A. Michael Collins, PhD

University of Maryland
Baltimore County

contact: collins~umbc.edu
Senate Special Committee on Aging, July 15, 1997

Center foe Health Progmam Devedopnent and Management UMbC

Overview

* "Beyond HEDIS" quality measures
* How quality measures relate to health

plan performance

Center for Health Progran Deonoperent and Management. UMBC

I
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HEDIS vs. quality measures

* HEDIS purpose: help purchasers
compare plans, in general

* Quality measurement strategies:
- Identify populations of special interest
- Relate plan performance to treatment

standards and guidelines
- Improve information systems

Center fo, Hea1lh Progr.a OD-evopopntt and M-ntgwrnont UMBC

Ambulatory Care Sensitive
Conditions

* Conditions for which timely and
effective ambulatory care should lead to
lower hospital admission rates

* Conditions should be tailored to the
population served by the plan

• Maryland Medicaid has a list of 23
conditions

Center - t Health Program Develop-ent and Man.e.net.t UMBC _



140

('enter for Hearlth Proeram Development and Management, UMBC

3

Maryland Medicaid Ambulatory Care
Sensitive Condition examples

* Kids: immunizable conditions,
congenital syphilis, dehydration, iron
deficiency anemia, low birthweight,
failure to thrive

* Adults or all: tuberculosis, epileptic
convulsions, malignant hypertension,
congestive heart failure, angina, severe
ENT infections, pneumonia, ruptured
appendix, PID, cellulitis, gangrene

Center for Health Prgram Development and Management UMBC _

Vulnerable population example:
asthma in children

* HEDIS measure (version 2.5, not 3.0):
hospital admission rate

* Number of ER visits
* Follow-up visit within six months of

asthma diagnosis
* Follow-up visit within two months of

oral steroid prescription

Center for Health Poranm Development and Management. UMBC _
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Quality measures don't measure
"quality"

* Usually, they measure rates of an
occurrence

* Measures rarely account for underlying
population characteristics (case-mix)

* Quality assessment = a measure + a
norm, benchmark, or performance
standard

* Measures tell you where to look harder

Cente for HeaIth PWga. Developmnw, and M.n.Wmnt UMBC _

Quality is a system outcome

* "Managed care" is a system theory
* The Deming perspective: define,

measure, improve; processes and
outcomes are part of one system

* No other industry's leaders believe they
can successfully manage their
businesses without detailed information
on the production process

Cvntew t H.Ath P.n. De-dopme-t .nd M.-p-eMot UMBC
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Other elements of system quality

* Access and network standards, e.g.
gatekeeper requirements, time/distance
standards, specialist availability, out-of-
network options, special needs
coordinators, case management,

* Treatment policies/protocols:
standardized, accessible decision
making processes, "experimental"
treatment standards

Center for Health Program Developmnt and Managme-nt UMBC _

Quality elements--2

* Patient empowerment standards, e.g.
grievance, appeals, ombudsman
mechanisms, gag clauses

* Payment issues, e.g. special "carve out"
rate cells, anti-risk selection measures,
risk adjustment, incentive arrangements
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Managed care quality objectives:
the purchaser perspective

* Address issues of quality as a system
product (as opposed to a clinical event)

* Implement performance measures
appropriate to a systems approach

* Look for structured feedback processes
* Evaluate, communicate, iterate

Center for Health Pngranm Developn-nt and Mana-ement UMSC

Systems Quality Goals

Move the median Ls e i

Cenern for Health Pnjganm Dev-Inp-ent and ManFn.ent UMBC

Lessen the variance
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Medicaid is the quality "canary"
* The acid test of managed care's ability

to manage "the sick" -- the most
stressed populations, low resource
levels, Federal and State bureaucracy

* Failure will look like the nursing home
scandals of the '70s

* Success will look like DRGs: the
managed care theory survives

Center for Health Program Developnrnt and Manag.mem. UMBC _
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MONITORING HEALTH OUTCOMES FOR
CHRONICALLY ILL, ELDERLY AND POOR

PATIENTS: LESSONS FROM THE
MEDICAL OUTCOMES STUDY (MOS)

John E. Ware, Jr., Ph.D.

Senior Scientist and Director, Health Assessment Lab

The Health Institute at New England Medical Center

Research Piufessui, Tufts Medical School and

Adjunct Professor, Harvard School of Public Health

Boston, Massachusetts

Senate Special Committee on Aging

Panel on Quality and Outcome Measures

Dirksen Senate Office Building, Washington, DC

July 15, 1997

What is the Relationship Between
Health Care and Health Benefit?

Health
Outcome

Health Care Resources ($)
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If More is Better, Cost
Containment Will Harm Health

Health ( .
Outcome ....

Cost Containment

Health Care Resources ($)

MEDICAL OUTCOMES STUDY (MOS)
SPONSORS

THIS STUDY:

* The Functional Outcomes Program of the Henry J. Kaiser
Family Foundation at The Health Institute, New England
Medical Center (Grant No. 91-0130)

MOS OVERALL:

* Henry J. Kaiser Family Foundation, Menlo Park, CA
* Robert Wood Johnson Foundation, Princeton, NJ
* Pew Charitable Trusts, Philadelphia, PA
* Agency for Health Care Policy & Research (AHCPR),

Rockville, MD
* National Institute on Aging (NIA), Rockville, MD
* National Institute of Mental Health (NIMH), Rockville, MD
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MEDICAL OUTCOMES STUDY
(MOS) ADDRESSED QUESTIONS
ABOUT HMO AND FFS SYSTEMS

1. Are health outcomes the same for the
average chronically-ill patient?

2. Are health outcomes the same for
vulnerable subgroups (Medicare, poverty.
those most impaired)?

MOS DESIGN

SITES: Boston, Chicago, Los Angeles

HEALTH CARE Prepaid (HMO) vs. Fee-For-
SYSTEMS: Service (FFS)

SAMPLE: 2235 chronically-ill
(oversampled elderly and poor)

FOLLOW-UP: 4 years (1986-1990)

OUTCOMES: Physical and Mental Health
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ANALYSIS OF OUTCOMES

SF-36 physical and mental health summary
measures

Difference between 4-year follow-up and baseline
scores

Statistical adjustment for risk factors, analysis by
subgroups (elderly, poor, most impaired)

Steps in Comparing FFS and HMO

1. Compare outcomes for the
average chronically-ill patient

2. Test generalizability to
vulnerable subgroups

3. Compare outcomes for elderly,
poverty, and most impaired
subgroups
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4-Year Physical Health Outcomes Were the

4-Year Physical Health Outcomes Were the
Same in Analyses of All Chronically-lIl Patients

Bnr Better
/ W h5 /~15% 1 5 %

,'58%jo!F|| , 55ah y'01
x \ l | ~Worse

worse ' 30%
27%

Fee for Service HMO

SOU- W9..1 . JAMA, 1996 276 1039-1047

Sett71597.ppt p. 5

For the Average Patient, Physical Health Outcomes Were
Equivalent Across Systems

Four-Year Outcome

Baseline
System Score A Worse(%) Same(%) Better(%)

FFS 45.2 43.0 27 57 15
(N-1 162)

HMO 44.9 -3.1 30 55 15
(N.1073)

Source: Med Outcomes Study CMOS) (Were. 8ayfts. Rogem tatm 166.
JAMA. 276,13.1039-1047, see Tabie 3
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4-Year Physical Health Outcomes Favored Fee-
for-Service over HMO for Elderly on Medicare

Better Better

Same[I
< ~~~~~~~~~37°/,

Same li. 4~~~~~5
- Worse

Fee for Service HMO

SOurce W.,ee t JAMA 1996 276 1039-14O7

For Medicare Patients, Physical Health Outcomes
Differed Across Systems

Four-Year Outcome

Baseline
System Score A Worse (%) Same (%) Better (%)

FFS 43.5 -5.0 28 63 9
(N-476)

HMO 43.4 -7.0 54 37 9
(N=346)

'X
2

=19.2, p<0.001

Soure: Medical Outcomes Study (MOS) (Ware. Bayiss, Rogers et al 1996,
JAMA, 276, 13. 1039.1047)
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4-Year Physical Health Outcomes Favored Fee-for-
Service for Poverty Group in Poor Health

Better

5%

Fee for Service HMO

Scor- Ware-e al JAMA 19s6 276 1039-r047

For the Initially IlIl Poverty Group, Physical Health
Outcomes Favored FFS Over HMO

Four-Year Outcome

Baseline
System Score A Worse (%) Same (%) Better (%)

FFS 32.1 5.4 5 38 S7-
(N=1 26)

HMO 35.2 -2.0 33 45 22
(N=90)

*p<O.001, - x
2
=

1
0.9, p<0.001

Source: Medical Outcomes Study (MOS) (WVare. Bayliss. Rogers et al 1996.
JAMA. 276, 13. 1039.1047, see Table 6)
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MAJOR FINDINGS -1

PHYSICAL DECLINES GREATER FOR:

* Elderly (Medicare)

* Poverty group

* Chronically-ill

MAJOR FINDINGS - 2

MENTAL IMPROVEMENTS GREATER FOR:

* Clinically depressed

* Non-poverty group

* Younger patients (<65)
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MAJOR FINDINGS - 3

ON AVERAGE, OUTCOMES DID NOT DIFFER
BETWEEN HMO AND FFS SYSTEMS

RESULTS OF SYSTEM COMPARISONS DIFFERED:

* Elderiy (Medicare): FFS > HMO
* Poverty group: FFS> HMO
* Most impaired: FFS > HMO
* Across study sites for mental health

LIMITATIONS OF THE MOS

* Data collected in 1986-1990
* Not a randomized trial
* Only three large cities
* Small samples for some comparisons
* Information about treatment and clinical

correlates of outcomes limited
* Short follow-up period relative to the duration of

chronic disease
* Some patients switched plans (20%) or were

lost to follow-up (30%)
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INTERPRETATION OF RESULTS

* Equivalent health outcomes for average HMO and
FFS patient do not hold for Medicare or poverty
groups

* Previous studies that followed Medicare patients
for only one year may have been too brief

POLICY IMPLICATIONS

* Favorable overall HMO experience to date may
not generalize to chronically ill elderly and poor

* Medicaid coverage did not explain worse
outcomes for poor in HMOs

* Health outcomes should be reported on a plan-
by-plan basis
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44-098 97 - 6

NCQA "HEALTH OF SENIORS"
MEASURE (HEDIS 3.0) INCORPORATES

LATEST MOS ADVANCES

* Summarizes SF-36 physical and
mental health outcomes

* Two-year follow-up of 1 000/plan
* Uses standardized risk adjustment
* Reports plan-level results publicly
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Additional Information is on the Intermet at:

www.sf-36.com

Selected MOS References:

Greenfield S, Nelson EC, Zubkoff M et al. Variations in resource utilization among medical specialties and
systems of care: results from the Medical Outcomes Study. Journal of the Americant Medical Association
1992; 267(12):1624-30.

Kravitz RL, Greenfield S, Rogers WIH et al. Differences in the mix of patients among medical specialties and
systems of care: results from the Medical Outcomes Study. Journal of the Anerican7 Medical Association
1992; 267(12):1617-23.

Rogers WH, Wells KB, Meredith LS, Sturm R, Burnam A. Outcomes for adult outpatients with depression
under prepaid or fee-for-sernice financing. Archives of General Psvchiatry 1993; 50(7):517-25.

Rubin H, Gandek B, Rogers WI-H, Kosinski NI, McHorney CA, \Vare JE. Patients' ratings of outpatient visits
in different practice settings: results from the Medical Outcomes Study. Jourital of the Anerican Medical
Association 1993; 270(7):835-40.

Safran DG, Tarlov AR, Rogers W. Primary care performances in fee-for-sernice and prepaid health care
systems: results from the Medical Outcomes Study. Jourval of the American Medical Association 1994;
271(20):1579-86.

Stewaan AL, Greenfield S, Hays RD et al. Functional status and well-being of patients with chronic
conditions: results from the Medical Outcomes Study. Joirnal of the American Medical Association 1989;
262(7):907-13.

Tarlov AR, Ware JE, Greenfield S, Nelson EC, Perrin E, Zubkoff NI. The Medical Outcomes Study: an
application of methods for monitoring the results of medical care. Joinna of the American MediCal
Associatiowi 1989; 262(7):925-30.

Ware JE, Bayliss MS, Rogers WH, Kosinski NI, Tarlov AR. Differences in four-year health outcomes for
elderly and poor, chronically ill patients treated in HMO and fee-for-service: results from the Medical
Outcomes Study. journal of the Ariencan Medical Association 1996; 276(13):1039-47.

Ware JE, Kosinski M, Bayliss MS, NIcHorney CA, Rogers WH, Raczek A. Comparison of methods for scoring
and statistical analysis of SF-36 health profiles and summary measures: summary of results front the
Medical Outcomes Study. Medical Care 1995; 33(Suppl. 4):AS264-79.

Wells KB, Hays RD, Bumam MA, Rogers W, Greenfield S, Ware JE. Detection of depressive disorder for
patients receiving prepaid or fee-for-service care: results from the Medical Outcomes Study. Journal of the
American Medical Association 1989; 262(23):3298-302.



157

Original Contributions

Differences in 4-Year Health Outcomes
for Elderly and Poor, Chronically Ill
Patients Treated in HMO and
Fee-for-Service Systems
Results From the Medical Outcomes Study
John E. Ware, Jr, PhD: Martha S. Bayliss. MSc: William H. Rogers, PhD: Mark Kosinski, MA, Alvin R. Tarlov. MD

Objective.-To compare physical and mental health outcomes of chronically ill
adults, including elderly and poor subgroups, treated in health maintenance orga-
nization (HMO) and fee-for-service (FFS) systems.

Study Design.-A 4-year observational study of 2235 patients (18 to 97 years
of age) with hypertension, non-insulin-dependent diabetes mellitus (NIDDM), re-
cent acute myocardial infarction, congestive heart failure, and depressive disorder
sampled from HMO and FFS systems in 1986 and followed up through 1990. Those
aged 65 years and older covered under Medicare and low-income patients (200%No
of poverty) were analyzed separately.

Setting and Particdpants.-Offices of physicians practicing family medicine, in-
temal medicine, endocrinology, cardiology, and psychiatry, in HMO and FFS sys-
tems of care. Types of practices included both prepaid group (72% of patients) and
independent practice association (28%) types of HMOs. large mulispecialty
groups, and solo or small, single-specialty practices in Boston, Mass, Chicago, Ill,
and Los Angeles, Calif.

Outcome Measures.-Differences between initial and 4-year follow-up scores
of summary physical and mental health scales from the Medical Outcomes Study
36-Item Short-Form Health Survey (SF-36) for all patients and practice settings.

Reaufts.-On average, physical health declined and mental health remained
stable during the 4-year follow-up period, with physical decdines largerforthe elderly
than for the nonelderly (P<.001). In comparisons between HMO and FFS systems,
physical and mental health outcomes did not differ forthe average patient however,
they did differ for subgroups of the population differing in age and poverty status.
For elderly patients (those aged 65 years and older) treated under Medicare, de-
dines in physical health were more common in HMOs than in FFS plans (54% vs
28%; P<.001). In 1 site, mental health outcomes were better (P<.05) for elderly
patients in HMOs relative to FFS but not in 2 other sites. For patients differing in
poverty status, opposite patterns of physical health (P<.05) and for mental health
(P<.001) outcomes were observed across systems; outcomes favored FFS over
HMOs for the poverty group and favored HMOs over FFS for the nonpoverty group.

Conclusions.-During the study period, elderly and poor chronically ill patients
had worse physical health outcomes in HMOs than in FFS systems; mental health
outcomes varied by study site and patient characteristics. Current health care plans
should carefully monitor the health outcomes of these vulnerable subgroups.

JAMA 19w6276:109-1047

ENROLLMENTS in health mainte-
nance organizations (HMOs) have in-
creased nearly 10-fold since 1976, and in
some regions of the country, half of pri-
vately insured Americans are enrolled
in HMOs.M Polies at the state and fed-
eral levels seek to affect a similar shift
for those who are publicly insured, in-
cluding both Medicare and Medicaid.
Congress has signed legislation that will
give Medicare patients strong financial
incentives to enroll in managed care
plans. Yet, as documented in a recent
literature analysis, little is known about
health outcomes in HMOs for the elder-
ly and the poor, who have historically
tended to favor fee-for-service (FFS)
over HMO systems.

The Medical Outcomes Study (MOS)
was fielded to compare 4-year health
outcomes for chronically ill patients
treated in well-establshed HMOs and
FFS plans serving the same 'medical
marketplaces" in 3 cities. To increase
the generalizability of results, adults
with 4 physical conditions (hypertension,
non-insulin-dependent diabetes metlitus
(NIDDMI, recent acute myocardial in-
farction, and congestive heart failure)
and I mental condition (depressive dis-

Fram Th. Hea 0,50. Na EQmW M daii
cMe (sD. wa... o.,,.- r.4 , MS S amf
M, Kosm-). Tuna U1e 1 y s I=ol Medena 10,,
Wa. 5d ThNw). a-d H-.(I0, Soehx or FPb55 Heosh
rD. w.. a-1 Tams). ac,0 Mar
.p0: JIn E. W ar. Pr oTh. iHa hsssse.
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Chronicany Ill Eblony aod Pooa Palientrwae et ao 1039JAMA. October 2.16996Vdl 276. No. 13
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order) were followed. Samplingpatients
with the same diagnoses across systems
of care and measuring them with the
same methods allowed more valid com-
parisons of outcomes across plans. To
better address policy issues, the MOS
oversampled the elderly and the poor.
Focusing on chronically ill patients and
oversampling of the elderly and poor
increased the likelihood of detecting dif-
ferences in health outcomes because
these subgroups account for a dispro-
portionate share of health care expen-
ditures and are, therefore, prime tar-
gets of cost containment

We report here the results of com-
paring changes in physical and mental
health states between FFS and HMO
systems, measured over a 4-year pe-
riod. In contrast to previous MOS re-
ports of outcomes for the average pa-
tient, we focus on outcomes for policy-
relevant subgroups-including patients
aged 65 years and older covered by
Medicare and those near and below the
poverty line. Further, results are re-
ported for patients across all of the
conditions sampled in the MOS and not
just for patients with hypertension and
NIDDM' and mental disorders."

METHODS
The MOS was an observational study

of variations in practice styles and of
outcomes forchronicaly ill adults treated
in staff-model and independent practice
HMOs vs FFS care in large multispe-
cialty groups, small, single-specialty
groups, and solo practices serving the
same areas. Details of the MOS design,
including site selection, sampling, clini-
cian and patient recruitment, and data
collection methods are documented
elsewhere."' To briefly recap the study
design, MOS sites included Boston,
Mass, Chicago, Ill, and Los Angeles,
Calif, which represent 3 of the 4 US
census regions. When sampling began
in 1986 and 1987, these cities included
well-developed HMO and FFS plans,
including 2 of the country's largest
HMOs employing salaried physicians
and 2 of the largest independent prac-
tice association (IPA) networks. In each
city, 5 or 6 practice sites were sampled
from each group practice HMO. The
physician sample included 206 general
internists, 87 family practitioners, 42
cardiologists, 27 endocrinologists, and
65 psychiatrists. In HMOs, patients
treated by 8 nurse practitioners were
also sampled. In addition, patients with
a depressive disorder were sampled
from the practices of 59 clinical psy-
chologists and 9 social workers. Clini-
cians averaged 39.6 years of age; 22%
were female, and 29% were interna-
tional medical graduates.

Patient Sampling and Characterstics

Patients followed up longitudinally
were selected from 28257 adults who
visited an MOS site i 1986; 71.6% agreed
to participate. In 18794 (92.9%) of the
visits, a standardized screening form was
completed both by the MOS clinician
and the patient. Using criteria docu-
mented elsewhere,' clinicians identified
patients with hypertension, NIDDM,
myocardial infarction within the past 6
months, and congestive heart failure.
Patients with depressive disorder were
identified independently in a 2-stage
screen, which included a patient-com-
pleted form and a computer-assisted di-
agnostic interview by telephone' 80%
of those contacted completed this screen-
ing process.

Patients were selected for follow-up
on the basis of diagnosis and participa-
tion in baseline data collection, as docu-
mented in detail elsewhere.' Inclusion
of patients with more than 1 of the 5
conditions, with or without other comor-
bidities, allowed for a more generaliz-
able study. Of the 3589 eligible patients,
2708 (75.5%) completed a baseline as-
sessment. We randomly selected 2225
of these for follow-up, by chronic con-
dition and severity of their disease. A
patient sample of this size was sufficient
to detect clinically and socially relevant
differences in health outcomes, defined
as an average difference of 2 points or
larger on a scale of 0 to 100,' in a com-
parison between HMO and FFS sys-
tems. Specifically, the statistical power
was greater than 80%, with a at the .05
level for a 2-tailed test.

Patients ranged from 18 to 97 years of
age, with a mean just under 58 years. At
baseline, 36.8% were 65 years of age or
older, all but 1 reported being covered
by Medicare. (An additional 144 patients
aged into thin group during the 4-year
follow-up.) A slight majority (54%) were
female. About 22% were at or below
200% of the poverty line; 16% of those
reported being covered by Medicaid.
Three of 10 eligible for Medicare were
also in the poverty group. Three of4 had
completed at least a 12th grade educa-
tion; about I is 5 was nonwhite.

Patients sampled had the following di-
agnoses hypertension (n=13

18
), NIDDM

(n=441), congestive heart failure (n=215),
recent acute myocardial infarction
(n=104), and depressive disorder (n=44

4
).

(These numbers add to more than 2235
because some patients had more than
one condition.)'' As in previous MOS
analyses,' FFS patients followed up in
this study were significantly older (41.9
vs 32.9 years on average) than HMO pa-
tients, were more likely to be female
(62.8% vs 57.8%), and were more likely

to be in the poverty group (25.4% vs
18.1%). The FFS patients followed were
also more likely to have congestive heart
failure (1138% vs 7.3%) and to have had
a recent myocardial infarction (8.9% vs
3.4%). As documented in detail else-
where (MOS unpublished data; see ac-
knowledgment footnote at the end of this
article for availability of all MOS un-
published data), 99% of patients fol-
lowed in both FFS and HMO systems
had I or more comorbid conditions; the
most prevalent conditions were back pain/
sciatica (39% and 37% in FFS and HMO
systems, respectively), musculoskel-
etal complaints (24% and 22%), derma-
titis (17% in each), and varicosities (15%
and 14%).

Longltudlnal Data Collecsion

After screening in the physician's of-
fice and enrollment by telephone inter-
view, each patient was sent a baseline
health survey by mail.'° The baseline
survey was completed, on average, 4
months afterthe patient's screening visit
with an MOS clinician. Four-year follow-
up data were obtained for 1574 of the
2235 patients (70.4% of the longitudinal
cohort). Patients were lost to follow-up
for a variety of reasons including refus-
als and failure to contact (n=661; 29.6%);
137 (6.1%) who died during follow-up
were included in the analysis. Analysis
of initial health status for those lost to
follow-up for reasons other than death
revealed no differences and loss to follow-
up was equally likely in HMO and FFS
systems. However, younger and pov-
erty-stricken patients were more likely
to be lost from both HMO and FFS
systems. All analyses of outcomes ad-
justed for age, poverty status, and other
variables to take into account this po-
tential source of bias (see "Statistical
Analysis").

Health Status Measures
Summary physical and mental health

scales constructed from the Medical
Outcomes Study 36-Item Short-Form
Health Survey (SF-6) were analyzed
(Table 1). These summary measures
capture 82% of the reliable variance in
the 8 SF46 health scores estimated us-
iag the internal-consistency reliability
method.>"" The construction of sum-
mary measures, score reliability and va-
lidity, and normative and other inter-
pretation guidelines are documented
elsewhere."

Changes in health were estimated in
2 ways. First, baseline scores were sub-
tracted from 4-year follow-updscores,
with deaths assigned a follow-up physi-
cal health score of0 (Table 1). Although
these average change scores have the
advantage of reflecting the magnitude

C1. 3r2ocalo y 1 eldery and P0M5 Paemts-Ware et a]1040 JAMA. Cc7.0be, 2. 1996--Val 276, No. 13
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of change in the metric of the scales,
they mask the proportion of patients
with follow-up scores that differed from
those at baseline. Therefore, individual
patients also were classified into3 change
categories: (1) those whose follow-up
score did not change more than would
be expected by chance ('same" group);
(2) those who improved more than would
be expected ("better" group); and
(3) those whose score declined more than
would be expected and those who died
("worse" group) (Table 1). This latter
method has the advantage of combining
health status and mortality without mak-
ing any assumption about the "scale
value" of death. Unlikely to be due to
measurement error, changes large
enough to be labeled better or worse
also have been shown to be relevant in
terms of a wide range of clinical and
social criteria"

Estimates of health outcomes for sor-
vivors only were substantially biased be-
cause deaths were more common among
those with congestive heart failure, aged
66 years and older, and under FFS care;
deaths were less likely for the clinically
depressed group Differences is survival
rates between FFS and HMO systems
were insignificant after adjustment for
baseline patient characteristics. Thus, al-
tersative methods of coding deaths" in
estimating outcomes did not affect com-
parisons between FFS and HMO sys-
tems (MOS unpublished data).

Statlsaical Analysas

The goal of the analysis was to com-
pare HMO and FFS systems of care in
terms of average changes in health sta-
tus and in terms of the percentages of
patients who were better, the same, or
worse at follow-up. These outcomes were
estimated forda patients, and separately
for subgroups differing in age, poverty
status, and initial health. Multivariate
statistical methods were used to adjust
baseline scores so that the HMO and
FFS groups would begin as equal as
possible in terms of demographic and
socioeconomiccharacteristics,studysite,
chronic conditions, disease severity, co-
morbid conditions, initial health status,
and other design variables (Table 2).

Independent regression models were
estimated for physical and mental health
Summary measures, and F tests of sig-
nificance determined whether adjusted
change scores differed, on average, across
HMO and FFS systems. To make sore
that the summary measures did not miss
a difference concentrated in I of the 8
scales, all comparisons between FFS and
HMO systems also were replicated for
each of the 8 SF-S6 scales. Because the
summary measures captured all signifi-
cant differences, results of their analyses
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are reported here. Results for the 8 SF-
3a scales are documented elsewhere(MOS
unpublished data).

Multinominal (polytomous) logistic re-
gression'7 methods were used to com-
pare categorical changes (better, same,
worse) in physical and mental health
across HMO and FFS systems for the
total sample and for the subgroups. Ad-
justed percentages for change catego-
ries were generated with statistical ad-
jastments for the same baseline
characteristics used in linear models
(Table 2). The X' tests of significance
were computed to determine whether
the percentages across change catego-
ries differed between HMO and FFS
systems of care.

Comparisons of outcomes across sys-
tems reported here combine results for
IPA "network" and staff-model HMOs.
As in previous MOSlanalyses,

4
there were

no significant differences in outcomes for
those in IPAs and staff-model HMOs in
any of the analyses performed and there
were no consistent trends suggesting a
difference between IPAsand staff-model
HMOs. However, because only 28% of
prepaid patients weresampled from PAS,
the MOS did not have enough statistical
power to meaningfully compare outcomes
across types of HMOs.

To facilitate interpretation, regression

models were used to estimate adjusted
outcomes for the total sample and for
each subgroup in comparing outcomes be-
tween FFS and HMO systems. Formal
statistical tests forinteractions were per-
formed to determine whetherconclusions
about differences between systems were
the same across subgroups differing in
age (Medicare), poverty status, Medicaid
coverage, and initial health, To test for
differences in outcomes for groups in bet-
teror worse initial health status, patients
were stratified using baseline physical
and mental health measures, both for lin-
earand logistic regression models. Thirds
of the sample were identified based on
whether they were functioning (physi-
cally or mentally) higher, lower, or as
would be expected at baseline, given their
age and medical condition (Table 2).

It keeping with the logic ofan intention-
to-treat analysis, patients were analyzed
according to the system from which they
were sampled. In support of thi decision,
the great majority of patients had been in
their system 4 years or more at the time
of sampling and most who switched did
not do so for another 2 years. Thus, more
than two thirds of those whcoswitched
systems during the 4-year follow-up had
been in the type of system they were
sampled from for 6 or more years before
switching. However, because MOS pa-
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tientb were more likely to switch from an
HMO than from an FFS plan (20% vs
15%;P<.01),estimatesofoutcomescoudd
have been biased. This potential source
of bias was evaluated by comparing rates
of switching within elderly and poverty
subgroups along with average outcomes
for those who did and did not switch. As
docuenentedelsewhere(MOSunpublished
data), the relative probability of switch-
ing from an1 HMO observed within the
elderly and poverty subgroups was com-
parable to that for the total sample. Fur-
ther,baseline scores and average changes
in physical and mental health did not dif-
fersignificantly forthose who did and did
not switch plans within either subgroup
(MOB unpublished data). Thus, conchs-
sions about system differences in health
outcomes are not likely to have been bi-
ased by the intention-to-treat method of
analysis used in this study.

To evaluate whether differences in
rates of loss to follow-up were a source of
bias in comparisons ofoutcomes between
systems, these rates were compared for
the total sample and separately for the
elderly and poverty subgroups. As docu-
mented in detall elsewhere (MOS unpub-
lished data), follow-up rates did not dif-

fer between the 2 system cohorts for the
total sample (71% vs 70% for FFS and
HMO, respectively), among the elderly
(both 74%), or for those in poverty (62%
vs 60%). Baseline physical health scores
for those followed up and lost to follow-
up did not differ between FFS and HMO
cohorts in analyses of the total sample or
for elderly or poverty subgroups. To de-
termine whether those lost and followed
forhealth status outcomes had equal sur-
vival probabilities, survival was moni-
tored for alln studyparticipants for 7 years
after baseline. Survival probabilities did
not differ for those followed up and those
lost to follow-up. As documented in de-
tail elsewhere (MOS unpublished data),
mental health scores for those lost to
follow-up were significantiy (P<.001)
lowerat baseline for both FFS and HMO
cohorts. The same pattern was observed
for elderly and poverty subgroups, with
a significant difference favoring FFS over
HMO for the poverty group (P<.06)
(MOS unpublished data). However, as
documented in the tables cited in the
'Results," adjusted physical and mental
health scores for the follow-up samples
analyzed here did not differ atbaseline in
comparisons between FFS and HMO co-

horts within the total follow-up sample,
the elderly subgroup, or thepovertysub-
group.

To test whether differences in patient
outcomes between FFS and HMO sys-
tems could be explained by the specialty
of their regular physicians, these dif-
ferences were also estimated with sta-
tistical adjustment forphysiian specoal-
ties. Estimates of outcomes for each
system were equivalent with and with-
out adjustment for specialty and are re-
ported here without adjustment.

To facilitate interpretation, all tables
of results include 95% confidence inter-
vals around average change scores and
all differences associated with a chance
probability of .05 or less were consid-
ered statisticallysignificant. Significance
tests were not adjusted formultiple cmrm-
parisons.

Wehypothesized thatthe MOS sample
would score below 60, the norm for the
general population, on both measures at
baseline, and they did. Because there
are good arguments for hypothesizing
better or worse outcomes across HMO
and FFS systems overthe 4-yearfollow-
up period, we used 2-tailed tests of sig-
nificance throughout.

RESULTS

Adjusted physical and mental health
scores were virtually identical at lase-
line for patients sampled from HMO and
FFS systems (Table 3). Inrelationtopub-
lished norms for the US general popula-
tion,' MOS patients scored at the 24th
and 36th percentiles forphysicl and men-
tal health, respectively, indicating sub-
stantially more physical impairment and
emotional distress than experienced by
the great majority of adults. During the
4-year follow-up, average changes is
physical and mental health were indis-
tinguishable between HMOand FFS sys-
tems. Physical bealth scores declined
about 3 points in both systems, lowering
the average pa±ient to the 19th percentile
at follow-up. Mental health improved
slightly in both systems, raising the av-
erage to about the 38th pementile.

The MOS had sufficent statistical
power to detect differences is health
outcomes as small as I to 2 points be-
tween HMO and FFS systems of care.
According to published interpretation
guidelines for the SF-36 Health Sur-
vey, differences of this amount or
smaller are rarely clinically or socially
relevant. Thus, there is a basis fir con-
fidence that an important average dif-
ference in health outcomes between
HMO and FFS systems was not missed.

Analyses of change scores categorized
as better, same, or worse confirmed
these results for physical and mental
health for the average patient. How-
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ever, the categorical analyses called at- tal health than nonelderly at baseline and FFS plans were significantly dif-
tention to substantial variation in out- (P<.0O), nonelderly patients improved ferent from those for the nonelderly
comes. Physical health scores at follow- signiflcantly over time while the elderly (F=2.1, P<.05, and x

0
=

3 5
.
6
, P<.OOI for

up differed (from those at baseline) for did not, physical health; F=1.3, P>.05, and
45% of patients; about 30% declined and Both poverty and nonpoverty groups x-=2

6
.
9
, P<.OI formental health) (Table

15% improved, more than would be ex- declined in physical health (a = -3.6 and 4). Physical health outcomes were, on
pected due to measurement error. The -2.9, respectively), which are not sig- average, more favorable for nonelderly
reverse pattern-improvement more of- nificantly different amounta. Mental patienta in HMOs, while physical health
ten than decline-was observed for men- health improved significantly for non- outcomes were more favorable for.el-
tal health scores (Table 3). poverty patients but did not improve derly patients in FFS.

for those in the poverty group. Although we could say with statisticalVariations In Outcomes for Elderly confidence that the patterns of average
and Poverty Groups Differences In Outcomes by System: change scores were different across HMID

The average adjusted physical decline Elderiy and Nonelderiy and FF6 systems for elderly and nonel-
was greater for elderly than nonelderly Although adjusted baseline scores derlypatients,onlypairwisecomparisons
patients (A=-5.8 vs -1.9; P<.00); 36% were equivalent for elderly and nonel- between categories of changes were sig-
and 26% of elderly and nonelderly pa- derly patients in comparisons between nificant for the elderly (Table 4). The
tients, respectively, scored worse at fol- HMO and FFS systems (Table 4), analysisofchangecategoriesalsorevealed
low-up than at baseline (P<.00) (Table changes in physical and mental health that physical health was much less stable
3). Elderly patients scored higher in men- scores over time for the elderly in HMO over time for elderly patients in HMOs
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compared to those in FFS (37% vs 63%,
respectively, stayed the same; ?'=192,
P<.00t). The elderly treated in HMOs
were nearly twice as likely to decline in
physical health over time (54% vs 28%;
P<.OI) (Table 4). The difference in physi-
cal health outcomes favoring FFS over
HMOs was statistically significant for el-
deriy patients regardless of their initial
health (MOS unpublished data). Physical
health outcomes favoring FFS over
HMOs for the elderly were also apparent
in all 3 study sites (MOS unpublished
data).

Average changes in mental health for
elderly and nonelderly patients did not
favor 1 system over the other (P>.05).
However, analyses of mental health
change categories for elderly patients
favored HMOs over FFS; the elderly
were twice as likely to improve in an
HMO (26% vs 13% for FFS; X=7.1,
P<.03). This result was due entirely to
the better performance of HMOs in I
study site. A formal test for a statistical
interaction between plan and site re-
vealed that mental health outcomes in

HMOs differed significantly across the
three sites (F =2.44, P<.01).

Dtfferences In Outcomes of Poverty
and Nonpoverty Groups by System

As shown in Table 5, comparisons of
physical and mental health outcomes
aSrOss HMO and FFS systems produced
different patterns of results for poverty
and nonpoverty groups (F=2.7, P<.01,
and X)= 242, P<.02 for physical health;
F=42, P<.00, and xt=

23
.0, P<.03 for

mental health). Only the pairwise com-
parisons between HMO and FFS sys-
tems for poor patients who were in ill
health atbaseline were significant (Table
6). Those is HMOs experienced an av-
erage decline of -2.0 in physical health;
those is FFS improved 5.4 points, on
average (P<.OOl). Comparison of cat-
egorial changes for poor patients in ini-
tias ill health also favored FFS plans,
with 57% scoring better at follow-up in
FFS versus 22% in HMOs (x1=10.2,
P<.006).

To determine whether Medicaid sta-
tus accounted for differences observed

in outcomes for the poor, HMO and FFS
systems were compared among Medic-
aid patients (n=216). Medicaid patients
in HMOs did not differ from Medicaid
patients in FFS plans is health status at
baseline or in health outcomes, as docu-
mented elsewhere (MOS unpublished
data), and there were no noteworthy
trends. However, because of the rela-
tively small sample of Medicaid patients,
the MOS did not have sufficient pred-
sion to rule out an important difference
among Medicaid patients favoring ei-
ther system.

COMMENT
UmItations

Limitations of the MOS have been
discussed extensively,"'" but some limi-
tations and potential sources of bias war-
rant special emphasis here. Analyses of
4-year health outcomes have been a long
time coming because of the many meth-
odological challenges faced by the MOS.
Do results apply to current health care?
If cost-containment pressures have in-

1Chosmsrly Is) ldes"y and Poo, Pateots-Wwo et a01044 JAMA. Octobw 2.1996 --- Vol 276, No. 13
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creased since MOS data collection ended
in the early 1990s, high-risk patient
groups may be at an even greater risk
today. If information systems for moni-
toring and improving the quality of care
ae better now and if health promotion
and disease prevention initiatives are
more successful in HMOs, MOS results
may not apply to current health care.

The MOS was not a randomized trial;
such trials are rare in health care policy
research." Although quasi-experimen-
tal methods' achieved equivalent aver-
age baseline health status scores for
nearly all pairwise comparisons between
FFS and HMO systems of care, unmea-
sured risk factors could have bhised es-
timates of differences mn outcomes. Fur-
ther, differences in outcomes that
occurred 'on the watch" of the FFS and
HMO systems are not necessarily their
csponsibility. Structural and process
differences in care beyond their control,
such as arrangements for home health
and long-term care, may account in part
for MOS findings.

The MOS monitored outcomes in only
3 large urban cities; results should not
be generalized to HMO or FFS plans in
other cities or rural areas. Although the
MOS reprsented 5 chronic conditions
and many patients had comorbid condi-
tions such as angina, back pain/sciatica,
lung disease, and osteoarthritis, these
patients do not necessarily represent
other conditions or results of care pro-
vided by other medical specialties. Al
patients had a regular source of care.
All patients were being actively treated
when the MOS began, and only three
fourths who agreed to participate were
followed up longitudinally.

Two potential sources of bias in esti-
mates of health outcomes-plan switch-
ing and loss to follow-up-were system-
atically studied. Patient loss to follow-
up is an unlikely source of bias in
comparisons of outcomes between sys-
tems because adjusted physical health
scores at baseline did not differ between
FFS and HMO cohorts followed within
the total sample or for elderly or pov-
erty subgroups (Tables 3 through 5).
Further, all study participants were fol-
lowed up through 1993 to determine their
survival.' Seven years after baseline,
those included and not included in this
4-year analysis were equally likely to
have survived (MOS unpublished data).

Two of 10 HMO patients switched to
an FFS plan by the end of the 4-year
follow-up. Comparisons between sys-
tems could have been biased had these
rates differed within elderly or poverty
subgroups or had switchers experienced
different outcomes than nonswitchers.
However, rates of switching did not dif-
fer for elderly or poverty subgroups,
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and system differences in physical and
mental health outcomes were indistin-
guishable for those who stayed in the
same system, in comparison with those
who switched (MOS unpublished data).
Thus, it is unlikely that conclusions about
system differences in outcomes were bi-
ased by switching. Because more than
two thirds of patients who switched sys-
tems during the follow-up period had
been in their system at least 6 years
before switching, we adhered to the logic
of intent to treat and analyzed patients
according to the systems from which
they were sampled. The finding that
MOS patients were significantly more
likely to switch from an HMO than to an
HMO (20% vs i5%; 

2
=72, P<.01) is

surprisinggiven that most MOS patients
were aged 60 years or older, all were
chronically ill, and financial incentives
were beginningto favor HMOs over FFS
duringtheMOS. Thedynanmicsof switch-
ing and their implications for monitor-
ingeurrent health outcomes warrant fur-
ther dtudy.

Although the MOS achieved the de-
sired statistical precision for overall
HMO vs FFS comparisons, confidence
intervals were too large for meaningful
interpretation of some comparisons that
yielded insignificant differences in out-
comes. Examples include comparisons
between IPAs, the fastest growing form
of HMO, and staff-model HMOs; Med-
icaid and non-Medicaid groups could not
be compared with precision, and com-
parisons between plans within sites were
relatively imprecise, although the dif-
ference in I site was large enough to
reach significance. (This difference would
not have been significant with an ad-
justment for multiple comparisons.) For
many comparisons, the MOS cannot rule
out large differences in outcomes in ei-
ther direction.

Interprtataion of Results
The success of HMOs in reducing

health cam utilization has been docu-
mented in numerous studies.

4
' With few

exceptions, the best-designed and most
recent studies show that HMOs achieve
lower hospital admission rates, shorter
hospital stays, rely on fewer subspecial-
isnt, and make less use of expensive tech-
nologies. Results from FFS-HMO com-
parisons of utilization rates in the MOSly
are consistent with previous studies, and
extend that evidence to the population
of adults with chronic conditions, for
whom health outcomes are reported
here. Rarely have the same studies ad-
dressed health outcomes.WZ'

Results from the MOS lead us to sev-
eral conclusions about health outcomes
for the chronically ill adults who were
treated in HMO and FFS systems of

care during the years of the MOS. First,
similarities in health outcomes between
systems previously reported' for the av-
erage MOS patient with hypertension
or NIDDM do not appear to hold for
elderly patients covered by Medicare or
for those in poverty. Elderly patients
sampled from an HMO were more likely
(than those sampled from an FFS plan)
to have a poor physical health outcome
in all 3 sites studied. Second, patients in
the poverty group and particularly those
most physically limited appear to be at
a greater risk of a decline in health in an
HMO than similar patients in an FFS
plan. Finally, MOS results suggest the
need for caution in generalizing conclu-
sions about outcomes across study zitos.
Mental health outcomes for Medicare
patients differed significantly across
HMOs, suggesting that their perfor-
mance relative to FFS plans may de-
pend on site.

Previous studiesn" that found no dif-
ferences in health outcomes between
FFS and HMO plans followed patients
for only 1 year. Were these studies too
brief to draw conclusions about health
outcomes? Supporting this explanation,
significant differences in health outcomes
observed between the FFS and HMO
systems after 4 years of follow-up in the
MOS were not statistically significant
after 1 year. The importance of a longer
follow-up is underscored by the obser-
vation that the 4-year statistical models
reported here explained twice as much
of the variance in patient outcomes as
did the same models in analyses of
1- and 2-year outcomes (MOS unpub-
lished data). Thus, follow-up periods
longer than 1 year may be required to
detectdifferencesinoutcomesforgroups
differing in chronic condition, age, in-
come, and across different health care
systems.

Future Outcomes Studies
Our results raise many questions that

the MOS was not designed to address.
What are the "clinical" correlates of
changes in patient-assessed functional
health and well-being? What can health
care plans do to improve outcomes, and
what specific treatments have been
linked to physical and mental health out-
comes as measured by the SF-36 Health
Survey? Adverse medical events were
too rare for meaningful comparison be-
tween plans in the MOS and were moni-
tored only during the first 2 years of
follow-up.' However, these eventssere
significantly related to health outcomes,
as hypothesized. Declines in SF4-6 physi-
cal health scores were significantly more
likely among patiento who experienced
a new myocardial infarction, weight loss
sufficient to warrant a physician visit,
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and chest pain sufficient to require hos-
pitalization (MOS unpublished data).
These preliminary MOS results are con-
sistent with published studies that have
linked SF-36 health scores to disease
severity and to treatment response, in-
cluding severity of soft-tissue injuries-
and changes in hematocrit amongchronic
dialysis patients The SF-36 studies of
outcomes have also linked treatment to
outcomes including drug treatment for
depression among the elderly~n total
knee replacement,n7 heart valve re-
placement surgery~i use of aerosol in-
halers in treating asthmas, intermit-
tent vs maintenance drug therapy for
duodenal ulcer," elective hip arthro-
plastyi elective coronary revascular-
izationa and various other elective sur-
gical procedures.' Three dozen such
studies using the SF-S6 are cited else-
where.n Identification of the clinical
correlates of changes in physical and
mental health status warrants high pri-
ority in outcomes and effectiveness re-
search."

Future studies should address
whether variations in the quality of care
explain differences in outcomes across
systems. The MOS patients in HMOs
reported fewer financial barriers and
better coordination of services in com-
parisons with equivalent FFS pa-
tients.'z Analyses of primary care qusl-
ity criteria indicated that those in FFS
systems experienced shorter treatment
queues and better comprehensiveness
and continuityofeare and rated the qual-
ity of their care more favorablyms Do
such variations in process account for
differences in outcomes? Practice-level
analyses in progress have linked scores
for primary care process indicators' to
4-year health outcomes, as defined here,
supporting this hypothesis. These and
other asosociatios warrant further study
to determine which practice styles and
specific treatments are most likely to
improve health outcomes. Because many
of the structural and process indicators
being relied on to evaluate the quality of
current health care have not been shown
to predict outcomes, targeted monitor-
ing efforts are required to discern health
outcomes.

The MOS has demonstrated the fea-
sibility and usefulness of readily avail-
able patient-based assessment tools,
such as the SF-I6 Health Survey, in
monitoring outcomes across diverse pa-
tient populations and practice settings.
The SF-36 summary measures of physi-
cai and mental health reduce the num-
ber of comparisons necessary to moni-
tor outcomes while retaining the option
of analyzing the S-scale SF-36 health
profile on which they are based. The
reporting of results in change catego-

ries in terms of better, same, and worse
may simplify the reporting of outeomes
to diverse audiences and may make re-
sults easier for them to understand. More
practical data collection and processing
systems-under development-and ad-
vances in understanding of the specific
treatments that improve health scores
the most and the clinical and social rel-
evance of those improvements will in-
crease their usefulness in improving pa-
tient outcomes."

Policy Impllcations
The MOS results reported hem and

previously' for the average chronically
ill patient constitute good news for those
who consider HMOs as a solution to rio-
ing health care costs. Outcomes were
equivalent for the average patient be-
cause those who were younger, rela-
tively healthy, and relatively well-off
financially did at least as well in HMO0
as in the FFS plans. However, our re-
sults sound a cautionary note to policy-
makers who expect overall experience
to date with HMOs to generalize to spe-
cific subgroups, such as Medicare ben-
eficiaries or the poor. Patients who were
elderly and poor were more than twice
as likely to decline in health in an HMO
than in an FFS plan (68% declined in
physical health in an HMO vs 27% for
FFS; P<.00I) (MOS unpublished data). -
An implication for future evaluations of
changes in health care policies is that
high-risk groups, including the elderly
and poor who are chronically ill, should
be oversampled when outcomes are
monitored to achieve the statistical pre-
cision necessary to rule out harmful
health effects.

Medicaid coverage did not explain the
differences in physical or mental health
outcomes observed for the poor in MOS
comparisons between FFS and HMO
systems. Only I in 5 poor were covered
under Medicaid. Further, when out-
comes for MOS patients covered and
not covered under Medicaid were com-
pared, there were no significant differ-
ences between FFS and HMO plans and
there were no noteworthy trends (MOS
unpublished data). Poverty status, as
opposed to Medicaid beneficiary status,
was the better marker of risk of a poor
health outcome in an HMO. This is not
a new finding. The Health Insurance
Experiment also observed that some
health outcomes were less favorable over
a 5-year follow-up for low-income pa-
tients in poor health in I HMO com-
pared with equivalent patients under
FFS care."

Final Comment

In this article, the MOS has docu-
mented variations in health outcomes

for chronically ill patients that cannot
be explained in terms of measurement
error. Forelderly Medicare patients and
for poor patients, variations in outcomes
during a 4-year period extending
through 1990 were linked to FFS and
HMO systems of care (the latter were
predominantly staff-model HMOs).
Other explanatory factors included prac-
tice site, suggesting that health out-
comes should be monitored on an ongo-
ing basis, by particular HMO and by
marketplace. Outcomes did not differ
across systems for those covered under
Medicaid and could not be explained in
terms of the specialty training of phy-
sicians. The contrast between results
reported here for high-risk patients vs
results reported previously for the
average patient' underscore the hazard
in generalizing about outcomes on the
basis of averages. This is why quality
improvement initiatives focus on var-
iations rather than only on usual per-
formance.a: Patient-based assessments
of outcomes are likely to add signifi-
cantly to the evidence used in informing
the public and policymakera regarding
which health care plans perform best-
not just in terms of price, but in overall
quality and effectiveness.
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Quality
Special Needs Population

Patricia MacTaggart
July 15, 1997

Value-based, beneficiary-centered purchasing:
* access
* accountability
* quality services
* afford ability
* enrollee satisfaction
* responsive to individual health needs

Federal-state partnership:
* communication
* coordination
* collaboration

Evaluating services:
* point of view of the beneficiary
* standardized performance measures for provider feedback

and quality improvement-

Approach:
* defining where we want to go
* completing an inventory of what is currently being done/not done
* how the pieces fit
* how organizationally make it work

Components of value-based, beneficiary-centered purchasing quality strategy:
* who are we purchasing for: eligibility, outreach, enrollment
* who to contract with: purchasing tools
* what to contract for
* where and when to contract: contractor specifications
* how to monitor: quality oversight system

Priority: developing and implementing a Medicaid value-based, beneficiary-centered
purchasing strategy
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TOOLS USED

Contracting Options:

Monitoring Tools:

selective contracting - centers of excellence

performance measurement

CAHPS: consumer assessment accessibility,
waiting times, ease in seeing one's
chosen physician, courtesy

HEDIS: MHJCD, pediatric networks, dental,
asthma, beta blockers, low-birth
weight babies and AIDS in testing,
provider credentialing

External Quality Assurance Reviews: focus
studies and medical record reviews

QARI

Grievance/complaint monitoring

Consumer advocates at local level

Performance based contracts: special provisions
for special populations (ADA)

Enrollee Education

Issues. Barriers: Limited FFS data/infomnation - no baseline

MHICD state of art of performance measurement

Chronic care: variable community standards
Medicaid coverage issues



THE STATE OF THE STATES

TUESDAY, JULY 22, 1997

U.S. SENATE,
SPECIAL CoMMrIrEE ON AGING,

Washington, DC.
The forum met, pursuant to notice, at 9:30 a.m., in the Dirksen

Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
low, presiding.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN
Ms. CHRISTENSEN. Good morning. I am Susan Christensen, a fel-

low with the Aging Committee. I would also like to introduce Hope
Hegstrom and LaVita Westbrook from our staff, and Ken Cohen
from Senator Breaux's staff. Is there anybody else from Senator
Breaux's staff? [No response.]

This series of forums developed after the Committee had a hear-
ing about people with chronic conditions who are dually eligible for
Medicaid and Medicare. The issues we encountered as we worked
on that hearing could be divided in many ways. We divided them
roughly into four main themes which are the topics of these four
forums.

At the first forum, we got a picture of what it means to be a per-
son with special needs. The theme of the second forum was the
ability of the current managed care industry to deliver health chre
effectively to individuals with a wide variety of specialized needs.
The forum last week addressed quality and outcome measures.

Today we have five people to help us look at the process of State
contracting for systems of care for their Medicaid populations, espe-
cially beneficiaries who have special needs-we are hoping we are
going to have five people.

Our panelists will each give a short presentation, and then we'll
have time for questions and discussion. Keep track of your ques-
tions, and we'll have time for them after the presentations.

Ultimately, the Committee plans to publish the information gen-
erated by these forums and make it available to Congress and the
public.

At this time, the Committee would like to thank Bill Scanlon
from GAO and his staff, Sally Kaplan and Kathy Allen for their as-
sistance in all of these forums, helping us to articulate our concept
and coordinate these presentations.

Once again, I have to thank LaVita Westbrook, who is the orga-
nizer of all the details; without her, these forums would not hap-
pen.
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Our first panelist is Bill Scanlon, who is Director of the Health
Financing and Systems Issue Area at the U.S. General Accounting
Office, or GAO. He has been engaged in health services research
since 1975. Before joining GAO in 1993, Dr. Scanlon was co-Direc-
tor of the Center for Health Policy Studies and an associate profes-
sor in the Department of Family Medicine at Georgetown Univer-
sity. His research has focused in particular on the Medicare and
Medicaid programs, especially provider payment policies, and the
provision and financing of long-term care services.

Jane Horvath is Director of Special Projects for the National
Academy for State Health Policy, where she oversees the Academy
Medicaid Managed Care Resource Center activities and staff. She
recently developed the 1997 edition of "Medicaid Managed Care:
The State of the Art," a guide for States which examines Medicaid
managed care quality issues as they affect low-income mothers and
children and children in foster care. Ms. Horvath also recently com-
pleted a 50-State survey and study of State regulation and over-
sight of prepaid managed care entities entitled, "Emerging Chal-
lenges in State Regulation of Managed Care."

Barbara Shipnuck is Deputy Secretary for Health Care Policy,
Finance and Regulation in Maryland and was appointed in Janu-
ary 1996. She oversees the Maryland Medicaid System.

Stephen Somers established the Center for Health Care Strate-
gies, Inc., a nonprofit organization affiliated with Princeton Univer-
sity's Woodrow Wilson School of Public and International Affairs.
Dr. Somers is also Director of the Robert Wood Johnson Founda-
tion's Medicaid Managed Care Program, an initiative designed to
make managed care work, especially for Medicaid beneficiaries
with chronic health and social problems. Previously, he was Associ-
ate Vice President at the Robert Wood Johnson Foundation.

Peggy Bartels is Director of the Wisconsin Medicaid Program's
Bureau of Health Care Financing, Division of Health. In this capac-
ity, she is responsible for all aspects of administration of the Medic-
aid Program in the State of Wisconsin. Ms. Bartels also manages
the Wisconsin Medicaid HMO program which has been regarded as
one of the top programs in the country and will serve 230,000
AFDC eligibles by early 1997. Previously, Ms. Bartels was an asso-
ciate at Broyderick and Associates and Deputy Director of the Wis-
consin Medicaid Program.

Thank you all for coming today. We appreciate that you have
taken the time and effort to be with us.

I'm going to turn this over to Bill, and I think we'll go right down
the table. Thank you.

STATEMENT OF WILLIAM J. SCANLON, DIRECTOR, HEALTH FI-
NANCING AND SYSTEMS ISSUE AREA, U.S. GENERAL AC-
COUNTING OFFICE, WASHINGTON, DC
Mr. SCANLON. Thank you very much, Susan. It has been a pleas-

ure and privilege for us to be participants in this series, and we
want to commend the Aging Committee's majority and minority
staffs for putting together this series on a very important topic, and
doingit in such a thorough and comprehensive way.

ink that, having been at all four forums, I have the ability
to provide a little continuity in this series, and I would like to talk
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a little bit about some of the issues that we have heard repeatedly
over the course of these three and now this fourth session.

One important theme that has emerged is the issue of the readi-
ness of all of us to be able to provide managed care for people with
special needs. It is a source of concern, but while it is a source of
concern, at the same time, I think we have not talked about the
issue of how important or how beneficial it might be able to provide
managed care for people with special needs. I think this is because
we recognize from a State perspective, with Medicaid programs
having about one-third of the beneficiaries being either elderly or
disabled, yet they account for about two-thirds of the spending,
that the prospect of managed care as a means of controlling the
growth of spending is a very positive situation.

From the beneficiaries' perspective, in the first session particu-
larly, we heard about the incredibly complex and expensive needs
of individuals with special needs. The idea of individuals whose ca-
pacity has been so compromised by different conditions, difficulty
in navigating the fee-for-service system makes it obvious that their
potential for benefiting from good management of care is something
that we would like to be able to provide to them.

At the same time, while we can see some of the advantages, we
can see where we have a fair amount of pessimism about our abil-
ity to actually implement managed care for people with special
needs, primarily based on our inexperience-inexperience on the
part of virtually all the major players.

In the industry itself, HMOs have typically been dealing with a
working-age population that generally does not have the very sig-
nificant and complex needs of the populations that we have been
talking about.

States have largely not been using managed care for their dis-
abled populations. As we indicated in our review last year, there
were 17 States that had implemented any form of capitated man-
aged care for persons with special needs. Only 6 of those had man-
datory programs, and only one of those had more than 3 years'
worth of experience.

We also think there has been a lack of support or experience on
the part of the policy analysis community. We, the people that I
work with all the time and my colleagues before I joined GAO,
have provided the kind of information that would be helpful to
States and managed care or anizations in terms of planning a pro-
gram for people with special needs. Things like how to design net-
works that really need to rely on specialists, how to deal with the
risk adjustment issue in plan payments, and how to deal with ap-
propriate oversight to ensure that there is the right kind of quality
of care that is being delivered and paid for.

That pessimism, though, I think needs to be taken with the ap-
propriate perspective. If we are going to build knowledge, we are
going to need to build it through experience, and I think we can

ave an experience that is satisfactory if we do it in a way that
we emphasize flexibility, we emphasize tailoring the programs for
the populations that we want to service, and if we remain attentive
to what is happening in the programs that we are undertaking.

There are five areas that I would like to emphasize. Some of
them, we have touched on in the other sessions, and others I think
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are appropriate to bring to this final session and should be ad-
dressed as we think about managed care for populations with spe-
cial needs.

The first of these is that the design or structure of these pro-
grams should probably be a negotiated design. As we have talked
to people in the States, both State officials and representatives of
persons with special needs, it is clear that there is no "right" an-
swer to many questions, such as how do you structure a network
of specialists, what kinds of rules of access do you have for special-
ists, what definition should you use in terms of what is a medically
necessary service, what are the boundaries between what a man-
aged care organization is supposed to provide and the other serv-
ices a person may need that Medicaid may fund or that other
sources may be funding. Since there is no right answer, you need
to come to an agreeable answer and an answer that you recognize
the necessity to adjust over time as your experience dictates.

A second important area is how you go about enrollment. I think
a major aspect of this issue is that there be a fairly generous policy
of allowing people to opt out when it is inappropriate for them to
move into a managed care situation. It could be because of their
family circumstances, their condition; it could be because of the ge-
ographic location. There is not going to be a managed care organi-
zation that is going to be able to serve everybody with special
needs in every location they necessarily live in, and it may be that
we then need to rely on fee-for-service, or fee-for-service with some
type of assistance in the form of case management to serve individ-
uals in those circumstances.

It is also important to the enrollment process that we provide in-
dividuals with adequate information about what managed care en-
tails, how they are going to get services, how they are able to voice
complaints about their services if they are not receiving the nec-
essary services.

It is also important that we provide for continuity of care. I think
we talked about this in the second session. It is a critical issue that
people who have special needs have existing relationships with pro-
viders, and to move them into a managed care organization with
potentially a different network of providers, steps must be taken so
that the care that they are receiving is not interrupted. It may be
fine for many of us to join a managed care organization and to not
make contact for a month or 2 months or even longer, but it is not
as often the case that it is acceptable for persons with special needs
to have a gap in the services that are available to them.

A third area is the issue of providing assistance with access.
Case management is an obvious service that individuals with com-
plex and expensive needs may benefit from in terms of navigating
the myriad number of providers that they are going to need to see.
We noted in the second session that most Medicaid contracts, in
the review of contracts that was done by George Washington Uni-
versity, did not explicitly address case management. If you don't
address it in your contract, you are not going to be able to hold
plans accountable for providing it.

There is also the proverbial question with case management,
which is to whom is the case manager accountable. We used to talk
about case management in terms of fee-for-service as being the
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gatekeeper, and we also wondered what were the incentives for this
case manager to really be an effective gatekeeper. Now that we
have created an incentive through capitation for the organization
to in some sense be the gatekeeper, and we are asking the organi-
zation to hire a case manager to advocate for access to patients, the
question is who is that case manager going to be accountable to-
the organization or the patient. There is a tension there, and it is
not clear how the incentives work out.

Besides a case manager for individuals, there is also the issue of
ombudsmen and grievance appeal procedures that exist within
managed care organizations. Each of these needs to be emphasized,
and the awareness of the information about these procedures needs
to be widely disseminated so that individuals have the knowledge
to know how they can address concerns or complaints about their
services.

The fourth area that I think is important is the issue of stratified
oversight. What we are talking about with people with special
needs is a very, very small segment of the population. To look at
managed care organizations' performance in terms of medical re-
views and analyses of encounter data, satisfaction surveys, and
looking at that through a random sample is not going to capture
enough of the individuals with special needs to be able to know
whether those individuals are being well-served. We need to have
special samples of those kinds of individuals.

The last area that I think is important is that we need to be con-
cerned about how we pay our managed care organizations. Pure
capitation creates the strongest incentives to control the use of
services and to profit from not delivering services. Since we are not
certain about what is the appropriate level of services, it may be
much better to think about dampening the incentive for
underservice by establishing limits on the amount of profit that or-
ganizations can make from serving persons with special needs as
well as protecting those organizations from the adverse selection
that may occur w en too many individuals with special needs join
their organization and the cost of serving them exceeds the capita-
tion payments.

We need to do all of these things, and it is important that we
learn from all of these things. It is an expensive thing to tailor a
program and to be attentive to how well it is working. What we are
hoping is that in the future, we will have a much better knowledge
base as to what works and what does not work, so that we can de-
sign programs that have more structure to them than we can
today, but we can still have confidence that they are going to oper-
ate effectively.

Thank you.
Ms. CHRISTENSEN. Thank you, Bill.
Welcome, Barbara.
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STATEMENT OF BARBARA SHIPNUCK, DEPUTY SECRETARY
FOR HEALTH CARE POLICY, FINANCE AND REGULATION,
STATE OF MARYLAND DEPARTMENT OF HEALTH AND MEN-
TAL HYGIENE, BALTIMORE, MD

Ms. SHIPNUCK. Good morning. I am Barbara Shipnuck. I am the
Deputy Secretary for Health Care Policy, Finance and Regulation
for the State of Maryland, and we are the newest 1115 to come on
line.

Unlike some States, we chose to go statewide and to include both
our disabled and traditional moms' and children's welfare popu-
lation in our demonstration project. The demonstration's official
start date was on June 2; our first day of capitation and services
was July 1. As of yesterday, of the 330,000 people we plan to enroll
in the 5-month rollout phase between June and November, we had
89,000 individuals enrolled.

The guiding principles behind the development of Maryland's
1115 waiver application and the program we designed was to place
our Medicaid recipients into what we call a "medical home"; this
was the guiding principle of our secretary, Marty Wasserman,
whom some of you know from his background as a local health offi-
cer and his presence in many of the national associations. So he
was determined that not only would we create a medical home for
these individuals and, as Mr. Scanlon pointed out, that's one of the
areas where you particularly have to pay attention if you are deal-
ing with special needs populations-ut he was also determined
that we combine the Medicaid impetus and the financing concerns
that we all share with the health paradigms that often are
overlooked when you try to roll into just a Medicaid managed care
program without the tie-ins to the milestones that your State is
facing and the targets for the year 2000 without reassessing what
your strengths and weaknesses are and without working very
closely with your public health comrades in your department or
your State structure.

In Maryland, we may be unique in terms of the way our depart-
ment is structured, because our public health and Medicaid are
under one department, and yet our eligibility and human resources
and environmental health are in a separate department. So we
tend to have basically two branches in the department that the
Secretary supervises, and those are the Medicaid and the public
health sides. So there was a tremendous amount of linkage and col-
laboration as we went through the process at the department.

But what Maryland did, which we are very proud of, and it is
now being held up as a model for States that are beginning to
enter the arena, was to have a very, very extensive public process
in the development of our program from the very, very beginning.
So, unlike some States where the State itself designed the program
and then took it out for review or submitted it to HCFA and then
got the public comments, Maryland worked with the various con-
stituencies from the very beginning.

So during 1995, there was a committee that continued to grow
because different constituencies, advocacy groups, individuals, and
legislators wanted to participate, and at the final count, there were
132 individuals on this committee who reviewed the various pro-
posals and steps for what kind of waiver application the State of
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Maryland ought to submit that would be specific to the kinds of
needs of the population the concerns we had, and our desire to
have it cover a variety of populations.

The target milestone dates I would just point out to you because
in the end, we had a very quick process, although in the beginning
we had a very extensive public process. Throughout 1995, we had
meetings throughout the State of Maryland discussing various pro-
posals and ideas for a waiver. In May 1996, following legislative ac-
tion which approved the department implementing the waiver as
designed in this extensive public hearing process, a waiver applica-
tion was submitted to HCFA. In December 1996, the State of Mary-
land developed the regulations and took them through the legisla-
tive process.

Mr. Scanlon alludes to the fact that all of the protections that
you want for your population should be in the contracts that you
have with your managed care organizations. If you want case man-
agement, that needs to be in the contracts. Maryland's is a little
different system from most of the other States. Everything we want
to hold people accountable for has got to be in absolutely publicly
discussed and publicly adopted regulations. So our contracts tend
to be much shorter and safer than a lot of other States, because
our contracts reference everything in the regulations. So that for
Maryland, if you were to look at what we are requiring and how
we hold people accountable, you need to ask for our regulations
rather than just the short contract document between the State
and the managed care organization, and the managed care organi-
zations are responsible for everything in the regulations.

We went through the regulatory process last summer, and in Oc-
tober, we had our waiver application approved by HCFA, so that
we were able to begin to move forward. We chose June 2 as our
beginning enrollment date. That gave us about 6 months to go
through the process of reviewing managed care organizations, mak-
ing certain they met all of the requirements of the regulations, and
to begin their service provision on July 1.

At the time we began on June 2, we had six approved managed
care organizations; today, we have eight. Maryland again is a
slightly different process than some other States. One, we did not
do competitive bids because we wanted to protect the historic rela-
tionships of providers, and we did not want to see any historic pro-
viders excluded from the process by having losing bidders versus
winning bidders, and so therefore some of the provider networks
excluded.

Second, the department was actually granted a unique authority
so that where an historic provider is unable by his or her own abil-
ity to obtain a contract with a managed care organization, the de-
partment actually has the authority to assign that provider to a
managed care organization. Because our emphasis and concern was
on continuity of patient relationship and continuity of care, we
wanted to be certain that our recipients could continue to choose
their provider and the organization that provider belonged to.

We went through a very extensive process of holding our man-
aged care organizations accountable, of having the rates be publicly
known, and any organization willing to accept the State's capita-
tion rate and meeting all the requirements in the regulations was
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certified to participate in the program. So we didn't have an open
and shut window, and we continue to review applications as they
come in.

Following the extensive public input process that I described and
the various advisory groups that were formed to go through that,
as we have now started the implementation phase, we have made
that as much of a public process. The Medicaid advisory committee
includes five legislators among its membership of 25; the various
advocacy groups are represented, and in addition to that, we have
continuing and constant working groups that meet to talk about
the various aspects of implementation. We have a Special Needs
Advisory Council for the children whom we are most concerned
about in our target population for discussions today, to make cer-
tain they have the access that is promised and that we want to
hold the managed care organizations accountable for. We have
groups that meet on data, we have groups that meet on-I met yes-
terday with all of the federally qualified health centers in the State
of Maryland to discuss their various concerns about meeting the
needs of their constituencies and some of the enabling services that
they want to be certain are provided.

So we continue to monitor the implementation to make sure that
the promise of Health Choice is carried through, and we do that
in conjunction, as I said, with our public health colleagues to make
certain that we keep in mind all of the various issues for improving
the health status of the communities that we serve, because to do
a demonstration project just for the sake of saving money or just
for the sake of proving that a State can in fact manage with a man-
aged care system their Medicaid population was not the goal of the
State of Maryland. We want a better health outcome for the recipi-
ents that we move into managed care.

We think many of the Medicaid population, including those folks
in Medicaid who have special needs, have if anything been under-
served in the past, whether it has been in Medicaid fee-for-service,
whether it is has been in Medicaid primary care case management
which we have in Maryland, or whether it has been through tradi-
tional HMO capitation, because they don't come in to seek the pre-
ventive care, they don't come in for the ongoing checkups, whether
it is for a special condition, whether it is for prevention, or whether
it is for immunization. So we have written all of those in as re-
quirements and goals in our system.

We have also paid special attention to how we have designed our
mental health system. We pay special attention to how we work
with our AIDS administration in the protections and services for
people with AIDS. We have worked closely with our Alcohol and
Drug Administration and with our local health officers. Those are
all organizations that are on the public health side of our depart-
ment.

So to move on to the heart of today's discussion how we have
worked with special needs population in the design and now the
implementation of Health Choice we started by clearly defining
seven special needs populations that would require special atten-
tion and special services by any and all of our managed care orga-
nizations, including case management. Mr. Scanlon mentioned
those needed to be referred to in the contract. Those are clearly de-
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fined by us in our regulations, so there is no equivocating about
whether you have responsibility for case management for special
needs populations in Maryland.

The seven populations that we defined were: the physically dis-
abled; pregnant and post partum women; people diagnosed with
HIV/AIDS; children with special health care needs; the devel-
opmentally disabled; the homeless, and persons in need of sub-
stance abuse treatment. So all of those populations are called out
for additional services and responsibilities to the managed care or-
ganization.

Our approach to ensuring quality medical care for these special
needs populations has several components to it. The first is around
the way in which we do capitation. As you all know, often, man-
aged care organizations claim that they cannot afford to take care
of people with special needs because of the way capitation is de-
fined, and so they self-select or they cause people to disenroll. That
was actually the experience in Maryland in our voluntary program
where our managed care organization and an individual could
disenroll-a managed care organization could urge an individual to
disenroll. Currently in Maryland, an individual selects a managed
care organization, and that managed care organization must accept
the patient. They have no right to refuse someone because of their
prior physical condition or their known medical history.

What we have tried to do to make that feasible across our MCOs
is that we have built into our capitations the cost of care based on
previous medical history. So we actually have two sets of capitation
rates. Where we do not have a medical history for an individual,
we base the capitation on age, gender, eligibility categories-so
there is a difference between SSI and other eligibility categories-
and for the city of Baltimore, we have a geographic adjuster be-
cause the cost of care is higher. For those individuals-and cur-
rently that is more than one-third of our population and will grow
over time as we have experience-for more than one-third of our
population, we use ambulatory care groupings, which was designed
b Professor Jonathan Weiner at Johns Hopkins School of Public
Health, someone whom we are familiar with and have been able to
work closely with, and that rate adjustment is based on what the
expected use of care is for a specific individual. So that when that
individual chooses a managed care organization, the dollars that
should be able to support that individual's medical care go to that
organization. It is a way of making certain that more dollars flow
to an organization taking care of people with greater health care
needs than to one that does not. We have done that.

In addition, we did design a stop-loss program to make it feasible
for managed care organizations to take care of individuals even at
the early part of the program. I would be happy if we have time
at the end to go into this a little bit more extensively, because I
know our time is limited for presentations.

Our managed care organizations must provide the full range of
medically necessary services, from primary care to specialist care
to ancillary care to case management, and our local health depart-
ments have been given specific grants to help with transportation
so that people can get to there appointments and get their appro-
priately.
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Managed care organizations must have the necessary infrastruc-
ture in place to serve our special needs population, and that in-
cludes an emphasis on case managers and care coordinators. They
also must have individuals who are specifically designed as special
needs coordinators, so that a person is responsible for monitoring
the care and the coordination of services for our various special
needs populations.

Managed care organizations must have developed appropriate re-
ferral protocols and submitted those during the application process
for review so that we can ensure that referrals will be made appro-
priately for specialty care in these populations.

We have ongoing departmental meetings between our nurse coor-
dinators at the department and our managed care organization
special needs coordinators. We have consumer advisory boards that
are required by each managed care organization, one-third of
whose membership must come from the population with special
needs that is enrolled in that managed care organization, and any
and all complaints that come into that managed care organization
through their own internal grievance procedures must be reported
to their consumer advisory board, and those become the subject of
a legislative report annually. That is in addition to the central
grievance hotline procedures that the department has and in addi-
tion to our onsite reviews of medical records and others that we do.
We continue to have extensive outreach and education campaigns
through our advocacy groups and with various groups in the com-
munity.

So we have built in those various approaches in attempting to
ensure that quality medical care will be obtained by all of our spe-
cial needs recipients.

The second level of that is that we have built in special protec-
tions for quality review and monitoring as we go through imple-
mentation and on an ongoing basis. Our department has an over-
sight role. We have both internal and external quality assurance
requirements. We have an external quality review organization
contract that will be doing extensive monitoring, but clearly only
after you have phased in your entire program and generally on a
yearly basis. However, we have nurse teams that actually go out
and review medical records and actually look at specific indicators.
This year, we are looking at child asthma, we are looking at sickle
cell anemia, and we are picking out a full target that will be de-
fined by our Special Needs Children Advisory Group, one where we
can actually go in and check the medical records and make sure
the referrals were made, [inaudible] to the time lines, and see that
the care was actually delivered.

We have lengthy reporting requirements through their encounter
data. That will start one quarter after the program begins. We
have our focused clinical reviews. We have an extensive ombuds-
man program in place that we have asked our local health depart-
ments to perform. So an individual who calls in with a complaint
can be referred to their local health department, which will work
with the managed care organization to attempt to resolve the care
issues. The local health departments are empowered to do every-
thing except order the care delivered. Our department, however,
can order the care delivered.
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To get to that kind of situation, a managed care organization
must deliver the care. They can appeal whether that decision was
appropriate, but only after the care was delivered, at which point
then the question becomes who pays for it-was the department in
error, so we pay for it because we exceeded the bounds of our au-
thority, or do they pay for it. But the care gets delivered first, and
then the question involves, really, a grievance about payment.

We have a enrollee action hotline for complaints, we have pro-
vider hotlines, and we have a number of different ways to measure
whether the program is working successfully, including satisfaction
surveys.

We have one small carve-out that I want to bring to your atten-
tion and then close my comments. Given the special needs popu-
lations that we serve in Maryland, we defined several diagnoses
that have very small numbers of cases statewide and cost a great
deal of money. We call these rare and expensive cases, so we have
a rare and expensive case management program. Those folks are
not enrolled in managed care organizations.

There is a separate and specific case management arrangement
for dealing with their care. Their care is paid for fee-for-service,
and we will monitor over time whether we need to expand the
number of diagnoses in that category. That covers between 2,000
and 3,000 people statewide in Maryland of the 330,000 individuals
eligible for health choice. Most of the diagnoses are pediatric spina
bifida, pediatric AIDS, but we have a few that go across age lines,
and that is one of the areas where I know a lot of States are look-
ing to see how we fare in terms of our proposal.

If I could leave you with anything this morning, I think there
were two very clear lessons learned from the way Maryland devel-
oped our managed care proposal for Medicaid and we move through
the implementation.

First and foremost, having a very extensive and open public proc-
ess along the way at the very beginning to let you know what your
pitfalls are up front, let you know what areas of the program to
eliminate to start with, let you bring people on line to be your ad-
vocates and your supporters as you then go through a legislative
process, and it fosters acceptance. So for those States or those ad-
vocacy groups that are working with various States, I would say
that having a public process to start with is just an absolute essen-
tial for making sure that you come out with a successful program
at the end.

Second, making your provision of care to the Medicaid population
with your public health key indicators really can become a measure
of success because managed care should not be managed care just
for the sake of going on the bandwagon for the buzzword of how
we pay for things in the 1990's, but managed care really ought to
lead to better care for an underserved population that provides for
better health throughout the community.

To me, those would be the measures of success for any dem-
onstration project.

Thank you very much.
[The prepared statement of Ms. Shipnuck follows:]



180

State of Maryland
Department of Health and Mental Hygiene ^
Parris N. Glendening. Governor -Martin P Wasserman. M.D., J.D., Secretary -,

Presentation of Barbara Shipnuck
Deputy Secretary for Health Care Policy, Finance and Regulation

State of Maryland

Before

The U.S. Senate Special Committee on Aging
Forurn on Medicaid and Managed Care

July 22, 1997

For More Information Contact:
Stephanie Kennan, Office of
Governmental Affairs (410) 767-6459

207 vreft Preston Street -Balimore, Maryland 21201
TDO for Disabled -Maryland Relay Service (800) 735- 2258

Healthy People in Healthy Communities



181

Outline of Presentation for Deputy Secretary Barbara Shipnuck - DHMH
Panel on the State of the States

July 22, 1997

1. Introduction & General Overview of HealthChoice

* June 2, 1997 official start day
* 330,000 recipients over 5 month phase in
* As of July 17, .53,020 recipients have been voluntarily enrolled into HealthChoice
* Guiding principles and "Medical Home" concept
* Inclusion of Special Needs Populations

11. Structure of DHMH

A. One Department - Public Health and Medicaid under one Department (DHMH)

(Tie in to Local Health Departments)

B. Linkage -This structure has greatly contributed to the development of
HealthChoice and helped to link managed care organizations (MCOs) with traditional
public health/local health dept.

III. Process of HealthChoice - Open and Inclusive

A. Legislative Background

* 1995 - General Assembly directed DHMH to investigate use of managed care for
Medicaid
(Very public process)

* 1996 - General Assembly passed SB 750, directing DHMH to implement an I1 15
waiver from HCFA

(Very specific requirements in the laws including separate mental health systems)
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B. Development of 1115 Waiver - Record Setting Time

* 1995

* May, 1996
* Summer, 1996
* October, 1996
* November, 1996
* June 2, 1997
* July 1, 1997

130 member task force met throughout 1995 to develop the
proposal
Waiver application submitted to HCFA
Regulations developed
Waiver application approved by HCFA
HealthChoice Regulations approved by the Legislature
Enrollment begins
Services Begins

C. Development of HealthChoice - serves as a "Model" for other states

Extensive Public Input - State-wide Public Hearings and Recipient Forums
Public-Advisory Groups representing all Medicaid sub-populations -Advocates,

Medicaid Providers, Medicaid Recipients involved (weekly meetings)
Multiple Work Groups -Mental Health/ASO, GME, substance abuse, REM,

Special Needs Children
Medicaid Advisory Committee (monthly meetings)
Legislative Hearings - Senate Finance, Environmental Matters, AELR

D. Contributions of Public Health Administrations (collaboration)

Mental Hygiene Administration
AIDS Administration
Alcohol and Drug Abuse Administration
Local Health Officers and Local Health Departments

IV. Product of HealthChoice

A. Special Needs Populations Included in HealthChoice - (DEF.) Individuals that are:

(1) physically disabled
(2) pregnant/postpartum women
(3) diagnosed with HIV/AIDS
(4) children with special health care

(5) developmentally disabled
(6) homeless
(7) in need of substance abuse treatment
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B. Approaches to Ensure Quality for Special Needs Population

* Cost of care is built into capitation rates, based on previous medical history
(if known)

* MCOs must have the necessary infrastructure in place to serve Special Needs
Populations

* MCOs are accountable for providing quality care to all recipients
* DHMH has oversight role. Internal and external QA required.
* MCOs must provide full range of medically necessary services (primary care,

specialists, ancillary services)
* MCOs must have referral protocols in place to ensure referrals for specialty care
* Monthly reporting requirements (Encounter Data)
* Ongoing Departmental meetings with MCOs
* MCO Consumer Advisory Boards
* Extensive educational/outreach campaign

C. Special Protections for Special Needs Populations

* Special Needs Coordinator
* Case Management -All seven groups require separate case management
* Focused Clinical Reviews - e.g. asthma, sickle cell anemia
* Ombudsman Program at Local Health Department Level
* Grievance Procedures, Consumer satisfaction surveys
* Complaint Hotlines - (I) HealthChoice Enrollee Action Line, (2) Provider Hotline

D. Special Needs Advisory Council

V. Lessons Learned Along the Way

* Public process eased way and fostered acceptance

* Link with public health key in success of HealthChoice
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HealthChoice Fact Sheet

On October 30, 1996 the U.S. Department of Health and Human
Services (HHS), granted Maryland's request for authority under
Section 1115 of the Social Security Act to implement a statewide
health care reform research and demonstration project. The
Maryland Medicaid Managed Care Program, known as HealthChoice,
reflects the direct participation of 125 representatives from
health care provider and consumer groups, 1750 private citizens
who participated in seventeen public hearings across the state
and several groups of Medicaid recipients who were involved in
focus groups and consumer forums.

On November 8_-1995, the Maryland General Assembly Joint
Committee on Administrative, Executive and Legislative Review
approved emergency regulations to begin the actual implementation
of HealthChoice. The Maryland Department of Health and Mental
Hygiene (DHMH) will begin to enroll recipients into HealthChoice
Managed Care Organizations (MCOs) in June 1997. This will be the
beginning of a five-month phase-in enrollment process for almost
300,000 Medicaid recipients in Maryland.

Guiding Principles For HealthChoice

The HealthChoice program is based on several underlying
principles which are designed to make it an unique Maryland
program. These principles are:

* Patient-focused -
designed to meet the needs of people and to provide a
single medical home for all members is "consumer
friendly" and emphasizes consumer choice and minimal
disruption while changing from the current program to
the MCO program

* Builds on Maryland's health care strengths -

a number of Medicaid recipients already participate in
a Health Maintenance Organization (HMO) or have a
primary care provider

* Provides a comprehensive, prevention and primary care-
oriented system of health care -
Managed Care Organizations (MCOs) will stress health
promotion/disease prevention and provide access to
primary and speciality health care services MCOs will
be required to meet performance standards and quality
of care standards to meet the needs of all Medicaid
recipients including special high-risk populations

1
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* Holds MCOs accountable for quality health care -
DHMH will monitor all MCOs closely to guarantee
compliance to rigorous quality of care standards
MCOs that do not meet these standards will be subject
to sanctions including monetary penalties, and,
potentially removal from the HealthChoice Programs

* MCOs will be paid on a fixed, per member per month scale
(capitation) which will determine savings for the State

Overview of HealthChoice

The major features of HealthChoice are as follows:

* Eligible Medicaid recipients include low income women and
children as well as the aged and disabled.

* Who is eligible for HealthChoice

All Medicaid/Medical Assistance recipients except:
those in nursing homes, chronic care hospital
facilities, mental hospitals or intermediate care
facilities for the mentally retarded;

those eligible for short-term Medicaid benefits;

those individuals receiving Medicare;

those recipients enrolled in the Model Waiver program;

those receiving family planning services through the
Family Planning Waiver Program; and

those receiving limited Medicaid benefits through the
Maryland Kids Count Program.

* HealthChoice members will receive the current Medicaid
benefits package and will be guaranteed eligibility for
at least six months.

-* - The majority of Medicaid recipients will be able to remain
with their current health care provider.

* HealthChoice will have twenty-one (21) days to choose a
doctor and/or enroll in an MCO.

* Foster care children will be enrolled in an MCO within
thirty (30) days.

* During the first year, enrollees may change MCO providers
-_ once for any reason.

2
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* MCOs may not solicit or sign up members directly.

* Foundation Health Federal Services, Inc., the state's

enrollment broker, will distribute the recipient
enrollment packets. The packets will include:

information on the MCOs in the recipient's area;

provider lists and locations;

a Health Risk Assessment for each family member; and

MCO report cards based on patient satisfaction surveys.

* Health care services include inpatient care, outpatient
care, primary care physician visits, pharmacy access
and other ancillary services.
Some MCos may offer dental services to adults as well
as children.

* HealthChoice members will be able to self-refer for family
planning services and access school-based health suites
for care.

* HealthChoice MCOs will be responsible for primary mental
health services.
More intensive mental health will be handled by a
separate mental health system administered by the DHMH
Mental Hygiene Administration (MHA) through regional
Core Services Agencies.

* Each HealthChoice MCO is required to have a consumer
advisory board and provide an internal grievance
procedure.

* DHMH will implement a statewide grievance/appeals process
including an ombudsman service at the local health
department and a toll-free hotline for recipient
questions.

- * - MCOs may either be Health Maintenance Organizations (HMOs)

or non-HMOs that meet state established quality-of-care
criteria and financial solvency standards.

* Physicians, clinics, Medicaid HMOs and provider-bases
organizations with a demonstrated history of
successfully serving Medicaid recipients are guaranteed
participation in HealthChoice.
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HealthChoice
and People

with Special Health
Care Needs

h 1ce

44-098 97 - 7
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Information in this pamphlet does not apply to people in:

* Nursing homes
* Chronic hospitals
* Mental hospitals
* Intermediate care facilities for the mentally

retarded (ICF-MR)
* The Model Waiver Program
* The Medicare program

These people are not in the HealthChoice program and
will not be asked to choose an MCO.
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Medicaid is changing

Medical Assistance will change, starting in June of 1997.
The new program is called HealthChoice. Sometime between
June and November 1997, you will get a notice in the mail.
Then, you will need to sign up for an MCO and pick a doctor
for your health care.

MCO stands for Managed Care Organization. You will
not lose any medical assistance benefits when you join
your MCO. In fact, your MCO will make sure your health
care needs are met.

In a HealthChoice MCO, you and your doctor are partners
in your care. Most of the time, your doctor will give you
health care. If you need services from a specialist, your
doctor will work with you to get them.

Health care services for people with special needs

MCOs give extra help to people who:
* have a physical disability
* have HIV/AIDS
* have a developmental disability
* have special mental health needs
* are pregnant or just had a baby
* are homeless
* need treatment to get off drugs and alcohol

HealthChoice helps children with special
health care needs

MCOs offer extra services to children who:
* have special health care needs
* are in State supervised care, foster care or kinship care

I
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Take these three steps to choose your MCO

1 Read your information packet
Between June and November of 1997, you will be asked to
choose an MCO. You will get a packet in the mail and you
will be asked to join an MCO. The packet has a list of all
the MCOs in your area, names of doctors and an enroll-
ment form. Call the number on the cover letter right away
if you have questions.

2 Pick the MCO you want to join
You may have more than one doctor. Ask your doctors
and specialist which MCO they belong to. Or find their
names on the list you are given or call 1-800-977-7388.

If all of your doctors belong to one MCO, pick that MCO.
If they do not belong to the same MCO, pick the one
MCO that has the doctor you want to keep most. This
may be your specialist.

3 Fill out the enrollment form
You can mail in your completed form or call
1-800-977-7388. Call 1-800-977-7389 if you are hearing
impaired. You may ask for a meeting in person. If you
cannot get to a meeting because of a medical condition,
ask for a home visit to sign up.

Make sure to answer the health information questions on
your enrollment form. Your answers will help your MCO
learn about your health needs. Your MCO can help you
get medicine and services right away.
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Your HealthChoice MCO
and doctor will work with you.

V Make an appointment with your MCO
doctor or health care provider.

V Tell your doctor about your health
care history. Discuss the services that
you got in the past. Your doctor can
refer you to a specialist if needed.

Your doctor can help you continue
to get Personal Care and Medical Day
Care if you have these services now.

V Get your questions answered by an
MCO Special Needs Coordinator.

If you need a ride to your health visits because of a
disability, call your local health department. The phone
numbers are listed on the last page of this booklet.

3

If you do not pick an MCO, the State will pick
one for you.
Once you pick an MCO or are assigned one by the
State, you can change to another MCO one time
during the first year. People who move to a new
county will be able to choose a new MCO near them
at any time. If you need to change your MCO, call
1-800-977-7388.
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Call 1-800-888-1965 if you are using
mental health services now. Call if
you think you need services.

If you need special services, your MCO must:

* Have doctors and other health care providers who are
qualified to serve people with special medical needs.

* Give you a list of doctors who belong to the MCO.

* Assign a case manager and write a care plan if it is
necessary. This person will see that your care plan is
being carried out. They will also help you get referrals
for other services.

* Get an assessment and a second opinion before you
are transferred to a nursing home or institution for help
with your physical disability. The MCO must ask for
approval from the Department of Health and Mental
Hygiene before you can be placed for more than a 30
day stay.

Your MCO invites people with special needs to serve
on advisory boards in their community.

4

MCOs must follow rules of the
Americans with Disabilities Act.

You have the right to:
An interpreter or other special communications

help at no charge to you.
Get services at an accessible building.
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CHILDREN WITH SPECIAL
HEALTH CARE NEEDS
Most children with special health care
needs will be enrolled in MCOs.
El The MCO will:

* Refer the child to a health care
provider who has experience in
working with children with
special health care needs.

* Offer services to children with
developmental delays.

* Develop a complete care plan for
each child.

* Provide case management services
when needed to carry out the
child's care plan.

Provide medical equipment and assistive technology
in a timely manner.

Children living in institutions and children in the Model
Waiver and people with rare and expensive conditions
will not enroll in an MCO. For information about rare
and expensive conditions, call 1-800-565-8190.

IF YOU HAVE A PHYSICAL DISABILITY

El Your MCO will:
* Offer medical equipment and assistive technology from

a provider who has worked with people who have
physical disabilities.

* Get an assessment and a second opinion before you are
transferred to a nursing home or institution for help with
your physical disability. The MCO must ask for approval
from the Department of Health and Mental Hygiene
before you can be placed for more than a 30 day stay.

5
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IF YOU HAVE HIV/AIDS

MCO staff and all other people working with you must keep
information about you confidential.

E Your MCO will:
* Offer case management services at the time you are

told you have HIV/AIDS. You can request a case
manager at any time.

* Talk to you about the full range of benefits you can get.
* Develop and update a complete care plan to meet your

needs. This plan can include:

AMental health services and treatment for drug
and alcohol problems. You can get help for drug
and alcohol problems within 24 hours of your
request.

VACounseling.

A/Information about financial aid, education, housing
and social services.

* Refer you to places that can help you get into clinical
trials.

6

Once each year, you can choose to have a medical and
psychosocial assessment, called a diagnostic
evaluation. Your MCO must pay for this service.
Your MCO may also approve more diagnostic
evaluations.
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IF YOU HAVE A DEVELOPMENTAL DISABILITY

El Your MCO will:
* Make sure there will be no changes in the way you

get services from the Developmental Disabilities
Administration (DDA) and the DDA Waiver.

* Assign you a case manager who is trained and experi-
enced in working with people who have develop-
mental disabilities.

IF YOU HAVE SPECIAL MENTAL
HEALTH NEEDS

People with special mental health needs will get services
through a separate program. The program will help you get
the mental health services you need. You can get help 24
hours a day, seven days a week. For more information, call
1- 800-888-1965.

IF YOU ARE PREGNANT OR JUST GAVE BIRTH

El Your MCO will:
* Give you a first prenatal visit

within 10 days of request. Be sure
to ask for an appointment as soon
as you think you are pregnant.

* Help you find a doctor for your
baby before your baby is born.

* Do a prenatal risk assessment and
refer you to the Local Health
Department if you need extra
services.
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* Refer you to a medical
specialist if you have a
high risk pregnancy.

* Give you a checkup after
your baby is born. This
visit will be scheduled
within 10 days of your
request.

* Help you make wise food
choices.

* Offer ways to help you quit smoking.
* Refer you and your children under five years of age

to the WIC (Women, Infants and Children's) Program
for food and nutrition services.

* Give you an HIV test and counseling if you ask for it.
* Give you treatment for drug or alcohol problems

within 24 hours of your request. This includes day
treatment programs that allow you to bring your
children.

IF YOU ARE HOMELESS

Homeless people have protection in the HealthChoice
program. You will need to enroll in an MCO. The information
about picking an MCO for your medical care may not reach
you by mail. Call 1-800-977-7388 to enroll in an MCO.

O Your MCO will:
* Provide a case manager to coordinate your health care

services.
* Design a treatment plan to meet your health needs.

8
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IF YOU NEED HELP TO GET OFF
DRUGS AND ALCOHOL

El Your MCO will:
* Talk to you about drugs and alcohol as part of your

first health or prenatal visit.
* Tell you about programs to help you get off drugs

and alcohol if you test positive for substance abuse.
* Offer treatment to help you get off drugs and alcohol

(detox). This treatment may be either outpatient or
inpatient depending on your medical needs.

* Offer you outpatient treatment to stay off drugs
and alcohol.

* Offer the right kind of addiction programs for
children under 21 and for adults eligible in TCA
(Temporary Cash Assistance Program).

If you have HIV/AIDS and want help
with a drug or alcohol problem:

You will be able to get services I
to help you get off drugs and
alcohol within 24 hours of
your request.

If you are pregnant and want help with a drug
or alcohol problem:

You will be given:
* Drug and alcohol abuse treatment within 24 hours

of your request.
* Case management services.
* Intensive outpatient programs to address your needs.

You can get treatment that allows your children to
be with you.

9



199

*pV

SERVICES FOR CHILDREN IN STATE
SUPERVISED CARE, FOSTER CARE OR
KINSHIP CARE

Children in State supervised care will be enrolled in
HealthChoice. A social worker from the Department of
Social Services will work with foster parents and other care
givers to choose the MCO. The choice will have to be made
within 30 days of getting the notice.

C The MCO will:
* Provide or arrange to provide all Medicaid covered

services.
* Appoint a coordinator to get services for these children

and work with the Department of Social Services (DSS)
foster care worker.

* Provide medical care locally if a child is temporarily
placed in another part of the State.

Children in State supervised care who have had a
change in circumstances are allowed to change their
MCO at any time. For example, children who move
to an area outside their MCO service area will be
given a new MCO near them.

10



200

Call your Local Health Departments
for more information

Allegany County Health Department

Anne Arundel County Health Department

Baltimore City Health Department

Baltimore County Health Department

Calvert County Health Department

Caroline County Health Department

Carroll County Health Department

Cecil County Health Department

Charles County Health Department

Dorchester County Health Department

Frederick County Health Department

Garrett County Health Department

Harford County Health Department

Howard County Health Department

Kent County Health Department

Montgomery County Health Department

Prince George's County Health Department

Queen Anne's County Health Department

St. Mary's County Health Department

Somerset County Health Department

Talbot County Health Department

Washington County Health Department

Wicomico County Health Department

Worchester County Health Department

(301) 777-5657

(410) 222-4792

(410) 396-4387

(410) 887-2705

(410) 535-5400

(410) 479-0556

(410) 876-4972

(410) 996-5100

(301) 934-9577

(410) 228-3223

(301) 631-3104

(301) 334-8116

(410) 879-2404

(410) 313-6363

(410) 778-7035

(301) 217-1741

(301) 817-3217

(410) 758-0720

(301) 475-4330

(410) 651-5600

(410) 822-2292

(301) 791-3232

(410) 543-6980

(410) 632-1100
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Ms. CHRISTENSEN. Thank you.
Go ahead, Peggy.

STATEMENT OF PEGGY L. BARTELS, DIRECTOR, DIVISION OF
HEALTH, BUREAU OF HEALTH CARE FINANCING, WISCONSIN
MEDICAID PROGRAM
Ms. BARTELs. Good morning. My name is Peggy Bartels, and I

am the Director of the Bureau of Health Care Financing and am
responsible for the administration of the Wisconsin Medicaid Pro-
gram. Thank you for the opportunity to speak with you today.

My testimony has been provided to you as an attachment, a
handout, if you d like to follow along.

Wisconsin Medicaid is the State's largest health insurer. In fact,
it is ten times larger than the single largest health insurer in the
State. Our annualbenefits budget is $2.4 billion, covering one of
the broadest benefit packages in the Nation. Approximately
450,000 persons are eligible for Wisconsin Medicaid-almost 10
percent of the population.

We administer our Medicaid program in a highly efficient man-
ner. Approximately three-quarters of our administrative resources
are contracted to the private sector. Our administrative costs are
just over 2 percent of our benefits costs, while the average health
plan in Wisconsin has administrative costs ranging from 8 to 15
percent.

We have made a long-term commitment to managed care for
Medicaid recipients. In general, we define "managed care" to mean
capitated, risk-based contracts for comprehensive health care with
licensed insurance companies that are HMOs. Wisconsin Medicaid
started contracting with HMOs for low-income women and children
in 1984, so we have a decade-and-a-half of experience.

Since then, we have started managed care programs for the el-
derly and disabled, which we are now evaluating and intend to ex-
pand. We have a strong HMO market in Wisconsin, and the bene-
fits of Wisconsin Medicaid managed care are well-recognized. We
have demonstrated significant savings while at the same time im-
proving access and health care quality.

We currently administer the following specific managed care pro-
grams. Our largest HMO program is the one for low-income women
and children, operating in 68 out of 72 countries-in fact, every
county where there is an HMO. Nineteen HMOs provide com-
prehensive health care to 202,000 recipients. In addition, we ad-
minister numerous managed care demonstration projects for the el-
derly and disabled. These programs include our program for all-in-
clusive care for the elderly, the PACE projects, and our unique
partnership program, an HMO program for disabled adults, and
managed care programs for severely emotionally disturbed chil-
dren. These programs are summarized in some detail in one of the
attachments you have.

All of Wisconsin's managed care programs operate from the same
basic principles: quality improvement activities must be multi-
pronged-no one thing tells you what's going on. Medicaid man-
aged care must be accountable to all interested parties. Managed
care programs must be targeted to the enrolled population, and a
broad public-private partnership is necessary to succeed.
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These principles apply to managed care for all enrolled popu-
lations, including children and adults with special health care
needs. We define persons with special health care needs to include
frail elderly and disabled children and adults. We define disabled
children and adults to include persons with developmental delays
or disabilities, alcohol or other drug abuse problems, physical dis-
abilities, or mental illness. Persons in all of these groups are en-
rolled in managed care in Wisconsin. Many of the children in our
largest HMO program for low-income families have special health
care needs.

Wisconsin's managed care principles allow and in fact require
our targeted programs to be flexible and responsive to different re-
cipient groups. However, the fundamental strategies needed to sup-
port these principles are the same regardless of the population
served.

It is important to note that the States need flexibility to imple-
ment these principles. I will describe for you what has worked in
Wisconsin, but must emphasize that States are different, and one
size does not fit all.

We believe that the great secret of Medicaid managed care is
that State Medicaid programs with their attention to populations
most at risk are improving managed care for everyone. In order to
meet our unique requirements and standards, we have found that
our commercial HMOs have to change the way they do business,
and when they change, they do it for everyone, not just for Medic-
aid recipients.

At the forefront of Wisconsin's managed care infrastructure is
this broad public-private partnership I referred to. We must work
together to implement our multi-pronged quality improvement
process. The goals of our QI process are simple but broader than
many commercial managed care plans.

First, we strive to ensure that Medicaid managed care enrollees
achieve the highest possible outcomes, whether the enrollee is a 2-
year-old needing to be fully immunized or an 80-year-old needing
assistance with appropriate medication administration. We define
desired health outcomes differently for different populations. We
strive to define outcomes that are both objectively and clinically ac-
ceptable and subjectivel important to the consumers. We are
learning that there is a tot of work to be done to define outcomes
that are acceptable to the elderly and disabled. Traditional quality
measures such as those defined in HEDIS are just a starting point.

Second, we strive to make sure our managed care enrollees' ac-
cess the care they need, whether that means assuring transpor-
tation to clinic appointments or locating translators. Again, we de-
fine opportunities for improved access differently for targeted popu-
lations. We are learning, for example, that elderly persons are
much more likely to access health care if they feel they have a com-
fortable personal relationship with their health care provider. This
is not a common goal in commercial managed care plans.

Finally, we are committed to ensuring enrollees' maximum choice
of managed care plans and health care providers within those
plans. When we cannot guarantee reasonable choice, we do not en-
roll.
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We implement these QI goals through a variety of strategies.
Most importantly, we have established basic contract requirements,
some of which apply to all managed care enrollees and some of
which are unique. The contract requirements are routinely and rig-
orously monitored.

Examples of contract requirements are ensuring around-the-clock
easy access to appropriate care; assuring the location of health care
providers within 20 miles of consumers' residences-we believe this
is the strictest requirements in the Nation; requiring that managed
care organizations offer a comprehensive range of services equiva-
lent to Medicaid fee-for-service; assuring culturally responsive
health care providers education and communication; requiring for-
mal and informal complaint and grievance processes, and requiring
managed care organizations to maintain a comprehensive internal
QI system. Almost all State Medicaid managed care programs in-
clude such requirements.

Examples of contract requirements that are unique to Wisconsin
include the following. We use an independent enrollment contractor
to assure that Medicaid recipients enrolling in HMOs are fully in-
formed about how to choose an HMO that best meet their needs.
Our enrollment contractor also assists recipients with formal and
informal complaints and grievances.

Our contract requires each HMO to hire at least one full-time
Medicaid advocate to help enrollees navigate the managed care sys-
tem. We contract with two ombudsmen to help Medicare enrollees
with more systemic complaints and grievances. We enroll voluntary
HMO participation for children who qualify for the Federal birth
to 3 program, a program targeted for children with special health
care needs. By the way, most parents and caregivers opt to give
their children the HMO program.

Specific targeted contract requirements for the elderly and dis-
abled include the following. Each managed care organization must
have a board of directors including Medicaid consumer representa-
tives. Our plans must have working memoranda of understanding
with affected counties, because in Wisconsin, many behavioral
health and supportive home care services are county-based. Re-
quired quality studies must reflect some subjects of importance to
consumers.

All of our special managed care programs are undergoing exten-
sive quality evaluations by outside evaluators. This has been the
Wisconsin way. We start slowly, evaluate and improve, and then
expand to larger numbers.

Every year, Wisconsin produces the HMO fee-for-service compari-
son report, an extensive document-I brought a copy so you can see
how big it is. This report is based on a combination of survey and
encounter data submitted and processed by HMOs. The report is
always made public, with the results discussed in many public fo-
rums. Areas needing improvement may be further studied by work
groups and audited. We will be producing similar reports for our
other programs also. We have a strong audit and utilization report-
ing components. We regularly conduct comprehensive medical chart
reviews. We cover twice as many chart reviews from managed care
enrollees as for fee-for-service enrollees. All of these strategies can
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be adapted to special Medicaid populations including persons with
special health care needs.

Finally, a word about our public-private partnership. We have
this in Wisconsin because we made it happen. We require our
HMOs to attend our public meetings and work together with com-
munity-based organizations, counties and tribes. We foster in-
formed and proactive advocacy through HMO advocates, ombuds-
man numerous public work groups and meetings. We report on our
results, both good and bad, and work together on program improve-
ment. We keep policymakers informed through publications such as
"Forward" our monthly managed care newsletter. We highlight best
practices at public meetings.

In general, we use our contract requirements and the resources
of the State to foster information-sharing and trust-building. We
have found this approach to be extremely effective in the current
anti-managed care environment. This is why 19 of the 25 licensed
HMOs in the State contract with us and why advocates in counties
are pushing us to expand managed care to the elderly and disabled
and why policymakers in Wisconsin look to the Medicaid contract
as the standard for commercial managed care.

The results of Medicaid managed care in Wisconsin have been
significant savings and better health care for recipients. We esti-
mate managed care has saved Wisconsin taxpayers over $100 mil-
lion from 1990 to the present, and we have demonstrated improved
access and quality through reports such as the one I indicated.

What lessons have we learned about the critical capacities of
States to operate successful managed care programs, especially for
persons with special health care needs? States and managed care
plans need enough time to plan, sign contracts, enroll recipients,
and develop necessary relationships to provide the quality managed
care programs States now expect. They need to be able to develop
and enforce strict contract standards. To develop effective con-
tracts, State Medicaid programs must shift to a new buyer
mindset. We see ourselves as purchasing for outcomes rather than
paging for services or regulating for potential violations.

But strong contract requirements alone will not ensure high-
quality managed care programs. States also need the ability to
maximize significant resources either through redeployment, con-
tract staff, or in rare instances in these times, new staff, in order
to create the infrastructure needed to support effective contract en-
forcement.

In Wisconsin, we have a small managed care section of 21 full-
time employees. Two of these employees are borrowed from other
divisions in our department. About 10 to 15 staff from other areas
of the Medicaid program are redeployed to help us with certain ac-
tivities like audits. We also use a lot of private contracted re-
sources. We have an enrollment contract of $1.7 million per year,
a contract for external peer review, $1.4 million per year, special
staff from our fiscal agent to assist us with day-to-day operations,
two ombudsmen, six contract monitors, four systems business ana-
lysts to help HMOs with their utilization reporting. We also spend
about half a million dollars a year on contract actuarial services.

States need significant resources to assist managed care organi-
zation used to working with commercial populations to work with
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Medicaid recipients. Medicaid managed care is very different from
commercial managed care. To be successful, managed care organi-
zations need to recognize these differences, and States need to help
them learn how to adapt their product lines to serve Medicaid re-
cipients. Medicaid offers more benefits than most commercial
health plans ever dreamed of. It is subject to greater public over-
sight, has more Federal requirements than commercial insurance.
Medicaid recipients are poor, generally less educated and have
chronic health problems and access problems that the commercial
population may not have.

We believe that our Medicaid contract requirements, with their
emphasis on special health care needs of low-income people have
resulted in significant changes in Wisconsin in commercial man-
aged care.

Developing. the kind of broad infrastructure I have described
takes time and money. Many State Medicaid programs, including
Wisconsin's, have invested both for some time now. Medicaid has
become the national laboratory to refine and improve managed
care. I am confident that States can use their resources and experi-
ence to improve health care for persons with special health care
needs while continuing to slow the rate of expenditure growth.

[The prepared statement of Ms. Bartels follows:]
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My name is Peggy Bartels. I am the Director of the Bureau of Health Care Financing and am
responsible for the administration of the Wisconsin Medicaid program. Thank you for the
opporanity to speak with you today.

Wisconsin Medicaid is the State's largest health insurer. Our anial benefits budget is $2.4
billion, covering one of the broadest benefit packages in the nation. Approximately 450.000
persons are eligible for Wisconsin Medicaid - a0m9 10% of the State's population. The
Medicaid population in Wisconsin is typical of oer st Medicaid programs. Aproximately
66% of Medicaid recipicnts are low-income womn and children, and 34% are elderly and
disabled. The cost of these populations is proportionally opposite the mnmber of eligibles.
Low-income women and childxen account for 27 % of Medicaid costs. while the elderly and
disabled account for 73 9 of Medicaid costs.

Wisconsin administers Medicaid in a highly efficient manner. Approxitorely three quarters of
our administrative resources are contracted to the private sector. Wisconsin's admmistrative
costs are just over 2% of benefit costs, while the average healh plan in Wisconsin has
administrative costs that range between 8 - 15 % of benefits paid.

Wisconsin has made a long-term commitment to managed care for Medicaid recipients. In
general, we define "mnaged care' to mean capitated, risk-based contracts for comprehensive
health care with licensed insurance conmpanies that are HMOs.

Wisconsin Medicaid started conrracting with HMOs for low-income women and children in
1984. Since then, we have started small managed care prograrms for the elderly and disabled,
which we are now evaluating and intend to expand. We have a strong HMO market in
Wisconsin, and the benefits of Wisconsin Medicaid managed care are well recognized. We
have demonstrated significant savings, while at the same time improving access and health
care quality.

We currently administer the following specific managed care programs:

Our HMO program for low-inrmne vwomen and children is our largest managed care
program, operating in-68 of 72 counties. Nineteen HMOs provide comprehensive health
care services to 202,000 recipients.

In addidon, we administer numerous managed care demonktration projects for the elderly and
disabled. These include our Program for All-Inclusive Care for the Elderly (PACE) and
Partnership programs, an HMO program for disabled adults, and -managed care programs for
severely emotionally disturbed (SED) children.

The PACE/Partership programs are targeted to the elderly and physically disabled. In
1989, Wisconsin was one of the first five states to replicate PACE model for the
elderly. In 1995. Wisconsin created a unique new oddel for the elderly and persons with
disabilities called the Wisconsin Partnership Programn. Both programs provide
comprehensive health care, but with different delivery models, quality improvement
systems, and provider contracting arrangements. Today, Wisconsin operates the PACE
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model to serve the elderly in Milwaukee and Madison and the Partnership model to assist
the elderly and persons with physical disabilities in Dane County and in rural Eau Claire,
Dunn, and Chippewa counties. The current enrollment in Wsconsin's PACE/Parmrship
program in all sites is 563 recipients.

We also are just completing a research and demonstration grant through a risk-based
capitated HMO for disabled adults in Milwaukee County. This model is unique in the
country in that it represents a partnership between a medical HMO (HumanaWHO) and a
community-based organization (the Milwaukee Center for Independence). The hybrid
organization is called I-CARE (2,714 enroUees).

* Finally, we operate a carve-out behavioral health managed care program for children with
severe emotional needs in two urban counties. Dane and Milwaukee (344 enrollees). Both
programs are fully risk-based.

All of Wisconsin's managed care programs operate from the same basic principles. These are:

* quality improvement activities must be multi-pronged;
- Medicaid managed care must be accountable to all interested parties;
v managed care programs must be targeted to the enlled populations; and finally,

* a broad public/private parmership is necessary to succeed.

These principles apply to managed care for all enrolled populations, including children and
adults with special health care needs. We define persons with special baalth care needs to
include the frail elderly and disabled children and adults. Disabled children and adults are
persons with developmental delays or disabilities, alcohol or other drug abuse problems.
physical disabilities, or mental illness. Persons in all these groups are enrolled in managed
care in Wisconsin Many of the children in our largest HMO program for low-income
families have special health care needs.

Wisconsin's managed care principles allow, and im fact reqiire, our targeted programs to be
flexible and responsive to different recipient groups. However, the fitdamental strategies
needed to support these principles are the same regardless of the population served.

It is important to note that states need flexibility to implement these principles. I will describe
what has worked in Wisconsin, but must emphasize that states are different and 'one size does
not necessarily-fit all."

A We believe the great secret of Medicaid managed care is that sat Medicaid programs, with
their attention to populations most at risk, ame improving managed care for everyone. In order
to met-our unique requirements and standards, we have found that our commercial HMOs
have changed the way they do business - and when they change, they do it for all ceolCes,
not just for Medicaid.
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At the forefront of Wisconsin's managed care infrastructure is a broad public/private
partnership. We all must work together to implement our multi-prolonged quality
improvement (QI) process. The goals of our Ql process are simple, but broader than many
commercial managed care programs.

First, we strive to ensure that Medicaid managed care enrollees achieve the highest possible
health outcomes, whether the enrollee is a 2-year-old needing to be ftolly immunized, or an 80-
year-old needing assistance with appropriate medication administration. We defin desired
health care outcomes differently, for differet populations- We strive to define outcomes that
are both objectively and clinically acceptable and subjectively important to consumers. We are
learning that there is a lot of work to be done to define outcomes that are acceptable to the
elderly and disabled. Traditional quality measures, such as those defined in HEDIS, for -

example, are just a starting point.

Secondly, we strive to make sure our managed care erollees access th care mmty need,
whether that means assuring transportation to clinic appointments or locating translators-for
non-English speaking enrollees. Again, we define opportunities for improved access
differently for targeted populations. For example, we are learning that-elderly persons are
more likely to access health care if they feel they have a comfortable personal relationship with
their health care provider. This is not a common goal in commercial managed care.

Finally, we are committed to ensuring enrollees maximum choice of managed care plans and
health care providers within thoe plans. Whenever we canot guarantee reasonable choice -
we do not enroll.

We implement these QI goals through a variety of strategies. Most importantly, we have
established basic contract requirements, some of which apply to all Medicaid managed care
enrollees and others which are unique to each population. The contract requirements are
routinely and rigorously monitored for all programs.

Examples of these contract requirements are: asstring round-the-clock easy access to
appropriate care; assuring the location of health care providers within 20 miles of consumers'
residences; requiring that managed care organizations offer a comprehensive range of services
equivalent to Medicaid fee-for-service; assuring calturally responsive health care providers,
education and communication; requiring formal and informal comqplaint and grievance
processes; and requiring managed care organizations to maitain comprehensive internal QI
system. Almost all state Medicaid managed care programs include such requiremnts.

Examples of contract requirements that are munique to Wisconsia's statewide managed care
program for low-income women and children that could be adapted for mandatory programs
for the elderly and disabled include the following featues:

1) We use an independent enrollment contractor to assure that Medicaid recipients enrolling
in HMOs are fully informed about how to chose an HMO that best meets the health care
needs of their family. The enrollment contractor helps Wisconsin avoid excessive and
inappropriate marketing to consumers by HMOs.
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2) Our contract requires each HMO to hire at least one full-time Medicaid advocate to help

enrollees navigate the managed care system and learn how to use their HMO effectively.

3) We contract with two ombudsmen to help managed care enrollees with more systemic
complaints and grievances about managed care.

4) We allow voluntary HMO participation for children who qualify for the federal 'Birth-
to-Three" program - a program targeted for children with special health care needs.
Most parents and caregivers opt to keep their children in the HMO program.

Specific, targeted contract requirements for the elderly and disabled also incl the following:
each managed care organization must have a Board of Dectrs including Medicaid consumer
representatives; our plans must have working Memoranda of Understanding with affected
counties (in Wisconsin, many behavioral health and supportive home case services are county
based); and required quality studies must reflect some subjects of importance to consumers.
All of our special managed care programs are undergoing extensive quality evaluations by
outside evaluators. This has been the Wisconsin way: we start slowly, evaluate and-improve.
then expand to larger mmbers of covered persons.

Another critical aspect of our multi-pronged QI approach is public accountability. We use an
extensive network of community-based forums as vehicles for public input on an aspects of
managed care. Examples of these meetings include: a Statewide Advisory Group, quarterly
rneetngs wit HMO technicnl staff, monthly meetings with EMO contract administrators,-
quarterly regional forums and workgroups (statewide or regional) to address specific areas of
concerns (e.g., behavioral health). We foster and encourage proactive advocacy and
community involvement as part of our public/private partnerhip.

Every year Wisconsin produces an MO/Fee-For-Service Comparison Report for the low-
income women and children managed care enrollees. This report is based on a combination of
survey and encounter data submitted and processed by HMOs. The rxport is always made
public with the results discussed in public forums. Areas needing improvement may be further
studied by workgroups and audited. We will be producing similar reports for our other
programs also.

Wisconsin has a strong audit and utilization reporting component to its multi-pronged QI
approach. We target specific areas of oncern, such as behavioral health and dcntal services.

We also regularly conduct comprehensive medical chart reviews of both fC0-for-service and
managed care recipients through an independent peer review organization. We review twice
as many charts for Medicaid managed care enrollees as for those on Medicaid fee-for-service.

AU of these strategies - contract requirements, enrollment codactorm, advocates, public
forums, public reporting of data, audits and chart reviews - can be adapted to all special
Medicaid populations, including persons with special health care needs.
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Finally, we believe that high quality managed care programs for Medicaid populations require
a strong public/private partnership. We have this in Wisconsin because we have made it
happen. Our contract requires IMOs to a our public meetings anl work together with
community-based organizations and counties. We foster informed and proactive advocacy
through HMO advocates, state-sponsored ombudsman and nmeous public workgroups and
meetings. We report on our results - good and bad - and work together on program
improvements. We keep top policy m-as informed through publications such as Eirward.
our monthly managed care newsletter. We highlight 'best practices" at our public meetings.
In general, we use our contract requirements and the resoures of the State Medicaid program
to foster information-sharing and trust-building.

We have found this approach to be very effective in the ccu± fmntimanaged carem
environment This is why 19 of the 25 HMOs licensed in Wisconsin contract with Medicaid,
why advocates and counties are pushing us to expand managed care to the elderly and
disabled, and why policy makers in Wisconsin look to the Medicaid coatract as the standard
for commercial managed care.

The results of Medicaid managed care in Wisconsin have been significant savings and better
health care for recipients. We estimate managed care has saved Wisconsin taxpayers over
$100 million, from 1990 to the present time, compared to traditonl Medicaid foe-for-service.
In 1996, we saved $16 million over comparable fee-for-service expenditures.

Access to care has improved for Medicaid recipients enrolled in our mandatory HMO program
for low-income women and children as measured by our 1995 EHMO/FcP-Fcr-Service
Comparison Report. For example. in 1995, HMO recipients visited Medicaid health care
providers more often than their fee-for-services counterparts and visited mergency rooms half
as often as their fee-for-service counterparts. Children in Medicaid RMOs receive more well-
child visits, more imminizations and more specialty care. Women in liMOs were more likely
to receive at least one Pap test and had fewer Cesarean sections.

What lessons have we learned about the critical capacities of states to operate suczcssful
managed care programs, especially for persons with special health care needs?

States and managedscare plans need enough time to pla sign contracts, enroll recipients, and
develop necessary relationships to provide the quality managed care programs states now
expect. They need to be able to develop - and enforce - strict contract performance
standards. To develop effective contracts, state Medicaid prognrms.must shift to a new
'buyer" mindset. We see ourselves purchasing for outcomes, rather than paying for services
or regulating for potential violations.

But strong contract require ts alone will not ensure high quality managed care programs.
Stares alsoined the ability to maxmize significant resources, either through redeployment,
contract staff, or in rare instes in these times, nw -staff, in order to create the
infrastrucnure needed to support effective contract enforcement. In Wisconsin. we have a
small managed care section of 21 fiull-time employees. Two of these employees are
'borrowed" from other divisions in our Departmet. About 10 - 15 staff from other areas in
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the Medicaid program are redeployed" to help us on certain activities, like mandis We also

use a lot of private, contraced resources to help us oversee managed care. We have an

enrollment contract of $1.7 million per year, a contract with an external peer review

organization of $1.4 million per year, special staff from our fiscal agent to assist us with day-

to-day operations of managed care - two Ombudsmen, six Contract Monitors, and four

systems/business analysts to help HMOs with their ulization reporting. We also spend about

$0.5 million per year on contracted actuarial services.

States need significant resources to assist managed care organizations used to working with a

commercial population to work with Medicaid recipients. Medicaid managed-cae is very

different from commercial managed care. To be successful, managed caretorganizations need

to recogiiz-e these differences and states need to hlp them learn how to aapt their product

lines to serve Medicaid recipients. Medicaid offers more benefits, is subject to greater public

oversight, and has more federal requirements tD meet than commrdial insurance. Medicaid

recipients are poor, generally less educated, and have more chronic health problems than the

commercial population. Medicaid recipients have more barriers to accessing hh care.

including the lack of transportation, inability to speak English and cultural doftences. We

believe that our Medicaid contract requirements, with their emphasis on the special health care

needs of low-income people, have resulted in significant changes in the commercial managed

care environment.

Developing the kind of broad infrastructure I have described - strong connact requirements;
credible vehicles for public accountability; programs tailored to c rs needs and

preferences; adequate access, choice and opportunity for consumer input; and strong audit and

enforcement capacities - takes time and money. Many state, Medicaid programs, including
Wisconsin's, have invested both for some time now.

Medicaid has become the national laboratory to refine and improve managed care. I am

confident that states can use their resources and experience to improve health care for persons

with special health care needs, while continuing to slow the rate of Medicaid expendintre

growth

-6-
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HMO / Fee-for-Service
CO.*PAR&SON RJor 1

HMOs reported higher rates of preventive services than feefor-service in several

important areas. Medicaid managed care enrollees were reportedly more likely to

receive v"well-child" exams (Health~hecks), MMR vaccines, and Pap tests, for

example, than fee-for-service recipients. In general, access to care was equal to,

or better than, fee-for-service. HIMO enrollees visited primary care providers

more and emergency rooms less often than fee-for-service recipients: In the area

of mental health, HMOs as a whole reported lower rates of persons receiving

services. But, of those receiving mental health care, the average number of ser-

vices per recipient was nearly the same as fee-for-service.

BACKGROUND

Wisconsin was one of the first states to contract with health maintenance organizationsr (HM0s) to provide

health care sevices to Medicaid recipients. Rapidly rising costs. frgmented care delivery and concerns

about access to care and quality prompted a search for alternatives to the fee-for-service Medicaid sys-

tem. Since the inception of the Wisconsin Medicaid HMO progran in 1984, many other states have

followed Wisconsin's lead and have implemented Medicaid managed care programs.

Because of the success of the first Medicaid HMO programs in Milwaukee, Dane, and Eau Claire coun-

des, managed care for the Aid to Families with Dependent Children (AFDCYHalthy Start population was

expanded In 1995,11 HMOs served almost 150.000 Medicaid recipients n five Wisconsin counties. By

the end of 1997. approximately 200.000 Wisconsin Medicaid recipients will receive their health care

through 19 HMOs.

AFDC and Healthy Start Medicaid recipients are. for the most pt childrenti and women in their child-

bearing years. More than two-thirds are under 2Oyears of age. Almost 90 percentof adlt-lrecipients are

women, and less than one percoent are over 50 years of age. The health care challenge for this young and

predominantly female population is to provide important preventive seaviccs and to aure access to and

continuity of care.

The Wisconsin Medicaid HMO/Fee-for-Service Comparison Rtpor: 1995 is only one of several

ways the Wisconsin Medicaid Program reports on and monitors care provided to Medicaid recipients in

both Medicaid-contracted HMOs and fee-for-service health care delivery areas. This report is produced

annually. Data for the report reflect care provided to the Medicaid AFDC and Healthy Start populations

only and are derived from two data sources: data reported by individual Medicad-otiacted HMOs and

claims submitted to the Wisconsin Medicaid fiscal agen. EDS. The report compares reported health care

utilization and occiirrence data among HMOs, among HMO counties, and between HMO and fee-for-

service. The report presents 59 indicators. Several are of particular relevance and importance to the

AFDClHealthy Start population.
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SELECTED INDICATORS

Access to Care

- Children and adolescents in HMOs had slightly higher rates of health care visitsfor aU rea-
sons (62%) than infee-for-service (57%c).

Percent of recipients (ages 0-20) having at Icast one health care visit in 1995

- HMOs reported that three times as many enrollees were seen byprinary careprovidrs (59%)
than infee-for-service (19%76). Primary Care Providers (PCPs) are typically the cmstine of care
provided through HMOs. As the coordinatorofcare, thePCPpmvides a 'nedical home for managed
care recipients.

Percent of-recipients seen by a primary care provider in 1995

nmI|,r

* HMOs reported half as many emergency room vists arfee-for-service (0.6 versut 12 viSitsper
eligibleperyear). Inappropriate emergency room use is often associated with poorcontiuity of care
and unnecessary costs. Especially among the poor, emergency rooms may provide the only medical
services received. Stratries such as assuring that every enrollee has his or her own primary care
provider, that a caregiver is 'on call" 24 hours a day. and that patiets contact their own doctors first in
non life treaseing situations have helped reduce inapp e emergency room use.
Averagenumber of emergency nrom visits per eigible yesar In 1995

' 1111;i les

Children's Health

"Well-baby/cAild" checks, called HealthCheck Scrnms, were reported much morefreqrru,
in HMOs than in fee-for-service for children from the age of birth through five. Fifty-one
percent of children in this age group received a Healthleck from an HMO provider as opposed to orly32 percent of those i fee-for-service. Of the five HMO couodes, Milwaukee had the highes rate of
screens. HealthChecks are performed to monitor a child's development in a variety of areas and to
provide education to parents. HealthChecks are often timed to coincide with im zns.

Percent of chi dren (ages O-S) who received at least one HealthChe& visit In 1995

2
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aCrildren ages one through five enrolled in HIMOs were twice as lkely to receive the Measles,

Mumps, and Rubella (MMR) vaccine as children enroled infee-for-service. I the aggregate.
HMOs reported that they administered the M)4R vaccine to 20 percent compared to only ten percent

of children in this age range receiving Medicaid services through the fee-for-service system. In recent
years, many Wisconsin children contracted measles because tbey had notbeeQ immunized. Children

should receive the NM vaccine first between 12 and 15 months of ageand again between age four and
six Six cases of measles werereporred in Wisconsinin 1995.

Percent of children (ages 1 -6) who weregiven the MMR vacdne In 1995

MEM
* HMOs reporedperforming kead =ests on childrenfrom bi&%h to 20years of age alnost twice as

often (12%)o asfee-for-service (71%). Milwaukee lHMOs rportedthe highest rates of lead screens
(14%o). High lead levels can result in serious developmental problems, especially in the very young.

Percent of children (ages 0-20) who had at least one blood lead test in 1995

or, ..Wf

GM=

Women's Health

- HMOs reported much higher Pap test rates (341) in women over2O years of age than did fee-
for-service (20%o). Due in great part to increased Pap test rates, fewer than three women in every

100,000 die each year from cervical cancer. Women should have a Pap test every one to three yeArs.
depending on cheirrisk.

Percent of women (ages 21 and above) who had at least one Pap test in 1995

- HMOs reportedfewer Cesarean section deliver&el212%) as compared tofee-for-service (I7%o).

Cesarean section deliveries have been associated with higherrates of complication and death when-

compared to vaginal deliveries.

Percent of deliveries thatwere Cesarean sections in 1995

3
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Mental Health

* HMOs reported fewer numbers of persons who received at least one mental health visit (3%)
than did fee-for-service (5%). However, of those persons who did receive at Leas one mental
health visit, the numberof serices received in 1995 was similar between HMOs (53) andfee-
for-service (5.8). Mentalillness affectsa largenumberofpeople, especiaLyadolescents andadults-
Differences between fee-for-sevi e and HIOs rdadtno todg, priorumetnformlhealsh
services mand diffeent styles of service delivery mayacoantffrhigb missofnepetdencxounters
in fec-for-service. For example mental illnessesachd as depression- am often neat by prnary cae
physicians. Mental health scxeningvisitsaenocreportedhe. Based onthesedata, Etfle can be said
about qualiy and outcomes forrpersons wiffi m lnesses. AssgftlMedicaidredpiatshave
access to quality menial health serves is importanL Forthis reason. several rtiviteslraed tomental
health have been initiated by the stae: Medicaid studies involvingadtsimnd chart reviews have been
conducted, a"Mental Health/AODA Wocrowp" was recently reconved, and special program to
trainpmnrycareproviders toaggressively scxenforcomnuonmen sassandubsta abusevwM
begin in 1997.

Percent of recipients who had at least one Aveage number of visits among dnes reonlg one
mental heafth/AODA visit in 1995 or mor mentl hAOtAbervin 1995

Chronic Conditions

* In children and adolescents, the diagnosis of asthma is more common among HMO enrollees
(4%o) than in fee-for-service (2%*), with Milwaukee HMO recipients reporting th highest rate
of asthma diagnoses (5%). However, the rate of hospiiaonsfor asth wasfour dimes as
high among children and adoleseent in managedcare (0.4%o vens 0.1%). Asthma is a chronic
and soretines life-tuatening sase. It is the mstormon chronic discase inyoung people. African
Americans and people who live in cities are affected mote often than others. M-fany asthmnahospitaliza-
tions may be avoidabic. Without having other information, such as severity forexample, conclusions
about quality of care are not possible. Since 1995. several HMOs have initiated asthma outreach and
intervention programs.

Percent of recipients with a diagnosis of Percent of reaplents hospitafid for asthma
asthma in 1995 in 1995

EIRP
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QUALITY IMPROVEMENT

The Wiconsin MedicaidHMO/Fee-for-Service Con~arionRepon: 1995is only oae of several ways
Wisconsin monitors quality and access for the Medicaid population. Contract monitoring, audits, and
chart reviews are examples of other important quality i povezmct activies. In 1997, a on=u satis-
faction survey will be conducted in Milwaukee.

As managed care coverage expands in the staie, Wrsconsin'sDepartmen of Health and Family Services
will continue to work with managed cae organizations in a proaltive parmership to adcieve the highest
possible health outcomes for Medicaid managed care recipients and to report to rhe public on quality-
related issues in a useful and "user-friendl' way.

j
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Children Come First of Dane County
provides individualized care
Providing appropriate and cffectivc behavioral mental health came to cdildren with severe emotional
disorders is not easy.

Because these children are often difficult to control and can be a danger to themselves and othem. they are
often secn as a chatlcngc too big for school systems. menial health agencis juvenile justice systems, and
tbeir families each to handle alone. Often institutional placement for these children srems like the oest
solution.

However, one Wisconsin behavioral meital healmh program is having stcc ' re neatring clildren
with severe emotional disorders.

By coordinating the efforts of school systems. mental health agencies, juvenle justice systems, and
families, Children Come First of Dane County is helping many children receive the Individualized,
coordinated cmre they need to get better.

In many cases. the programn's efforts ame rcsultirg in enough rehahilitation and developm tal growth in the
children to allow them to live in their communities instead of being instintitonalized

The framework for Children Come First of Dane County has been established by the Children Come First
AcL which was passed in the Wisconsin 1987-1989 Budget Act The act cteated a new section of the
Wisconsin stamtuts. 4656. and added amendments to other sections of the Sgatgs.

The act prescribes how to develop a coordinated system of care in which multiple agcncics work together
to help children and families wittimultiple needs.

The act also authorizes public educational and human service agencies to collaborate in planning and
providing snrvices and directs the Depattnmi of Health and Family Services to provide techtical
assistance and statewide coordination for Children Come First programs throughout the state.

Througyb the Children Come First of Dane County program, everyone who has a role in helping the
participating child comes together to develop the child's treatmentplan. This includes both formal support
proiders. such as teachers. doctors. social workers, and psychologists, and infomasupport providers,
such as family members, foster parents, and other individuals who play an important role in the child's life.

This group appro3ch to developing the child treatment plan helps facilitate agreement about the
appropriate treatent for the child and whet each member's responsibility is in providirr that teannent.

The result is coordinated. consistent nteatment tailored to the child's and family needs. a goal which is
difficult to achieve if each agency is developing its oft ttpaxrte teameat plia for the chuild

By including informal suppors providers in the development of the child's treatment plan. the program
aims to ensure the family's needs ame represented An added advantage is tha itformal sapport providers
will be able to offer continued support and guidance Lo the child after completion of the program.

Unlike rnany other behavioral mencal health programs. Children Come First of Dane Counry provides
individualized, family-driven care based on the child's and family's smengths. rTe progam uses the
'wtapaziund' philosophy of case described in the Idren Come First Act

The wraparound philosophy stresses the need for services to be based on the specific necds of the child and
family rather than on predecermined service slots This philosophy also grants the use of flexible, non-
categorized funding to obtain unique but necessary er-vices for the child and family. such as in-home
assistance or recrtetional and instructional activities, that cannot be paid for through categorized funding.
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An important aspect of the Children Come First of Dane County program is that it is ocn of Wisconsin's
first behavioral mental health programs to successfully operate under a managed earm system. Children
Coma First of Dane County has operated under a full-risk managed eare system since 1994.

The current monthly capitation rae of S3,500 per child comes from a comination of soacs. including
the Department of Health and Family Services. the Division of Healt. and the Dane County Deparmcent of
Human Services.

The funds are used to subeontnact for in necessary mental bealth. inpatient hospital emergeney care,
outpaticnt therapy. residential treatsent. therapeutic foster care, case aide. and -owme trecatment services.

Although the program is costly, it is much less expensive than instiuitionaliztaion. and tbe results are much
bester. The program has saved an estimated S96,900 in 1994 and SIlt,600 in 1995. In addition, since its

-inception in April 1993, The program has produced the following resulsr

- An 89% decrease in the delinquency rate of participating children.

* A rate of over 60% of childrcn who arc ablc to lvein thc community either indopcadty or with
failies upon completion of the progran.

An average of 15% improvement per participating child on the chuld and family behavioral fuzctioning
scale.

- An over 90% satisfaction rate among families with dte support reesived through th program

A decrease in the average monthly inpatient hospital rays per child from 3.3 days to .8 days.

Says Eleanor McLean, who oversees the Children Come Fist of Dane County progiam as Section Chief of
the Child and Adolescent Unit of the Bur of CommUnity Mental Health (within the Division of
Community Living: DHFS). -'his wraparound process has proven invaluable in serving children with
severe emotional disabilities and their families. It mcso the Departmnt's oal of keeping families together
and children in their home community."

Curently. Children Come First of Dane County is serving 125 children. ITh enrollment capacity is 160
children.

Children must meet the following eligibility requirements to participate in the program:

Be age 17 or younger. (However, children may rcmin in the program tbronun age 1.)

* Be a resident of Dane County.

Have at least one severe emotional disorder.

Be at imminent risk of placemeat in a rasidential treaonen center. psychiaeic hospitL child caring
institution, orjuvenile correctional facilkiy.,*;

Reprinted with panrzissionfrom the Februm'y 1997 Forward rxwler.
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Wraparound Milwaukee saving dollars,
improving outcomes

Many Milwaukee County children with complex emotional, behavioral, and mental healh care needs ats

receiving quality, individualized services, aDowing them to live in thr home communitiesinad of an

instimiion, through the Wraparound Milwau program.

Wraparound Milwaukee is a behavioral mental health managed care pronun crving Milwaukee CoUwy

children under age 18 who nmeesihc following qualification;

* Have a cuient diagnosable mental health disorder.

* Are involved in two or more Milwaukee service systems, including the mental health, child welfire, or

juvenile justice systemss-

Have becn identified for out-of-home placement in a residential bteatmcet center. or could be returned

from such a facility with the availability of wraparound services.

'rte program uses a treatment approach called "wraparound." This approach aims to determine what

services a family really needs to care for th& child, to identify the percnal, commiunity, and professional

resources available to meet tthos needs, and to "wrap" the services around the child and family. This

wraparound approach individualizes care rasher than tying to fit a child into an exadsng csrvice clot not

specifically tailored to the child's needs.

Medicaid managed care children who met the qualifcaios to participate in Wraparound Milwaukee are

exempted from HMO enrollment and receive medical care through Medicaid fefor-service during their

participation in Wraparound Milwaukc.

"One of the nicest things about wraparound." says Ron Rogaes program ntUpervisor of the care

coordination program at St. Charles Youth and Family Services (an agency that provides wraparound

services), -is that the family has a huge input into the child's plan of cae.

Familics carolld in the program build a support team, which may include supportive people such as

extended family members. neigbbot important teachers. and friends. aloog with profesdonals suc as care

coordinators, therapists, and probation officers.

"Idealy the team is made up of whoever the family wants on the team," says Rogers. "What's really nest

about the whole wraparound procm is that the team determines the child's tretmcnt needs and the beg

way to meet those needs." he says.

Based on the child's &ad family's strengths and needs, the team develops the plan of care which draws

upon existing resources available to the family as well as the services available through Wraparound

Milwaukee.

The services available through Wraparound Milwaukee include:

* Intensive In-Home TreatmenIL
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* Day Ttesoment

Tr=atnt Foster Care-

* Medical Support.

* Outpatient Therapy.

- Mentoring.

* Respite Care.

* Crisis Beds.

* AODA Services.

* Special Therapies.

Transportation,

* Job Training/Placement

The program also provides care coordination services through both contactod agencies and through its
own specialized care coordination unit called Stride. which combines care cordination with in-home
therapy. In addition, there is the Mobile Vryent Teatrment Team which provides crisis intervention
services.

Funding for Wraparound Milwaukee comes from three rnain sources:

* A S15 million federal grant from the Center for Menta KHealth Srvices. The grant was awarded in 1994
and is being used over a period of five years. This year's amount is approximately S3 million.

* A case rate of S3,300 per nonth per child paid by Milwauke County't child welarx departmeDt

* A Wisconsin Medicaid cap rare of $1,400 per month per Medicaid-eligible child.

Currently, Wraparound Milwaukee bas 270 children enrolled in the program (approximately 7540% of

them are Medicaid eligible). Says Wraparound Milwaukee Project Director, Bruce Katradt, the goal is to
raise the enrollment to 400 this year.

The program has proved successful both in raving money and imroving OutCome Wheas residential

nreaunent costs around $5,000 per month, per child, no: including the cost of iddirional ceay rnal

health services. Wraparound Milwaukee provides comprehensive meental health came for leys than what the
coSt of residenrial rreatment alone would be.

The outcomes are better. too. According to Rogers, in relation to achieving inprovod otterse
instinutional care often does not fully prepare a child to return hone. Wraparound, however. helps children
develop their social competeneies so they learn how to intcraet positively with their families and other

people in their communities.

Steve Gilbertson. a psychologist with Wraparound Milwaukee also agrees that outoemes through
Wraparound Milwaukee tend to be better than through residential treatrent- 'Reaidential treatment usually

relies on external structre to improve a child's behavior, but Wraparound helps a child learn self control."
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Another positive outcome of the prosru bahs been the dramatic decrease in inpatient psychiatric care for
these children. A recent report shows a 44.5 % decrease in Milwarkee Comnty s child and adolescent
psychiatric inpatient hospital stays. According to Kamradt, Tbat s the senSlE of wraparound arices such
as the Mobile Urgent Crisis Tcam, which provides crisis inservention services to children and families and
intervenes in sniations where the childrea might otherwise be removed from their homes and hospisalized.
Our Mobile Urgent Crisis Team now reviews all prospective Inpatient hospital admissions of children and
adolescents at Milwaukee County's child and adolescent teatment center."

Wraparound Milwaukee uses the same wraparound approach used by the Children Comne First of Dane
County program. featured in the February 1997, issue of Forwad. Both programs have been sucessful
serving childrcn with severe emotional and behavioral mental health problems.

One obvious diffcrnce: betwen the two programs is that Wraparound Milwaukee seoves Milwankee
County residents, whereas Childron Come First of Dane County smrves Dane County residents. Anorher
significant difference between the programs is that Wraparound bMilwaukee is rua directly by Milwaukee
County, whereas Dane County contacts with a nonprofit oanization. Corimmunity Care Management, to
administer pars of its proram. (Community Care Management also provides some adiinistrative support,
including Management Information System services, to Wraparound Milwaukee.)

Project Director Kamradt says he is encouraged by the success of Wraparound Milwaukee and hopes co
increase enrollment so more children may be served through the program. "Cur strategy is to reinvest the
dollars saved by using less instiintional care into increasing Wraparound Milwaukee's capacity to Serve
more children,' he says.

Anyone interested in learning more about Wraparound Milwaukee may contatv the Wraparound
Milw-aukee Project office at (414) 257-7586 for more infornation.<A

This article wars reprinred with permrssionfrom the July, 1997 Forward nnvstrar.
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Profile of a Wraparound child

Following is a description of a child currnuiyparticipatig b the Wraparound Milwaugee pwgm7 Marry
of the details of this case have eern changed to protect the ideniz yf dhe child ndfjinsi.

Fficen-year-old Marie (not her real name) was referred to Wraparound Milwaukee by her probation officer

in Novembor 1996.

She had been living in a residensial teament center for six months, but had been recntuly dischaged
because she had stolen a car. She was then in juvenile detention, on the verg of being sent to the ase
juvenile cotrectional facility.

Marie had a long history of delinquent behavior, including involvement in gang acdvity. problems with

substance abuse, and expulsion from schooL

Upon referral to Wraparound Milwaukle, a clinical psychologist with the programn conducted an
assessment of Marie and her family. Based on the assessment, be deteemined Mane could benefit from
Wraparound services, and recommended her for Wraparound Milwaukee enrollment. Her enrollment was
approved by the juvenile court.

At that point, the psychologist became the care coordinator (the one responsible for coordinating care) for
Marie's case. He and other members of the Wraparound ie-bome treatment team began working with
Marie and her parents so help -end thert broken relationships.

The care coordinator helped Marie and her parents assemble a support tea consisting of Marie and ber
parents, the care coordinator, a child psychologist. represeatives from school. reatment providers. family

friends, and Marie's probation officer.

Through meetings together, the tnam developed a strength and need-basod plan of care which drew trom as
many resources already available to the family as possible.

Marie's plan of care also made use of Wraparound services, such as n1nsoinng. Marie was mtAched up
with a 22-year-old female mentor who spends 15 hours per week with Marie. They go to mnums. coffee

houses. parks. etc.

The plan -ef care also required Marie to return to schook Since she had betn expelled fromn the public

school, the team chose a private alernasive school for her to --nd. Negoaions resulted in her public --
school district paying for her alernative school tuition and transportation.

Because Marie is musically inclined and expressed an interest in playing guitar, Wraparound lso aranged

for guitar lessons for Marie twice a weeL This activity helps build Maie's confdence and encourages her
in pursuing her positive interests.

Currendy. Marie and her team are wicing on a drug relapse prevention plan Marie is lrning to manage

her drug cravings and to recognize unhealthy/high risk ituations Random drug teens have shown her to

be drug-free for several months.

HEr rclationship with her parents bas improved. She is living at home. going to school. and maintaining a
B-/C+ grade average. ThiS is a big improvement, as she bad been failing school prior to her enrollment in

Wr4paround Milwaukee.
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AltDoughl Nkvie' iniCil costs in the Wraparound program were higher. the total cost of her cU-rent

wraparound services is around S .1500/mons. Ibis covers the services of the cae coordinator, psychiabtic

medicasion management, in-home individual and fanily therapy, mentor. and gtaar lessons. In contast. if

Marie had been sent to jail, or had remained in a residential trzamnt center, the cost of iastiutional care

alone would have run around SSOOO'month, not including the cost of additional mental health treaftent

Services.C

This erricle was reprinred smhpetnisfonfrom Omt JuI, 1t997 Forward nr releay
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CCE helps frail elderly keep
independence
Note: In tke Januay issue of Forwa ws wbriefly owali ed de Progmrn mjcrAioI-bIacuiv Cvjfor tIe
Elderly (PACE) and Wiconusn P saup Prog,u (WPP) operatSg hI IUiiiumkee and Darm eowrdes.
1his article takes a closer look ar Milwaukee Cowotty's ConIutby Corefor Me EBdry (CCE) and Irs
PACE replicarlon.

FRail older persons in Milwaukee County have a, to a Unique ptngPm which provbtu for dark long-
ter health care needs. This propam is called Community Care for the Eldedly, or Ca; which replicates
the PACE modcl, a managed cart system pionecrcd by On Lok System of San Francisco.

CCE is avoluntary alernatve to nrsinghomecare for frai sc who wish torematniondonpdeat.be
program targets frail seniors whose physical andfor mental status make them ligIble for nurdng home
placement CCE program participants attend an adult day health censtr and receive ci v e
medical and social services while living in the Community.

Community Care Organization (CCO), a private non-profit arganizion in Milwaukee, begun operatng
CCE in 1990. CCE also operas WPP. a program for frail elderly pesons and thoce with disabilities who
would normally be placed in a nusing home or institution.

A distinctive feature of CCE is the multi-disciplinary team that coordinates the health of each participan
Members of CCE's multidisciplinary team work together to meet aR the needs of the individuaL Thc
individual or family ecver needs to negotiate aervices with amitiple providmr and _aciionetv, the team
takes care of everything. And becaus CCE caregivers have daily eonmct with enrollee they can detect
any subtle changes in condition and modify the individual's treatent plan acotrdingly.

Many of the services provided as CCE are provided at the progam't tdult day health ontee Parlicip nts
in the program generally atend a day health cenerelat ast onc per week In addition to raiviag health
and social services. CCE's 340 PACE participants enhance their social life bypjoining a wide varety of
activities offered at the center.

Services at CCE's adult day health care centers inchlde the following:

* Breakfast

* Lunch.

Daily exercisc

- Medication administration.

- Nursing intervention and monitoring.

Personal cre atnc.

Prinary medical care.

Psychosocial counseling and support

- Rxeational activities.

* Sodal services.

- Transportation.
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CCE's staff consist of a variety of professionals dedicated to working with elderly individuals. Team
members who serve at CCE's adult day health centers include the following

Activity coordinamors.

- Center supervisor.

Dietary personnel.

* Medical records personnel and medical assista.

- Nurse practiticnr.

* Personal care workers.

* Primary care physicians-

- Registered nurses.

Rehabilitation therapists.

* Social workers.

"We provide about 50 percent of the home care [for participants] and contract for the rest,' did CCO's
Chief Executive Officer Kirby Shoaf. "We also contract for specialty physician services, hospital services,
nursing home services, about 40 percent of our trasportasion. and tmany other services"

To be eligible for the CCE program, participants mnst be at least 55 years old, hive long-term health ca
needs, live in Milwaukee County, be Medicaid and/or Mecarc eligible, have potential for remaining in
the community with assistance, and aree to receive all servioes fro CCE or provids approved by CCE-

Funding for CCE comcs via monthly capitation payments from Medicaid and Medicare for all eligible
enrollees. Most participants who qualify for both Medicaid and Medicare pay nothing for the program.
However, those who qualify for just one of these programs, or who fll into certain special categories, pay
a portion of the premium. These funds are then pooled together to achieve mm-dmum eficiSency and
flexibiliry in care planning.

Medicasid pays CCE a monthly, per-person capitsation rate of $2,132 for PACE, while Medicare pays a
monthly race of S1.039. In return for this monthly pretium, CCE is fully responsible for the physical,
psychological, and social care of each patient.

Nationaly. Medicaid capitation payments to PACE sites yield state a 5-15 perent savigs relative to their
fcc-for-service expenditures for a comparable ntsing-homt cestified population. Beyond these savings,
PACE offers policy makers a more comprehensive and lers costly alternative to consoructing new nursing
home beds.

Because PACE is a managed cars model that cnrolls only frail older persons, assuring enrollees' quality of
cars is cxtremely important. In 1993, the Community HcalLh Aeccaditoion Progra eviewed five PACE
cites and found the quality and coordination of enrollee care to be 'exceptional " In 1995, the National
PACE AssociadoD received a grant from the Robert Wood Johnson Ponundation to develop standards and
an accreditation mechanism for PACE.

CCO is a sot-for-profit nonstock corporation which provides the following programs in addition to CCE:
Grandfathered CCO Demonstration Program, Comprehensive Community Cre Program, Manitowoc Case
Managemet Program. Elder Abuse Reporting System. Elder Abuse Direct Services, and Care Consulting
Services.

Over the past four years, the CCE program has experienced an average anmnal growth rare of 36 percent
and has nearly quadrupled in size. +:

Rprinted sth peirsionfrnr the Mdark 1997 Forward neKetwr.
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Elder Care Partnership serves elderly,
- individuals with disabilities

In most capitated mnatged care programs. the enrollee must choose a physician among those associated
with the managed care organizauions netwowk While thin limihadon may not pose a problem for most

cerollees. it can be hard on the elderly and physicaly disabled, many of whom have seen a ain provider

foe many year and have chronic medical problems and multiple diagnoac.

Elder Care of Dane County. Inc. offers a solution to this problem. The Elder Car Patnnship progam.

which began in January of 1996, offers enrollees the many benefits of a managdlong term. cae program.

yet allows them to retain their primary care physician. This program is based on the Wincom Partnership

Program (WPP) model developed by the DBFS. Elder Care of Dane County. the UW School of Nursing.

and Access to Independencc.

Tbe Wisconsin Partnership Program is voluntary and serves the frail elderly and people with physical
disabilities. The program integrstes health and long term care suppeat seves and includes home and

comuity-based scavices. physician services, and all other medical care. Te program targets those who -
are nursing-home, eligible yet who would li}e to remain in their homes.

A key element in the Elder Care Partnership progrnm is the team-based approach to cam management.

Four corc team members coordiate ctue for each Partnership enrollee. bea tem- members and their

primary responsibilities are outlined below-

Primary Care Physician -Provides primary health care nd tspesvises al medical interventon

performed by the nurse practitioner.

Nnrse Practitioner -Conducts assessmcats, participates in care plan development monirs ongoing
clinical staus, responds immediately to acute mae problems. provides participantIao-giver education,
and acts as the liaison between the primasy are physician endthe rem of the t

* Social Worker -Conducts psychosocial and economic a nts manages referrals. counsols and
coordinates community services.

* Hame Care Nmrse -Conducts assessments of functional limitations and safety istes; and supervises
personal care workers in the home.

The cighty-plus individuals who me ctnently cmroled in the Elder Care Partnership gingram have an

average of eight chronic conditions and take an average of six medicaions We ty to mn their

symptoms in such a way that the person can be carId for in the community, despite the medical

conditions." Elder Care's Executive Die34r Jim Kelenman said

Those eligible for Elder Care Partnership imclude fra elderly and disabled persons who are 55 years or

older, iiveinDaneCounty. havchroicmedical conditions needsssistane to y at hoe and are

financially eligible.

Elder Care of Dane County is responsible for all daily adminisrative and c l aspecs of Elder Care

Partnership, including maintaining contracts with all participating physicians and odter providers, tbus

offering a full scope of health care and long-ternm supportarvicesz
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Al the cturent time, there is no accredita-ion procees for WPP. 'Ow purpais now evolving the
standards; we are acting as a laheratory to Egtrt out what tbe standards (of accrediutaion) should be.
Kellerman said. 'Currently, we have a vigorous Quality InprovenDtf Quality Aseance plan which we
iMpleMCeUL-

Funding for the Elder Car Parteoship progr comes from Mdicaid, which pays Fade- Cae Partnehip
95% of what it costs to serve a nutttg bome-eligible scior in a fefo r-satice eavsronment. Enrollees

keep the first $600 of this Medicaid capitation for housing costs. and thc remainder of the fee is used for
each enrollee's care. Under Medicaid feefor-service. Etder Care Paitnersip coordinates in- and outpadent

hospital, lab. x-ry. and home bealth services. 7be Pnstnaxhips also zages all of die Medicare-
funded services, which at this timte remain foe-for-service: in 1998 thew Medicare funds will also be

capiard.

Elder Care Partnership is a collahoratioe between Elder Cae of Dane County and tbe Wisconsin

Parcisersip Program. Elder Care Partnership is admioisered by the Wisconsin DHFS under a Wconsino

Medicaid Progranm cooractL

Reprladwithpetrmissonfrom the April, 1997 Forward nrlgerv.
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Milwaukee County residents with
disabilities rely on I Care

Medicaid recipients with disabilities in Milwaukee County now have a navigator to guide them chrough the
waters of managed care That navigator is I Care.

I Care, or Independent Cares has been operati since 1994 when the Department of Health and Family
Services received a Health Care Financing Administration research and demonstration grant to begin a
project to help developmentally disabled Medicaid recipients.

The I Care program provides coordinated medical and social services to people with disabilities who live in
Milwaukcc County. Services are arranged for each recipient by a care coordinar. The care coordinator
helps each recipient do the following:

* Choose a doctor and hospital.

* Find appropriate medical care.

Find services after a hospital stay.

* Sign up for social scrvices.

* Find community services.

I Care members receive the same medical services as those covered by Medicaid. In addition to these
services, I Care offers recipients the following:

* A Core Coordinaror: This individual works to get the member and his or her farily the services they
nced.

* A Primary Care Doctor: PFimary care doctors are chosen for their knowledge of. and desire to work
with, persons with disabilities.

* Hospiial and emergecny services: Each msember' cer coordinator or physician arranges hospital stays

* Wellsess Programrs: I Care offers programs to help members stay healthy and a newsletter with health
advice and program descriptions.

* Social Services: Members may access social services via their care coordinator. This coordinator helps

the member find the services he or she needs.

In addition to standard medical services, care coordinators can help members arrange dental and eye care
appointments, mental health, alcohol. and drug abuse treamet pharmacy servis. medical supplies and

equipment. homecare services, nursing home and hospice care services, and transpctation.

Care coordinators collect base line data to snpport program effectiveneas. conduct a needs assss~meot

within 30 days of enrollment and help the mormsbr select a ptimary care phyaidan. The care coordinator
can also approve or disapprove certain oervies (for example. ER. visits) based on medical necessity.

Those eligible for I Care include people who receive Supplemencal Security Income and Medicaid under

Medical Status code 21. who live in Milwaukee County. and who are at lea 15 years old.

For more information about I Care contact Mike Fox at 608-266-7559.;

Reprinted .4th permission from the December, 1997 Forward newrleer.
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PACE/Partnership programs guide
long term care

Two Wisconsin Medicaid programs are saving as foreetmes in theo sae's long term con redesign plan

Tbe PACE and Wisconsin Partnership programs, while shasing similar goals and target gloUps, am two
distinct managed care programs tdit seek to provide compphebmive cam to IhAil Daldety ad In tbe case
of the Wisconsin Parnership Program. the physically disabled.

PACE sandsfar Program for Al bdusive Car for the Elderly. The prograim bopn in 1990 in Mlwaukee
under the name Community Crc for the Eldy (CCE)ad ipanded cl Eider Cae tDmnc
Counry in 1995. The PACE program is a congressionally aotherized lication of tbo matagod c
system pioneered by On Lok Senior Health Services of San Francisco, CA. On Lok is a natonlly
recognized program for fris elderly personas.

Tbe Wisconsin Parnership Program (WPP) began when the Bureau of Long Tam Support Within the
DOH. DHFS, was awarded a gant by dte Robert Wood Johnson Foundation in 1994. WPP is a -- del used
to provide services for the frail elderly and personas with physical disabilitim.Currendytiesu ae throee
active WPP agencies in Wisconsin. These are Elder Care of Dane Coulty in Mado wbich began
operating WPP in February of 1996: Community Care for dte Elderly in Mllhanke, which begn
operating in May of 1996; and Access to Independence In Madison. which began opcraxing WPP in the
summer of 1996.

Both programs are voluntary and are designed to provide frail elderly pesons (and in the cae of Wpp
persons with disabilities) with the support needed to avoid being placed in a nurring home Boh programs
accomplish this goal by coordinating local rdsl and social avimes.

Community Care for the Elderly. Elder Care, and Access to Independence have connracts with the
Dcpartment of Health and Faunily Services to provide Medicaid servicn to thcir brget Sroups. They
operate with capitacd fundin, but reimburse some npatiest and hospital OrAntab ad xtay fees, nd
home health services on a fee-for-scrvicc basis.o

Reprinted with peamniruionfrom rthe Jamrvy, 1997 Forward nawi war.
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Ms. CHRISTENSEN. Thank you.
I think Jane is going to tell us about some of the other States

and what they are doing.

STATEMENT OF JANE HORVATH, DIRECTOR OF MEDICAID
PROJECTS, NATIONAL ACADEMY FOR STATE HEALTH POLICY

Ms. HORVATH. I am going to take probably a more shotgun ap-
proach to this issue this morning. I appreciate the opportunity to
be here, and thank you for inviting me.

The National Academy for State Health Policy is a nonprofit or-
ganization based in Portland, ME. We receive most of our funding
through foundations and do work with specific States around is-
sues. We have done a lot of work around enrollment of elderly and
disabled populations into Medicaid managed care programs for a
number of years, and I myself am working on a project with an-
other very special population within Medicaid, which is foster care
children enrollment into Medicaid managed care. I am working on
a Cummings Foundation project specifically with five States, build-
ing interagency teams, to look at how best to do this for I think
what is arguably the most vulnerable of generally vulnerable popu-
lation of Medicaid clientele.

I want to just give you some background, and I really wanted to
zero in on special needs adults and children within Medicaid and,
in our experience, the things that States have to consider, I want
to give some brief examples of how States have approached the
issue of Medicaid managed care and vulnerable populations.

I have some handouts with charts that I'm not going to go into
detail on, but just reference.

Our records show that as of January of this year, there were 26
States that were enrolling elderly and/or some portion of disabled
populations into risk-based Medicaid managed care. I think what
is most important to keep in mind when you think about this popu-
lation and you think about what States are doing is to understand
that currently, of the 38 risk-contracting States, that most Medic-
aid managed care programs as of yet do not integrate long-term
care or long-term support under a capitated program, which be-
comes a crucial aspect when you are talking about children and
adults with special health care needs.

Concurrent with that, the other important caveat to keep in
mind is that most Medicaid programs, whether or not they are en-
rolling elderly and disabled, do not integrate Medicare into their
system of care. It is an extremely difficult thing to do. It is not for
lack of desire on the part of State Medicaid agencies, but that's an-
other whole issue of politics and policies. You need to keep in mind
because both of those caveats when long-term care services and
supports are not integrated, people have to walk through at least
two systems, and it can create cost-shifting incentives that did not
necessarily exist in the fee-for-service system. When Medicare is
not integrated, it can certainly create cost-shifting incentives that
did not exist under fee-for-service.

So we try to keep these things in mind when we are thinking
about enroling special needs populations, elderly/disabled adults
and children, into Medicaid managed care. These issues are not
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necessarily relevant to the AFDC population. So it is a new set of
issues for States that they are attending to.

In this packet, which I hope you all have, by way of background
information, I have put together a chart on the state enrollment
carve-out policies. The chart shows that most of the States are not
enrolling these populations. There are a number of States that ac-
tually prohibit enrollment, whether their program voluntary or
mandatory, of a variety of special needs populations: the dually eli-
gible receiving home and community-based long-term care services,
people receiving institutional long-term medical, children in foster
care, and subsidized adoption.

There is another chart that you might want to look at concerning
the eligible population, and which is demonstrative of some of the
points that I want to bring home today, about the connection to the
long-term care and the service support system. There is a chart in
here that shows the number of States that are enrolling dually eli-
gible persons; whether that enrollment is voluntary or mandatory;
and the linkage of the health care system in which they are en-
rolled to the long-term care system. So you can see that some
States are ahead of others in creating that linkage, but all States
have got to address that linkage in one way or another. This high-
lights how they do it.

I have another chart in here about the number of States that are
enrolling elderly and adults with disabilities. The States that are
enrolling children with disabilities are not included in this chart
but they are few in number. This chart gives you a view of some
data we collected on a survey that we did which captured the ex-
tent of mental health coverage under a risk contract, the extent of
nursing facility coverage, and the extent of home health coverage
under risk contract. So you can see, again, what the connection is
between these other services and medical care for special needs
populations.

I also want to turn your attention briefly to a list of the kinds
of issues that States need to consider as they look to expanding
risk-based contracts and to include these populations. I purposely
left rate-setting off of this list. I felt fairly certain that that had
been covered somewhere before in these forums; it always is.

Ms. CHRISTENSEN. We will probably do a hearing on rate-setting
and a couple other big issues.

Ms. HORVATH. The first issue, I think, outside of rate-setting that
States need to consider is coordination of services across systems.
The special needs populations are dealing with a variety of service
systems: long-term care, school-based systems for children with
special educational needs, case management. So many of the spe-
cial needs population adults and children are working in multiple
programs with multiple case managers. State program policy needs
to consider this fact and decide how it should be handled as the re-
sponsibility of the HMO or not.

Also, I would like to mention the State of Utah and their foster
children enrollment in Salt Lake City. How they have addressed
this issue of case management is they have a case manager outside
the HMO. They do not require the HMO to coordinate services, but
they have an outside case management nurse for these children
who coordinates their health services within the HMO, does the fol-



240

low-up and whatever else needs to get done to make sure that
these children are accessing medically appropriate services. Also,
that nurse case manager coordinates the rest of the services that
the children need and receive. The nurse case management role is
being extended to include all the mental health services as well. I
think that's a very interesting idea of taking it out of the HMO.

The other issue that becomes significant in program design, is
the Medicaid funding and who is responsible for what. It has been
a real eye-opener for the Medicaid sister agencies in many States
to learn or realize, extent to which they are reliant on Medicaid
funding for their services, including Part H, IDEA, mental health
system and what it may mean. It really becomes a real threat if
Medicaid includes that funding in an MCO capitation and moves
those services outside to an MCO. How this funding/capitation
issue is handled is typically through negotiation. Medicaid agencies
need to be very sensitive to the potential effect of pulling all of
these service dollars out of different agencies and handing them
over to the HMO.

I am going to turn next to the issue of physical access which be-
comes a big issue in the context of special needs populations with
disabilities. States have learned-Massachusetts springs to mind
right away-that they really ought to make sure their HMOs or
their MCOs meet physical access standards for the doctors' offices
in their network. In Massachusetts I believe physical access is ac-
tually part of their quality assurance and their onsite monitoring.
They go out and check for physical access now that they are enroll-
ing special needs populations.

Network composition can be different when you enroll special
needs groups. There is the standard issue of number and type spe-
cialists, but also States can consider if there are generalists experi-
enced with treating the populations being enrolled. Pediatricians
who are familiar with the foster care caseload, for instance, come
to mind. Children in foster care are different than non-foster care
population of AFDC children. Even though you need pediatricians
in any network, you may need or want providers who are familiar
with the foster care caseload and how to treat them if you enroll
this group. So network composition standards may change.

Wisconsin has some contract language around this composition
issue, and I think States are evolving in their thinking. Maryland,
I understand, has some very good regulations on what they are ex-
pecting of their contractors in terms of provided expertise-and not
necessarily specialization, but expertise and familiarity in treating
the foster care caseload.

In regard to covered services, I think a definition of medically
necessary and appropriate services becomes far more important
when you are talking about enrolling these populations than it
heretofore has been for States. There are a lot more potential gray
areas than with the AFDC/TANF population. The fundamental
issue is who is responsible for providing and paying for what.

I also wanted to just say, too, one way states have sought to ad-
dress issues of network composition, assuring access, and provider
expertise or specialty in certain conditions is to encourage forma-
tion of MCOs which are the traditional providers for this popu-
lation of people with special health care needs. William talked
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about including these specialty providers, or community and tradi-
tional providers, in MCO networks, and other States such as Rhode
Island are actively encouraging the formation of the traditional
providers into a risk-taking entity itself. Encouraging formation at
MCOs among traditional providers creates another whole set of
considerations that, during the question and answer period, maybe
we can get into.

I think the other thing that enrolling special needs groups brings
to the fore is the need for a lot more interagency collaboration at
the State level. Maryland has talked about that; Barbara men-
tioned how they are working. What she didn't mention is how
much they are working with the Department of Social Services
around the enrollment of foster care children. State agencies should
collaborate on program design to determine what services are in,
what services are out-and how to shape the quality oversight sys-
tem by drawing on the expertise of sister agencies that have been
caring for these populations and overseeing the service providers
themselves, where Medicaid has not had that role before.

Another important issue is outreach and education. States are
taking different approaches to this varying population of special
needs adults and children that is very different than how they
work with their AFDC population.

A specific example is Oregon, which hired a contractor that they
no longer use now that the program is up and running and there
is general familiarity with it in the different communities. But they
hired a contractor who specifically charged with going out and edu-
cating the community and community representatives and helping
people make a choice of managed care plans. Ultimately, the actual
enrollment of these people had to go through the State to be effec-
tuated. That contract has since terminated, but it was very specific
around SSI-related populations.

Tennessee has a contractor whose [inaudible] got a little nutty
given the startup of TennCare and the great need, but is now being
moved back to its original purpose. It is a hotline essentially, kind
of a grievance and complaint, not an ombudsman, but a grievance
complaint resolution community outreach hotline specifically for
SSI-related. Those are the people who get the number. It was
TennCare's way of acknowledging the specific need around finding
doctors who will treat various special needs, enrolling populations,
et cetera.

Oregon, again, has an ombudsman program that is only for SSI-
related populations. It is a very specifically tailored program for a
specific population, addressing very specific needs.

Maryland and Florida are the States I am aware of-I think that
there are others now-that have done very specific outreach to fos-
ter care parents, foster care caseworkers, and foster care institu-
tional providers about how managed care works, what it means,
how you enroll, how you disenroll, and how to work with the sys-
tem. This outreach has occurred county by county across each
State, meeting by meeting, outreach programs, these States felt it
was the type of effort really was important to make the system
work for these kids, and because the folks who care for these kids
need to really know how to access and use the system.
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Other foster care special arrangements around enrolling foster
care children have some applicability to thinking about the issues
of special needs groups. In Oregon, they allow the Department of
Social Services caseworkers to be the responsible party for enroll-
ing these children in the appropriate HMO, or making the decision
not to enroll these children, so that when these children change
placements, it is the caseworker responsible for their case who ac-
tually goes into the computer and does that changing enrollment.
This way, there is no lag time, which can actually be a very big
problem as these children's placements change, as they frequently
do, making sure that their medical home moves also in an as ap-
propriate and quick a manner as possible.

On the quality assurance side, there is a project going on in Con-
necticut looking at encounter data from an HMO and running re-
ports along the lines of EPSDT, early periodic screening, diagnosis
and treatment, for children, and they are turning most of the re-
ports back to the Medicaid agency, to the HMOs. They are going
to have a tickler system in place for children who have not seen
a provider according to the periodicities. A subset report for chil-
dren in foster care is also produced and sent to the child welfare
agency.

We think it is most important [inaudible] out of that specific re-
port on foster care kids of the special needs population that de-
serves special looking into. It is what they alluded to, having a
quality assurance system that does sampling. I don't believe that
this is a sample-based thing; I think it's an encounter-based system
that is not aggregated ultimately in the report. So that it can be
done, and I believe the reports go to the HMOs, but I know they
go to the Department of Social Services for follow-up with the case-
workers, so that the caseworker stays involved.

So I think that there is a lot going on out there. I think in terms
of the State of the States, the State is [inaudible]. [Inaudible] be-
cause these are very high-cost populations. They remain generally
out of the Medicaid managed care risk-based programs since their
inception, and States are now turning their attention to them, and
they are learning as they go along, as they kind of always have;
they are learning from each other. I think we are going to see a
heck of a lot of evolution in every component and aspect of Medic-
aid risk-based contracting for these populations in the next few
years. There is going to be a lot of innovation to try.

[The prepared statement of Ms. Horvath follows:]
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As of January 1997:

26 States enrolled elderly and disabled into risk-based
Medicaid managed care

but

Most Medicaid programs do not integrate coverage of Long
Term Care or Supports

and

Most Medicaid programs do not integrate Medicare into the
risk-based health care system

National Academy for State Health Policy, 1997
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Enrolling Special Needs Populations
in Medicaid Managed Care

Considerations:

1) Coordination of services across systems
case management
special education system services (IDEA, Part H)
long term services and supports system

2) Medicaid funding - who is responsible for what?
mental health
education system
MCH

3) Assuring access
physical access
network composition of specialists and others with appropriate

experience
necessary covered services

National Academy for State Health Policy, 1997
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Enrollment Carve Out Policies as of 6/96

Category # of States Prohibiting # of States Permitting
Enrollment, Disenrollment2

Dually eligible 21 5

Receiving home/community 19 3
based long term care/services

Receiving institutional long term 28 7
care

Receiving long term community- 6 3
based medical services -

Receiving long term mental 12 2
health services

Foster Care Children 16 6

Special Needs Children 6 3

Special Needs Adults 4 n/a

Subsidized Adoption n/a 5

There were 38 states with risk-based Medicaid managed care programs as ot 6/96:
1 Applies to either mandatory or voluntary enrollment programs
2 Applies to mandatory enrollment programs

National Academy for State Health Policy, 1997
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Medicaid Managed Care Program Characteristics
In States Enrolling Dually Eligible Persons

in Health Programs
State Medicaid DE Enrollment NF or LTC Service covered Connection to LTC Service System

Policy, Under Risk

AZ Mandatory tua LTC LTC system is risk-based and comprehensive &
. ti~~~~~~~~~~~~nked to acuta rare system

CA Voluntary in all but 5 counties limited NFP LTC capitaled by in all but 3 counties. disenrolled trom risk after
state in 3 otfS mandatory cos 60 days NF care

CO Voluntary ULnited NF/no LTC LTC on FFS. remain in HMO tor health

FL Voluntary 6 months NF/no LTC cisenrolted trom risk after 6 mos NF

GA Voluntary no NP/no LTC disenrolled trom risk d enter NF

MD Voluntary no NP/no LTC disenrolled trom risk it enter NF

Ml Voluntary no NP/no LTC disenrolled trom risk i enter NF

MN/ Mandatory no NF/some home based care LTC on FFS. remain in HMO for health
PMAP

MN/ Voluntary 6 mo NF. and HCBC2 alter 6 mo NP: LTC on FFS. remain in HMO tor
MSHO health

NV Voluntary LTC up to StltOOtrindividual disenroted trom risk it cap is reached

NJ Voluntary no NF/no LTC disenrolled from risk it enter NF

NY Voluntary no NF/no LTC disenrolled from risk it enter NF

OR Mand. (Vol. tor some DE) United NF/no LTC LTC on FFS, remain in HMO tor health

PA Mand/Vol by geography Limted NF/no LTC disenrolled trom risk alter 30 days NF

TN Mandatory no N/no LTC LTC on PFFS remain in HMO tor health

L'T Mandatory Limited NF/no LTC HCBC recips stay in risk HMO; disenrolled trom
risk after 30 days NF

WlI/P Voluntary tull benefits LTC system is risk-based and comprehensive

WI/la Voluntary 90 days NF disenrolled trom risk after 90 days NF

1. Aftecting Medicaid services only.
2. HC8C = Home and Community Based Long Term Care
3. WI Partnership Program: NF-eligible elderly and disabled adults. All benetits coordinated by the program.

although particular long term care servires may be under tee tor servise.
4. WI I-Care Program Disabled Adults

National Academy for State Health Policy, 1997
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Characteristics of Medicaid Risk Enrollment
for Elderly and Adults wi Disabilities as of 1/97

State Enrolled Groups VotlMand. MH Coverage NF Coverage Home Health Coverage
(E. D) Enrollment Scope Scope Scope

AZ E. D M Separate, Full Separate, Full Ful

CA E. D M. not separate, scope Limited United & Full (by
unclear contract)

CO E. D VIMb Separate,Ltd Limited Limited

DE D M Limited Limited Ful|

FL E. D V/M' Separate, Limited Fut
Limited

GA D V Fuild Not Covered Fut

IA D M Separate, Full Not Covered Not Covered

ND E. D V Full Not Covered Fut

MA E. D V/Me Separate, Full Limited Limited

Ml E, D VIM Full Not Covered Limited

MN/PMAP E M Fut Not Covered Ful

MN/MSHO E V Covered Umfted Fut

NE ED M Separate Not Covered Full

NV E V Not Covered Limied Not Covered

NJ E, D V Not Covered Not Covered Not Covered

NY D V Limited Not Covered Fut

OH D V Limued Not Covered Fut

OR E, 0 M Separate,
0

Limited Limited Limited

PA E, D V/MI Separate, Full Limited Fut

SC D V Limited Limited Not Covered

IN EvM Separate Not Covered Covered

LIT E. D MIVI Separate - Limited Covered

VA E, D WMk Limited Not Covered Futl

WA E, D M Separate, Limited Not Covered Full

WI E. D V Fut Fut Full

E = Elderly D=Disabled
Separate = separate risk contract from general HMO contract
Limited = limited benefit within general HMO contract -

Full = lull benefit within general HMO contract
V= voluntary enrollment for these groups M- mandatory enrollment for these groups

National Academy for State Health Policy, 1997
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a. some counties

b. mandatory enrollment in MH contract when enrolled in PCCM program

c.mandatory enrollment in MH risk program for enrollees of PCCM program.

d.inpatient only

e.mandatory enrollment in riskfnental health program for PCCM enrollees.

f.enrollment policy varies by area of the state

g. full long term care benefits other than NF.

h.Separate risk contract for PCCM enrollees.

Varies by location.

j. depending on location and whether enrolled in PCCM (for mandatory MH risk enrollment).

k.depending on location

National Academy for State Health Policy, 1997



250

MS. CHRISTENSEN. Steve.

STATEMENT OF STEPHEN A. SOMERS, PRESIDENT, CENTER
FOR HEALTH CARE STRATEGIES, INC.

Mr. SOMERS. Thank you, and good morning. I am Stephen
Somers, and for the Hill staffers among you, you have in Jane
Horvath and myself two former Senate staffers who are examples
of what your future might be like-you too may be able to testify
before a panel on managed care at the Senate Special Committee
on Aging. It is a real pleasure to be here.

It is an honor as well to be here with Bill Scanlon and Jane, be-
cause they represent two of the supreme catalogers of what is going
on across the States with respect to Medicaid managed care. I turn
to the GAO and to the National Academy for State Health Policy
constantly for information about where particular States stand, so
I commend to your attention their materials.

It is always a Pleasure to be on a panel with officials from Wis-
consin and Maryland. I worked at the Robert Wood Johnson Foun-
dation for many years, and for health care philanthropy, Wisconsin
and Maryland are two States that are constantly seen as light-
houses or beacons, which is to say leaders, in progressive model de-
velopment and innovation. It also means that they get all the grant
money, too, so I expect to be hearing more from Wisconsin and
Maryland in the future.

The Center for Health Care Strategies is a nonprofit organization
running two major programs for the Robert Wood Johnson Founda-
tion (RWJF) and also one for the Annie E. Casey Foundation.

There are two programs for RWJF. One is called the Building
Health Systems Program-actually, Wisconsin has gotten substan-
tial funding under that program from the Foundation-and the
Medicaid Managed Care Program. Both of them are focusing on
how to make health systems work better for people with chronic
health problems.

As you probably know, the Robert Wood Johnson Foundation is
a large health care philanthropy. It spends about $250 million a
year on demonstration projects training, evaluation and research
programs. A lot of them are large multi-site national programs.

The Medicaid Managed Care Program (MMCP) is just one of
them, and I am going to focus the remainder of my time upon that
program, which is described in your packet, and for which there is
a Request for Proposals (RFP) attached.

The program is a $21 million national program, the goal of which
is stated in your material, to make managed care work for Medic-
aid recipients, especially those with chronic health conditions. I
would very much agree with what Peggy Bartels of Wisconsin said
about Medicaid managed care in particular having the opportunity
to lead the rest of the managed care market place with respect to
serving these populations. This is because the commercial plans
just have not served these populations before, and Medicaid has
the kinds of requirements and attention to quality issues that
should serve as a guide for all other managed care enterprises
serving disabled populations.

The objectives of the MMCP are to build capacity among the pur-
chasers-principally the States and, to some degree increasingly,
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counties as well-of managed care, and to develop models of man-
aged care for vulnerable populations. As Jane was saying, there are
almost inevitably going to be more models; as States begin to serve
these populations with more and more intensity.

One of the other tools that we have available in the MMCP is
something that we are calling a "readiness assessment." This
means that we go out to States, and we ask them to tell us what
they think they know how to do with respect to Medicaid managed
care, particularly for special needs populations, and where they
might need help. We have been to States ranging from Kansas to
Massachusetts in terms of their experience with Medicaid managed
care. In some States, that experience level is still very, very little;
there hasn't been much done. Obviously, in others, such was Wis-
consin, there is a tremendous amount that has been done.
, In Kentucky, which is about to embark on a major and unique

Medicaid managed care arrangement, we determined together with
us that Medicaid staff really knew very, very little about how to
do quality assurance in managed care. They had nobody who had
ever worked in this area. This is a prime example of a term you
probably hear a lot-the "paradigm shift,"-that is being required
of State Medicaid agencies moving from fee-for-service to managed
care. As a result of our readiness assessments in Kentucky and
other States, we have developed an education module for States to
provide basic training on quality assurance. We intend to make
this available to a number of States individually or in regional
meetings after consulting with HCFA's Technical Assistance Group
(TAG) on Quality.

We also support a large number of policy studies. I think Bill and
Jane both mentioned the carve-out issue. That was the subject of
the first publication that we have sent out, done by MedStat. It re-
views the major decision issues that States must consider in decid-
ing whether to carve out populations under Medicaid managed
care.

We are also about to release studies on rate-setting and risk ad-
justment by Rick Kronick and Tony Dreyfus who have worked in
a number of the States that have been mentioned today: e.g. Wis-
consin, Colorado, Massachusetts, etc. There is a big study on en-
rollment by Mary Kenesson which we are going to publish soon. We
have also asked her to do a special supplement on enrolling special
needs populations, because there is a very different need there.
Some States are contracting with consumer organizations rep-
resenting the various special needs populations to assist in the en-
rollment process. This is going on in Oregon; and New Mexico
picked up the concept from a GAO report.

I wanted to mention a few of our model development and dem-
onstration grouts. One interesting one, given some of the points
that Jane was making, is to a county in Washington State, Clark
County, which is north of Portland, to try to integrate all the fund-
ing streams that serve Medicaid populations into a single, inte-
grated model, where you would take various funding streams, men-
tal health, mental retardation, long-term care-plus Medicaid and
create a single capitation for those populations. This is very much
in the field of dreams stage, but it is something that is a very in-
triguing notion to consider.

44-098 97 - 9
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I will also just mention that in your packet, there is a page about
our Web site. Several panelists have mentioned the contracting
study that was done by Sara Rosenbaum at George Washington
University. Those of you who have seen this document know that
it is 2,300-pages long. We are offering you the opportunity to give
up carrying it around, because you can get it on the Web site in
searchable fashion much more quickly.

In sum, we are working in about 20 States at this point under
MMCP. In terms of what are we finding out there, I would like to
make just a few summary observations. The purchaser's capacity
is extraordinarily uneven. You have before you today two States-
Maryland and Wisconsin-that really have a great handle on pur-
chasing issues. There are States that come to mind where they
have just two or three professional staff working on Medicaid man-
aged care. This is too complicated an undertaking for such sparse
staffing, even in a sparsely populated State.

We are working with relatively rural counties in Minnesota that
probably have ten times more staff working on Medicaid managed
care. So the range is really enormous in terms of capacity, and part
of what we are trying to do in MMCP is to try to build the purchas-
ing capacity of States.

It has also struck me as I have been doing this work that there
are a number of Federal agencies with "offices of managed care,"
like HRSA and CDC and SAMSHA and CSAT-you name it, they
have an office of managed care-to help their constituencies cope
with the coming of Medicaid managed care.

HCFA, on the other hand, provides remarkably little direct tech-
nical assistance to State Medicaid agencies. I am sure there are
historical reasons for that gap, but it seems out of kilter. There are
probably people in this hearing room who could do something about
this imbalance.

The other issue that I want to raise is the fact that there are
very few models for special needs populations. I am actually quite
taken aback that no one has mentioned the Community Medical
Alliance (CMA) in Boston as a premier model of managed care for
special needs populations. It serves people with end-stage AIDS
and severe physical disability. Several attempts were made to rep-
licate the model under the Medicaid Working Group initiative
funded by RWJF and the few charitable trusts, but they have been
very slow to take hold. Even in Boston, CMA is only serving 190
people or so, and we are talking about thousands and thousands,
if not millions, of people who will need to be cared for in such
model special needs plans.

In sum, there are few models; that is why we are in this busi-
ness. One of the emerging issues that may complicate the develop-
ment of managed care for special needs populations is that counties
are going to play a much more significant role than most of us an-
ticipated. This is all part of the devolution trend," particularly in
States where counties are enormously important politically. Min-
nesota is just one example. Minnesota could end up with 87 dif-
ferent enrollment brokers because 87 different counties may insist
on having the enrollment broker responsibility. That is not nec-
essarily the most efficient way to do business but that may be how
it will get done in Minnesota.
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In other States devolution is more a matter of way passing off
the risk and the responsibility to the counties. If there is no capac-
ity at the county level this becomes another area of concern.

There are a few other emerging issues that I would just like to
mention. Clearly, quality assurance is something that many States
need a huge amount of help with-and we intend to work in that
area.

Further, there are really very few performance standards for
serving special needs populations. This is another arena that we
also would like to work on.

Finally, the managed care marketplace is in enormous flux.
There may be 19 managed care organizations in Wisconsin all of
whom are willing to play. But in a lot of States, commercial man-
aged care organizations are leaving the Medicaid market; in others,
the managed care organizations that are based within the tradi-
tional community provider network-community health centers
and so on are not succeeding. Who is going to be left providing
Medicaid managed care, particularly to the special needs popu-
lations? Bob Hurley is doing a study on the Medicaid managed care
markeplace for us right now, and it should be a very, very interest-
ing sport.

Thanks very much.
[The prepared statement of Mr. Somers follows:]
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Forums on Managed Care for People with Special Needs

U.S. Senate Special Committee on Aging
Forum Four: "State of the States"

July 22, 1997

Stephen A. Somers, Ph.D.
President

Centerfor Health Care Strategies, Inc.

I
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/-LCenter for Health Care Strategies, Inc.
Affiliuted with the Woodrow Wilson School of Public and Internotionol Affairs atl Prnceton University

The Center for Health Care Strategies, Inc., (CHCS) was established in 1995 as a non-profit.
non-partisan policy and resource center affiliated with the Woodrow Wilson School of Public and
International Affairs at Princeton University. CHCS serves as the National Program Office for two
national initiatives of the Robert Wood Johnson Foundation (RWJF): the Medicaid Managed Care
Program and the Building Health Systemsfor People with Chronic Illnesses program. CHCS has
also received substantial funding from The Annie E. Casey Foundation to provide technical
assistance and information through its Children in Managed Care Initiative and to help CHCS further
develop its highly-rated Web site on health policy and managed care for vulnerable populations
(http://www.chcs.org).

The Medicaid Managed Care Program is a $21 million national initiative. Its goal is to make
managed care work for Medicaid recipients, especially those with chronic health conditions and
social problems. Under this program, CHCS administers a competitive grant program with awards of

-up to $500,000 to states, managed care organizations, and others directly involved in making
Medicaid managed care work. Thirty grants totaling more than $3 million have been made to date.
CHCS also serves as a resource center to state and local governments, health care organizations,
consumers, and the policy-making community on Medicaid managed care issues.

The Building Health Systems for People with Chronic Illnesses program has made grants
totaling approximately $10 million over the last three years. A new $3 million Call for Proposals
will be issued in September, 1997 for innovations in systems of care for people with chronic
conditions, particularly children with special health care needs, individuals with physical disabilities,
and those with mental illness.

The overall mission of CHCS is to promote the development and implementation of effective
health and social policy for all Americans. In all of its work, CHCS places a high premium on
finding practical solutions to current problems and promoting collaboration between the public and
private entities responsible for making health care programs work for those most vulnerable to shifts
in the political and fiscal environments. CHCS is staffed by individuals with a blend of experience
from the health care industry, state and federal governments, philanthropy, and the consulting sector.

The CHCS board is chaired by Karen Hein, M.D., Executive Officer of the Institute of
Medicine of the National Academy of Sciences. Dr. Hein is joined on the Board by Rhoda
Karpatkin, J.D., President of Consumers Union; Leonard Lieberman, J.D., former Chairman of
Supermarkets General Corporation; Frank McArdle, Ph.D., Principal of Hewitt Associates,_LLC;
Uwe E. Reinhardt, Ph.D., James Madison Professor of Political Economy, Princeton University;
Michael Rothschild, Ph.D., Dean of the Woodrow Wilson School at Princeton; George Strait, ABC
News Medical Correspondent; and Stephen A. Somers, Ph.D., President of the Center for Health Care
Strategies, Inc. For more information on CHCS or its programs, please contact us via the numbers or
addresses listed below.

7M7

353 Nassau Street Princeton, NJ 08540 . Phone: 609-279-0700 . Fax: 609-279-0956 . E-mail: mailtchcs.org
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MMCP Summary Observations

* Purchasers' capacity is very uneven
* County devolution

* Few models for special needs populations
* Emerging issues: quality assusance;

performance specifications for special needs
populations; Medicaid agency restructuring;
foster care; MCO marketplace
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Ms. CHRISTENSEN. Well, so much to absorb; I think I am going
to just go sit at my desk and absorb it.

I know we are scheduled to leave at 11. For our panelists who
are willing to stay and take questions, I believe the room is avail-
able, but if you have to leave, I don't have a problem with your
leaving.

We can just go to questions unless anybody else wants to com-
ment on anybody else's comments.

Any questions.
Yes.
QUESTION. [Inaudible.]
Ms. CHRISTENSEN. I'm sorry, I can't hear. If you want, we can

put the mike out.
QUESTION. No. I can stand. [Inaudible.]
Ms. CHRISTENSEN. The question is: are many States including

substance abuse in their Medicaid managed care.
Ms. SHIPNUCK. We are, and as I indicated, we have indicated

that individuals who need substance abuse services are one of the
special target special needs populations in Maryland.

The Maryland Medicaid package traditionally was not a generous
one in terms of the fact that Medicaid did not cover residential
treatment for adults, and when we started the program for the
demonstration, we were bound by what had been in the package.
What was very interesting was that as the legislature began to
look at the tie-in with welfare reform, they determined that one of
the barriers to employability was folks who had substance abuse
problems.

So this year, before we even rolled out the demonstration, they
-expanded the substance abuse benefit package so that we have an
enhanced benefit package. We have required managed care organi-
zations to case-manage that, and we will be tracking that because
the additional piece of it was not in our original capitation configu-
ration. So we have some nuances to work with, but substance
abuse is very much a specific service available to Medicaid recipi-
ents within Maryland.

Ms. HORVATH. I just looked at our June 1996 survey, which was
a point-in-time survey, and we had asked how many States in-
cluded substance abuse, and 28 said that they did for some or all
of their enrolling populations. We asked how many are contracting
with a separate risk contract-in other words it is pulled out of the
general MCO contracting-where is a limited benefit in the general
MCO contract or whether the full scope is covered. So States han-
dle it different ways, but 28 said that in some way, shape or form,
it is a capitated service.

Ms. BARTELS. I would add one other point. We also cover it in
our managed care programs. Substance abuse treatment comes in
many nontraditional models, and nontraditional models are not al-
ways covered by regular Medicaid fee-for-service; but in Medicaid
managed care, with the appropriate contract requirements and in-
centives, managed care organizations will create those flexible and
creative treatment alternatives, for example, that will create oppor-
tunities for moms and their kids to get the treatment they need
without splitting up the family.
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So I view Medicaid managed care as a great opportunity for sub-
stance abuse treatment to move forward in ways that many com-
munity-based organizations and treatment centers desire.

Ms. CHRISTENSEN. Yes?
QUESTION. [Inaudible.]
Ms. CHRISTENSEN. The question is about putting long-term care

into a managed care system.
Ms. BARTELS. We released the proposal to integrate long-term

care with what we call primary and acute health care in the State
of Wisconsin, which would have been a very groundbreaking idea
for elderly and disabled persons, and it was very, very threatening
to the advocacy communities, managed care in general, and the
whole concept of mixing medical with social services was threaten-
ing. In our State, so many of those services, as I alluded to in my
testimony, are county-based. It created a real firestorm of con-
troversy. Counties want to have the first right of refusal on being
the managed care entities for this integrated program.

So we are seeking, through less organized, more intimate con-
versations with the interested parties, to see whether or not we can
identify some areas of agreement before we proceed.

I think in general, it is a positive step, because people are talking
about managed care being a positive thing for the elderly and dis-
abled, but how to do it in a way that meets consumers' needs and
does not upset the apple cart too much is a big challenge. But we
are still committed to moving forward in that general direction. We
have also been carving out long-term care from other health care
services and trying to integrate health care services with the sup-
portive social services that many disabled and elderly persons meet
and desire.

Ms. CHRISTENSEN. Any other questions. [No response.]
Thank you so much. This has been incredible. We really appre-

ciate your time and effort.
[Whereupon the forum was concluded.]
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Chapter 20

Medicaid: Spending Trends
and the Move to Managed Care

Medicaid is an entitlement program providing payment for
medical services to as many as 37 million low-income people
who are aged, blind, disabled, or members of families with
dependent children. It has three distinct features: joint federal-
state financing, state administration in accordance with broad
federal standards, and eligibility tied to standards for other cash
benefits. Thus, although general eligibility and coverage
standards are set at the federal level, each state designs and
administers its own Medicaid program. As a result, state
programs vary considerably in eligibility requirements, service
coverage, utilization limits, provider payment policies, and use
of managed care.

During the 104th Congress, both the Congress and the
Administration proposed changes to the Medicaid program to
limit growth in spending and permit more state innovation in
service delivery and payment. Their proposals represented two
general approaches to restructuring the Medicaid program:
block grants and limits on per capita expenditures. Although
both proposals provided more flexibility to states in running the
Medicaid program, there were major differences. The
congressional proposal would have made more substantial
changes and deeper cuts than the Administration's, which
retained more aspects of the current program. A later proposal
made by the National Governors' Association adopted
elements from both approaches. Although various versions of
Medicaid legislation were passed by one or both houses of the
Congress, no proposal became law. The enactment of welfare
reform, however, does affect the Medicaid program. Because
Medicaid eligibility historically has been linked to welfare
eligibility, federal and state changes in welfare law may affect
access to Medicaid benefits.

This chapter includes:

* The financing and
structure of the
Medicaid program

* Medicaid spending
trends

* Analysis of Medicaid
managed-care
enrollment

* Lessons from
implementation of
managed-care programs

Physician Payment Review Commission



265

This chapter presents background information for understanding the policy debate that is likely to
occur in the 105th Congress. It begins with an overview of the Medicaid program, including a brief
review of the impact of welfare reform on the program. It presents trends in Medicaid spcnding.
updating previous Physician Payment Review Commission reports that summarized spending by
enrollment group, type of service, and state. This section also looks at evidence of a slowdown in
Medicaid spending since 1992 and lower projections for future spending than those that drove policy
debates in the last Congress.

The next section of the chapter focuses on Medicaid managed care. It first reviews state options for
managed care, the waivers of federal rules that are needed to establish different programs, and the
types of arrangements that states use. An analysis of how many beneficiaries are enrolled in managed
care and how much of overall program spending goes to managed-care plans is then presented. This
analysis is more difficult than it appears because of certain inconsistencies in the way beneficiaries and
dollars are counted in Medicaid program data and in the different ways managed care is defined.
Included in this analysis is the distribution of managed-care enrollment by state and by type of plan.

Finally, the chapter looks at the implementation of Medicaid managed care. The purpose of this
section is to see what lessons can be learned from the experiences of the states-lessons that could be
helpful to other Medicaid programs or to policymakers considering Medicare changes. Specific areas
considered include restrictions on plan marketing, use of enrollment brokers, provision of information
to beneficiaries, use of competitive bidding to select plans, and capitation payments to plans. This
section concludes with suggestions for further research.

MEDICAID PROGRAM FEATURES AND EXPENDITURES

Much of the impetus for change in the Medicaid program has focused on rising federal and state
expenditures. Although the rapid spending growth of the late 1980s has abated somewhat, spending is
still projected to grow more quickly than the overall economy.

Financing

Medicaid is jointly funded by the states and the federal government.' The federal share of expenditures
is determined by a formula based on state per capita income, under which states with relatively low per
capita incomes receive higher federal matching rates. For example, Mississippi, with a per capita
income that is less than 70 percent of the national average, had a matching rate of about 79 percent,
while Connecticut, with a per capita income that is nearly 135 percent of the national average, received

In addition to cited sources, the Medicaid Source Book was consulted for general information on the Medicaid program
(CRS 1993).
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a 50 percent match.2 Since 1987, this matching rate has been recalculated annually. Overall, federal
funds accounted for about 57 percent of total Medicaid spending in 1995.

Federal payments to the states are provided from general revenues to match expenditures submitted by
the states. There is no limit on the total amount of federal payments. States may finance their share
entirely from state funds or require local governments to finance up to 60 percent of program costs.
Only a few states have exercised the latter option, with local sources accounting for a small proportion
of state financing in most of these states.

Eligibility

Overall, Medicaid helps to finance health care for one of every eight Americans and about one-half of
all Americans living in poverty. There is, however, no uniform national basis for establishing Medicaid
eligibility. Within the limits of various federal rules, states may choose different eligibility criteria.

In general, beneficiaries can be grouped in three categories: adults and children in low-income families,
blind and disabled individuals, and the elderly. 3 Within each category, people may qualify for coverage
because they are either categorically or medically needy.

Under federal law, all people meeting 1996 standards for Aid to Families with Dependent Children
(AFDC) and most on Supplemental Security Income (SSI) are considered categorically needy and
are covered in all states. Starting in the mid-1980s, the Congress expanded Medicaid eligibility to
include some persons who do not receive AFDC or SSI cash payments. For the most part, different
income standards apply to each of three newly eligible groups: pregnant women and infants, children
below the age of six, and children six and older. States have considerable flexibility in setting age and
income thresholds (Liska et al. 1996). As a result of these expansions, the proportion of Medicaid
beneficiaries who also receive cash welfare benefits declined from about two-thirds in 1990 to just over
half in 1995 (CRS 1996Y.

States also may give Medicaid eligibility to the medically needy, those individuals whose income or
resources exceed standards for cash assistance but who meet a separate state-determined income
standard and are also aged, disabled, or a member of a family with dependent children. Persons who
.'spend down" income and assets due to large health expenses may qualify as medically needy. In 1996,
34 states extended eligibility to the medically needy (Liska et al. 1996).

Gap Between Eligibility and Enrollment. Some people who are eligible for Medicaid benefits do not
sign up. According to the General Accounting Office (GAO), an estimated 3 million of the 14 million
children who were eligible for Medicaid in 1994, based on federal standards for age and family income,

The federal match for Medicaid services is legislatively set at a minimum of So percent and maximum of 83 percent.
See Chapter 19 for a discussion of issues for beneficiaries dually eligible for Medicaid and Medicare.
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were not enrolled in Medicaid or covered by private insurance. These Medicaid-eligible uninsured
children accounted for 30 percent of all uninsured children in 1994 (GAO 1996a).

GAO indicates several reasons why a gap exists between eligibility and enrollment. First, some low1
income families may not be aware that children can be eligible for Medicaid when a parent works full
time or when two parents are present. Second, the enrollment process is difficult for low-income
families. Some applicants never complete the process, and others are denied eligibility for procedural
reasons that are correctable. In other cases, families may regard Medicaid as a welfare program and
avoid enrollment unless faced with a medical crisis.

Some states operate outreach programs to get more children enrolled. States, however, face conflicting
incentives. Although states seek to improve the health of their residents, expanded enrollment adds to
the cost pressures that Medicaid places on state budgets. This is likely to be true even though new
Medicaid spending may offset other state expenditures that directly or indirectly finance care for the
medically indigent.

The Effect of Welfare Reform. Under federal welfare reform legislation (P.L. 104-193), states have
the ability to unlink Medicaid eligibility from their new public assistance programs-while keeping a
link to old AFDC eligibility standards. About 1.3 million children and more than 4 million parents
receive Medicaid based solely on their eligibility for AFDC. Although the law eliminates the AFDC
program and replaces it with a new block grant program called Temporary Assistance for Needy
Families (TANF), those who were previously eligible for AFDC are supposed to retain Medicaid
eligibility automatically. The new law permanently carries old AFDC rules and standards into the
Medicaid program, rather than just grandfathering current beneficiaries' eligibility status. States are
permitted to modify or simplify Medicaid eligibility standards as long as the 1996 Medicaid rules are
treated as minimum standards. As a result of these changes, some individuals will now be eligible for
Medicaid even though they are not eligible for TANF (HCFA 1996c; Center on Budget and Policy
Priorities 1996; NHPF 1997).

By contrast, two other provisions of the new law may cause some people to lose Medicaid eligibility.
First, tightened eligibility criteria for coverage of disabled children under SSI could lead some to lose
Medicaid coverage. Some of these children, however, might qualify for Medicaid through other criteria
(HCFA 1996b). Second, states will not receive federal matching funds for coverage provided to legal
immigrants within five years of their entering the country. Legal immigrants already on Medicaid,
however, will not lose their eligibility (HCFA 1996d).

Although the law makes only minor explicit changes in the Medicaid program, some analysts believe
there may be greater indirect effects, ultimately reducing the numbers of people receiving Medicaid
benefits. Even more than at present, some who qualify may not be enrolled because they do not
understand that they are eligible or how to enroll. In addition, states will be faced with decisions on
how simple to make Medicaid applications for those eligible for TANF and how aggressive to be in
identifying people eligible for Medicaid but not for TANF (NHPF 1997).
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If enrollment of eligible individuals does drop, one result may be that some of the poor may dela%

seeking Medicaid coverage until confronted with an acute episode, especially a costly inpatient stay.

This situation is especially problematic if it means these individuals also defer preventive care because

they lack coverage. Medicaid managed-care plans could be affected as well if delayed enrollment into

Medicaid causes the mix of beneficiaries to be more expensive. States may base capitation rates on the

lower utilization levels of the previous enrolled population. If so, plans drawing an average mix of

enrollees would be more expensive than the healthier population on which capitation payments are

based (United Hospital Fund 1996a; NHPF 1997).

As noted above, there is already a gap between eligibility and enrollment. The Commission last year

reiterated its longstanding call for monitoring access in the Medicaid program (PPRC 1996). That

recommendation called for the Department of Health and Human Services to monitor access and to

report to the Congress on a yearly basis. As part of its recommendation, the Commission called for

continued development of a uniform Medicaid claims and encounter data system, a requirement that

states participate in that system, and development and administration of a periodic access survey of

Medicaid beneficiaries and other low-income persons. The enactment of welfare reform heightens the

urgency of monitoring access to health care and reemphasizes the need to determine whether there is

an increase of eligible, but not enrolled, beneficiaries.

Spending by Enrollment Group

Patterns of service use and overall expenditures differ dramatically among the three major populations

served by Medicaid (Figure 20-1). Children and adults in families with dependent children accounted

for 72 percent of Medicaid beneficiaries in 1995, but only 33 percent of program payments.
4

By

contrast, the elderly, only II percent of beneficiaries, accounted for 30 percent of total spending. Blind

and disabled persons constituted 17 percent of beneficiaries and 38 percent of payments (Kaiser

Commission 1996c; 1997a).

Viewed another way, Medicaid expenditures for each elderly beneficiary in 1995 were almost seven

times those for each child and almost five times those for every adult in a low-income family

(Figure 20-2). This difference is attributable largely, but not exclusively, to spending for long-term

care for the elderly population; levels of acute spending are much more similar among these groups.

Spending on blind and disabled beneficiaries is somewhat lower than that for elderly beneficiaries and

includes a larger amount of acute care services than the other groups.

' This analysis excludes administrative expenses and payments to disproportionate share hospitals, which cannot be

allocated by enrollment group.

417 Physician Payment Review Commission
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Figure 20-1. Medicaid Beneficiaries and Expenditures, by Enrollment Group, 1995
(percentage)
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Total = 34.8 million people Total = $132.3 billion

SOURCE: Kaiser Commission on the Future of Medicaid 1997a.

NOTE- Total expenditures exclude administrative expenses and disproportionate share hospital payments.

Spending by Service

Medicaid requires all states to provide categorically needy beneficiaries a standard benefit package that
includes inpatient and outpatient hospital services; physician services; laboratory and X-ray services;
family planning; skilled nursing facility (SNF) services for adults; home health care for persons
entitled to SNF services; rural health clinic services; nurse-midwife services; and early and periodic
screening, diagnosis, and treatment (EPSDT) for children.

The required benefit package for the medically needy is less comprehensive. States opting to cover the
medically needy must, at a minimum, furnish ambulatory care for children and prenatal care and
delivery services for pregnant women. Almost all states that have medically needy programs, however,
provide the same services to both medically and categorically needy beneficiaries.

States may also provide (and receive federal matching payments for) other services, including
prescription drugs; dental care; eyeglasses; services provided by optometrists, podiatrists, and
chiropractors; intermediate care facility (ICF) services; and ICF services for the mentally retarded
(ICF/MR). States vary considerably in the optional services they offer. Virtually all cover prescription

1997 Annual Report to Congress/Chapter 20 418
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drugs, ICF services, and optometrists' services. States must offer services uniformly throughout the

state, providing comparable coverage to all categorically needy beneficiaries and allowing beneficiaries

to obtain services from any qualified provider.

Figure 20-2. Medicaid Expenditures per Beneficiary, 1995 (dollars)

$10,129

$8,654

($7,633)
($3,610)

$2,118
$1,3 ($35)

($91)

($1445) ($2,083) 4(62.496)

Low-income Children Low-income Adults Blind and Disabled Elderly

* Long-Term Care :] Acute Care

SOURCE: Kaiser Commission on the Future of Medicaid 1997b.

NOTE: Expenditures exclude disproportionate share hospital payments, adjustments, and administrative
costs.

Several federal requirements establish Medicaid coverage for poor Medicare beneficiaries. Under these

arrangements, beneficiaries typically receive help meeting Medicare cost sharing and may also be

eligible for other benefits not covered by Medicare. Chapter 19 of this report provides a detailed

examination of dually eligible beneficiaries.

It is not surprising, given the types of beneficiaries eligible for the program, that Medicaid spends large

proportions of its budget on both acute and long-term care services (Figure 20-3). Overall, nursing

facility care (for both mentally retarded and other beneficiaries) and inpatient hospital services

accounted for the largest shares of Medicaid payments, about 26 percent and 17 percent of payments,

respectively, in 1995 (Kaiser Commission 1996c; 1997a). Medicaid spends over one-third of its funds

on long-term care services, a much higher share than for Medicare or national health spending as a
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Figure 20-3. Medicaid Expenditures by Type of Service, 1995 (percentage)
inatient H ospita DSH Paymnents
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SOURCE: Kaiser Commission on the Future of Medicaid 1997a.

* Includes case management, family planning, dental, EPSDT, vision, and other acute services.

NOTE: Total spending for 1995 was $151.8 billion.

whole.
5

In fact, Medicaid in 1994 funded almost half of all nursing home care in the United States
(Levit et al. 1996).

Spending by State

Medicaid spending differs dramatically by state (Table 20-1). In 1994, the average annual payment
per recipient of Medicaid services ranged from $2,261 in Tennessee and $2,529 in Mississippi to
$10,036 in New Hampshire.6 Because of the wide variation in states' proportions of their low-income
populations participating in Medicaid, average spending per poor person ranged from $969 in
Oklahoma to $4,874 in Connecticut. Finally, on a per capita basis, the highest spending occurs in New
York ($1,164) and the District of Columbia ($1,350), the result of both high per beneficiary spending
and large eligible populations (Liska et al. 1996).

While total state spending is a function of the actual number of Medicaid beneficiaries, differences in
service coverage and payment policies also create spending differences across states. The pattern of
Medicaid spending among service categories also varies by state. One state may put more money into
long-term care, for example, while another state may emphasize inpatient hospital services.

' The proportion of Medicaid dollars spent on long-term care services has fallen, however, from nearly one-half in 1988
to about one-third in 1995 (Liska et al. 1996).

' New Hampshire's spending is about one-third higher than the next highest state ($7,311 in New York). The difference
is New Hampshire's $4,596 per beneficiary in disproportionate share hospital payments. Its use of these payments is almost
triple the next highest state (Liska et al. 1996).
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Table 20-1. Medicaid Expenditures by State, 1994 (dollars)

Expenditures per
Total Poor Medicaid

(millions) Capita Person Beneficiary
United States $137,112 $523 $2,041 $4,011
Alabama 1,769 420 1.300 3,287
Alaska 288 500 2.083 4,181
Arizona 1,571 379 1,382 3,088
Arkansas 1,074 437 1,226 3,185
California 14,065 437 1,476 2,809
Colorado 1,119 306 1,602 3,904
Connecticut 2,424 744 4,874 7,042
Delaware 281 389 1,850 3,773
District of Columbia 790 1,350 3.530 6,214
Florida 5,347 372 1,225 3,096
Georgia 3,274 468 1,787 3,058
Hawaii 458 398 1,789 3,841
Idaho 312 264 1,069 2.833
Illinois 5,286 447 1.942 3.668
Indiana 2,811 483 2,085 4,676
Iowa 1,089 386 1,857 3,609
Kansas 981 390 1,798 3,897
Kentucky 1,867 493 1,579 3,007
Louisiana 4,065 949 2,593 5,368
Maine 932 729 2,689 5,288
Maryland 2,246 451 2,228 5,414
Massachusetts 4,696 779 4,254 6,672
Michigan 4,930 513 2,243 4,154
Minnesota 2,470 562 2,818 5,978
Mississippi 1,330 511 1,324 2,529
Missouri 2,533 483 1,685 3,788
Montana 344 398 1,513 3,627
Nebraska 615 372 1,984 3,867
Nevada 418 274 1.317 4,374
New Hampshire 830 726 4,472 10,036
New Jersey 4,793 598 3,256 6,152
New Mexico 665 400 1,249 2,581
New York 21,223 1,164 4,442 7,311
North Carolina 3,175 463 1,769 3,230
North Dakota 279 443 2,019 4,469
Ohio 5,499 486 2,174 3,676
Oklahoma 1.041 310 969 2,680
Oregon 1,105 354 1,531 2.686
Pennsylvania 6,432 531 2,496 5.123
Rhode Island 787 816 4,066 6,224
South Carolina 1,900 521 1,612 3,932
South Dakota 291 406 1,490 4,063
Tennessee 2,694 519 1,753 2,261
Texas 8,137 437 1,466 3,237
Utah 513 262 1,295 3,268
Vermont 284 479 2.442 3,088
Virginia 1,871 285 1.535 2,917
Washington 2,543 478 2,589 3,805
West Virginia 1,254 692 2.015 3,426
Wisconsin 2,256 445 2,133 4,797
Wyoming 158 323 1,355 3,186

SOURCE: Uska et al. 1996.
NOTES: Expenditures Include disproportionate share hospital payments.

Beneficiaries are defined as individuals enrolled In the Medicaid program who actually receive
medical services.
Poor defined as the number of individuals under 150 percent of the federal poverty threshold, which
was $12,320 for a family of three in 1994.
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Trends in Program Spending

In 1966, spending for Medicaid and its predecessor program accounted for $1.5 billion or 3.7 percent of
the nation's personal health care expenditures. By 1994, Medicaid's spending (excluding
administration) had increased to $122.9 billion and its share had climbed to 14.8 percent of personal
health care expenditures (Lazenby et al. 1986; Levit et al. 1996). During this same period, the number
of Medicaid beneficiaries grew from 12 million to 35 million (Kaiser Commission 1996b).

Medicaid spending growth has been quite volatile over the last decade. Spending went through a period
of extremely rapid growth from 1988 to 1992 (Figure 20-4). The average annual growth rate over those
years was 22.4 percent. From 1992 to 1995, spending growth declined to 9.5 percent (Holahan and
Ligka t996). The current estimate of spending growth for 1996 is 3.3 percent (CBO !997).

Figure 20-4. Average Annual Medicaid Expenditure Growth Rate, 1988-2002 (percentage)
22.4%

9.5%

7.7%

3.%

1988-1992 1992-1995 1995-1996' 1997*2002 (projected)

SOURCE: Holahan and Liska 1996; CBO 1997.

* Based on CBO estimate of spending.

The rapid growth from 1988 to 1992 was driven by three principal factors (Holahan et al. 1993;
Holahan and Liska 1996). One was general health care inflation. A second was a significant expansion
in enrollment due to both legislative changes and overall economic recession. During the 1980s, the
Congress enacted a number of expansions in program eligibility-some mandatory and some optional.
States responded by adding almost 8 million people to the Medicaid rolls, a one-third increase, from
1988 to 1992. A third factor was the use by many states of new financing practices, including provider
taxes and donations and disproportionate share hospital (DSH) payments.

7

7 Disproportionate share hospital expenditures go to hospitals that serve a disproportionate number of low-income
patients. States typically encouraged provider contributions or imposed taxes on providers. The state Medicaid program-with
matching federat funds-would then increase payment to the hospital enough to retuan much or all of the donation or tax
payment. In some cases, new funds were used to support care for the poor, more often, federal funds were substituted for state
funds. DSH payments grew from $400 million in 1988 to more than $17 billion in 1992 (Holahan and Liska 1996).
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The slowdown in spending after 1992 was equally dramatic and occurred in all categories Of enrollees
(Holahan and Liska 1996). At least three factors appear to have contributed to this trend. One is the
limitation on the use of DSH payments as a result of 1991 federal legislation capping them (as well as
restricting the use of other creative financing arrangements). After the rapid growth of earlier years,
DSH payments rose by only 2 percent per year between 1992 and 1995.

A second factor was lower growth in spending per beneficiary. Although difficult to demonstrate, this
change may be attributable in part to higher enrollment in managed care. Many states consider their
managed-care initiatives central to reducing spending growth, but systematic evidence of savings

remains unavailable. Managed care cannot be the only factor in moderating spending growth,
especially since spending growth actually slowed more rapidly for elderly and disabled populations
(who were not in managed care) than for low-income families (who were). General declines in

medical price inflation, limits by some states on long-term care spending, and cost shifting to Medicare
probably contributed to the slowdown.

A third factor was slower enrollment growth. 8 An improved economy was probably one factor in

lowering the number of AFDC enrollees and thus lowering the number of Medicaid beneficiaries.
Tightened eligibility requirements as part of state welfare reforms probably also contributed, as did the

fact that congressionally driven expansions of eligibility were largely completed. In some cases, slower
enrollment growth results from a trade-off made by policymakers-either an implicit or an explicit
decision to forgo eligibility expansions in exchange for savings. For example, recent state requests for
managed-care waivers have focused more on budget savings than on adding new populations.
Similarly, policymakers may be deciding neither to target more age-income groups for eligibility nor to
focus on outreach to enroll those who are eligible. As described above, policymakers may face even
more difficult trade-offs as a result of welfare reform changes.

Projected Increases in Spending

Projections of spending increases have been a large factor driving legislative initiatives for Medicaid
reform. Because new projections are lower than those of a year earlier, the pressure for changes has

subsided somewhat. In January 1997, the Congressional Budget Office forecast an average annual rate
of Medicaid spending growth of 7.7 percent for the period 1997 to 2002, a significantly lower estimate
than those made earlier. In a separate analysis, Urban Institute researchers projected a growth rate of
7.5 percent. One contributing factor to these lower growth estimates is a revised assumption that

enrollment growth will be between 1.3 percent and 1.5 percent, roughly half of previous projections. By
contrast, enrollment growth was about 7.9 percent from 1988 to 1992 and 5.3 percent from 1992 to
1995 (CBO 1997; Holahan and Liska 1997; Kaiser Commission 1996b).

' Researchers at the Urban Institute and the Congressional Budget Office show slow enrollment growth (Holahan and
Liska 1996; CBO 1997). By contrast, the Health Care Financing Administration's managed-care report shows a slight
absolute decline in enrollment (HCFA 1997). As discussed later in the chapter, Medicaid data are often imprecise and
unreliable.
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MEDICAID MANAGED CARE

Most Medicaid services traditionally have been provided under fee-for-service arrangements. But the
use of managed care has been rapidly expanding. In 1972, Medicaid had contracts with three plans
Health Insurance Plan of Greater New York, Kaiser Permanente in three states, and Group Health
Cooperative of Puget Sound. By 1996, over 500 separate entities were serving beneficiaries. Managed
care has accelerated in Medicaid during the last few years-from only about 282,000 beneficiaries in
HMOs in 1981 to about 13 million beneficiaries in a variety of managed-care arrangements in 1996.
After a brief overview of state options for implementing managed-care programs and the different
organizational forms of managed care used within Medicaid, this section discusses different ways to
measure the growth and penetration of managed care in Medicaid.

State Options and Waivers for Managed Care

Certain provisions of Medicaid law, such as the requirement that beneficiaries have the freedom to
choose their providers, discourage the development of managed care. States may obtain waivers of
Medicaid requirements from the Health Care Financing Administration (HCFA) to design programs
without these constraints. Different types of Medicaid waivers vary in the amount of flexibility allowed
and in the provisions of law to which they apply. The two types of waivers important for managed-care
initiatives are program waivers under Section 1915(b) of the Social Security Act and demonstration
waivers granted under Section 1115 of the Social Security Act. This section describes each of these.9

Section 1915(b) Program Waivers. Among other purposes, Section 1915(b) waivers permit states
to mandate enrollment in managed care. HCFA can waive certain federal requirements (freedom of
choice, uniform statewide operation, and comparability of benefits) to allow states to implement
alternative health delivery systems or provider payment arrangements. To receive approval, a state
must demonstrate that the program will be cost effective and that access to quality care will not be
impaired. These waivers are granted for two years and can be renewed.

As of September 1995, 42 states and the District of Columbia had 1915(b) waivers for managed-care
programs (Kaiser Commission 1996a). Michigan, for example, has waivers that allow it to limit
Medicaid beneficiaries' choice of providers to primary care case management (PCCM) arrangements
and health maintenance organizations (HMOs). Its PCCM program operates statewide, while HMOs
are available only in selected counties. This combination is typical of many states.

' For a more extensive discussion of demonstration waivers, including those used for purposes other than managed care.
see Chapter 8 of the Commission's Annual Repon to Congress 1995 (PPRC 1995).
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Section 1115 Demonstration Waivers. Section 1115(a) of the Social Security Act allows the
Secretary of Health and Human Services to approve demonstration projects that will help promote the
goals of the Medicaid program. The Secretary has broad discretion in approving these demonstrations
and has selectively approved such proposals. These demonstrations are for a limited time, usually three

to five years. They generally have not been renewed by the Secretary, but the Congress has extended

some legislatively.

The intent of Section 1115 demonstration authority is to test unique and innovative approaches to the

delivery and financing of health care. Under a demonstration grant, the Secretary can waive many
provisions of Medicaid law.'

0
All other sections of the Medicaid law, except those explicitly waived,

still apply to demonstrations. Demonstrations require research and evaluation components." Although

not a requirement in law, the Administration has a policy of only approving proposals that are budget
neutral over the life of the demonstration.

In response to state officials' criticisms of the lack of flexibility in how Medicaid was run, the

Administration has expanded use of this waiver authority. States use II 15 waivers to enroll Medicaid

beneficiaries in prepaid managed care and to gain flexibility in meeting federal Medicaid program
requirements. In addition, some states have sought to use 1115 waivers to expand Medicaid eligibility
for acute care services to low-income, uninsured persons; but for the most part, pursuit of this goal has

stalled.

As of December 1996, 17 states had been granted Section 1115 waivers. Two states have had their
waivers denied. Montana's proposal was denied outright, while Louisiana's was turned down
specifically because of the financing mechanism. Eight more states have applications awaiting
decisions from HCFA (Kaiser Commission 1996c) (Figure 20-5).

Types of Managed-Care Arrangements

Medicaid managed-care arrangements vary widely in the amount of utilization management involved
and the degree to which plans are at risk. HCFA classifies arrangements into four categories: HMOs,
prepaid health plans (PHPs), health insuring organizations (HIOs), and PCCM arrangements. For
most purposes, however, it is more useful to distinguish between entities at full risk for a
comprehensive range of services (generally HMOs, HIOs, and some PHPs); entities at risk for a more
limited range of services (some PHPs); and programs that operate on a fee-for-service basis (PCCM
arrangements). The analysis presented in the next section makes use of this latter classification.

' One requirement that can be waived is the enrollment composition rule requiring that at least 25 percent of a plan's
enrollees be from other than the Medicaid and Medicare programs. The Commission has previously recommended that this
rule should be dropped for those states that participate in a quality assurance program (the Health Care Quality Improvement
System) (PPRC 1993). See also Chapter 7 for a recommendation on Medicare's enrollment composition rule.

Some evaluation research is under way. Early results from one study have been published (Wooldridge et al. 1997).

425 Physician Payment Reviewv Commission



277

Figure 20-5. Status of Section 1115 State Medicaid Waivers, December 1996
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SOURCE: Liska et al. 1996.

NOTE: Information has been updated to reflect approval of Alabama's waiver.

HMOs provide comprehensive health services to Medicaid beneficiaries in return for a capitated
payment that is based on expenditures for comparable beneficiaries in fee-for-service Medicaid. Of the
511 entities participating in some type of Medicaid managed care in 1996, well over half (349) were
HMOs.

Prepaid health plans have several variants. They include certain community, migrant, or Appalachian
health centers located in medically underserved areas; organizations that contract with the state
Medicaid agency for a specific list of services (e.g., behavioral health) or on a nonrisk basis; and
comprehensive at-risk organizations that are statutorily exempt from HMO requirements. There were
89 PHPs contracting with Medicaid in 1996.

HlOs pay for services of subcontracting providers and plans and assume all financial risk in exchange
for a premium. The HIO organizes a provider network and establishes preauthorization and utilization
review to control the volume of services. Network providers serve as case managers and, in some HlOs,
receive capitated payments. The extensive use of 1115 waivers has generally eliminated the need to use
HlOs, although new ones have been authorized in California. There are only seven HlOs.
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primary care case management arrangements are different from HMOs, PHPs, and HIOs in that they

operate on a fee-for service basis and are typically created and run by the states. Under these

arrangements, a primary care physician coordinates and approves an array of services in addition to

providing primary care services. In most PCCM systems, physicians are paid case-management fees

(typically $3 per beneficiary per month) in addition to their regular fee-for-service payments for the

primary care services they provide. In others, physicians are placed at financial risk for some services

(usually ambulatory care). Physicians may determine the level of their Medicaid caseloads, up to a

state-specified limit. PCCM arrangements operate in 31 states and the District of Columbia; a few

states operate multiple programs.

Measuring Enrollment and Spending in Medicaid Managed Care

The Commission estimates that total Medicaid enrollment in all types of managed care in June 1996

was about 12.8 million, or 38.6 percent of all beneficiaries. There has been a steady growth in

enrollment, resulting in more than a fourfold increase since 1991. In the last year alone, enrollment

grew by one-third from 9.6 million beneficiaries (26.6 percent) in June 1995. Because managed-care

enrollees are drawn disproportionately from low-income adults and children, the program's less costly

populations, spending on Medicaid managed care represented only about 5 percent of total program

spending in 1994. More recent spending data are not available.

Obtaining accurate counts for both enrollment and spending is not a simple task. The Commission's

estimates of enrollment for 1995 and 1996 are lower than those published by the Health Care

Financing Administration (HCFA 1996a; HCFA 1997). HCFA originally reported enrollment of

11.6 million Medicaid beneficiaries in 1995 and 13.3 million in 1996.12 The principal reason for the

differences between Commission and HCFA estimates is the inclusion or exclusion of different types

of managed-care plans or arrangements.

Enrollment in plans that are at full risk for the cost of Medicaid services was about 8.8 million in 1996

(26.5 percent of all beneficiaries). These managed-care plans (generally all plans except PCCM

arrangements) are more like those typically found in Medicare and the private sector. Growth in these

types of plans has also been rapid-up 44 percent in one year.

Use of managed care by states varies considerably across the country. In five states (and Puerto Rico),

more than three of four beneficiaries are in full-risk managed-care plans. At the same time, over one-

third of the states have little or no enrollment, although many of these states run significant PCCM

programs.

The following sections describe the Commission's analysis of managed-care enrollment and spending,

aimed at deriving more accurate counts at both national and state levels. To some extent, this is an

II HCFA corrected its t995 number in its report on i996 enrollment issued in February 1997. The corrected estimate of
9.8 million is very similar-but not identical-to that derived by the Commission for this report.
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exercise in purifying bad data. Although the numbers are important for policymakers who need to
evaluate Medicaid trends, it is important to emphasize that better data are needed.' 3

Counting Enrollees in Managed Care. The goal of this section is to derive two sets of numbers for
national and state level managed-care enrollment corresponding to two different criteria for including
plans and arrangements. One is a count of Medicaid beneficiaries who participate in any kind Of
managed care for a broad range of health services. The second is a count of beneficiaries who enroll in
an HMO or other health plan that is at full risk for a comprehensive range of services. In each case,
managed-care carve-out arrangements that provide only dental or behavioral health services are
excluded.

Excluding Carve-Out Plans. HCFA's annual reports on Medicaid managed-care enrollment have
overcounted managed-care enrollment in significant ways (HCFA 1996a; 1997). An indicator of the
problem was that HCFA's 1995 data showed six states (Colorado, Hawaii, Massachusetts, Oregon,
Utah, and Washington) with more than 100 percent of their beneficiaries enrolled in managed care."
Calculated enrollment rates varied from 101 percent to 589 percent.

Dental and behavioral health managed-care plans provide substantially less than the full range of
Medicaid services. For example, certain plans in 3 states provide only dental services, and plans in II
states are restricted to behavioral health services (generally mental health and substance abuse).'5

These plans are sometimes referred to as carve-out plans. Some beneficiaries in these states enroll in
both a regular managed-care plan and either a behavioral health plan or dental plan-and are thus
counted twice. In fact, in some states enrollment in a fee-for service PCCM arrangement may
automatically trigger enrollment in a risk-based behavioral health plan. Other beneficiaries may enroll
only in these carve-out plans. Nationally, these two types of plans represent about 17 percent of
HCFA's 1995 count of Medicaid managed-care enrollees (Table 20-2).to About 4 percent are in
dental plans, and 13 percent are in behavioral health plans.

" In 1995, researchers at Lewin-VHI prepared an analysis of Medicaid managed-care enrollment. They coltected
enrollment numbers directly from state officials and compared themn with HCFA's numbers. Their analysis shows that there
may be even more inaccuracies than revealed by the Commission's analysis (Lewin-VHI 1995).

" A footnote on HCFA's enrollment tables suggested the problem, "Totals include duplicated counts of eligibles
enrolled in multiple plans." In Hawaii, HCFA reported an additional data problem. Those enrolted under Hawaii's
Section Il15 waiver are counted in the enrollment total, but not in the denominator (total recipients) (HCFA 1996a).

" In addition to the dental and behavioral health plans, there are plans in some states that provide only primary care
services or an even more limited set of services, such as delivery and postpartum care only or newborn services only. They
typically exclude hospital services, although they may require primary care physicians to review hospital admissions. These
plans, however, appear not to duplicate coverage with other plans. They are not excluded from the Commission's counts, in
part because they are not well-distinguished from some PCCM plans.

" Plans are identified, with enrollment counts, by HCFA (1996a). More detailed descriptions are in a report on plans
operating under Section 1915(b) waivers (HCFA 1996e).
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Table 20-2. Enrollment in Medicaid Managed Care, by Range of Services Covered, 1995

Number Percent Percent of
Range of Services of Enrollees of Beneficiaries Managed-Care Enrollees

Comprehensive Range of Services 9,640,309 26.6% 83.0%
Behavioral Health Services Only 1,535,780 4.2 13.2
Dental Services Only 443,840 1.2 3.8

Any Managed Care' 11,619,929 32.0 100.0

SOURCE: Physician Payment Review Commission analysis of Health Care Financing Administration data
(HCFA 1996a).

As noted by HCFA, this total includes duplicated counts of eligible beneficiaries enrolled in multiple plans.

The Commission has concluded that it is appropriate to eliminate enrollees in these carve-out plans
from the managed-care counts.-HCFA's solution, as shown in its most recent report, differs in that it
attempts to eliminate only those enrollees who are double-counted (i.e., enrolled in both a carve-out
plan and another managed-care plan) (HCFA 1997). The Commission's solution excludes carve-out

plans that offer substantially less than the full range of Medicaid services. Adjustments have also been
made to the 1994 and 1996 totals reported by HCFA using this approach." These adjustments

eliminate the double-counting of beneficiaries, reducing enrollment below 100 percent for five of the
six states identified above (Table 20-3).

There are also errors in the counts of total beneficiaries, the denominators for these calculations, for
several states. HCFA attempted to improve these data in its report on 1996 enrollment, noting that
Medicaid population counts were collected by states at the same time the managed-care enrollment
numbers were collected instead of using regular state data reports as in previous years.

An Accurate Count of Enrollment in Any Type of Managed Care. As previously noted, the
Commission estimates that enrollment in any type of Medicaid managed care in 1996 was 12.8 million
beneficiaries, accounting for 38.6 percent of all beneficiaries's This estimate is about 500,000 below
HCFA's published count. Total Commission-estimated managed-care enrollment in 1995 was
9.6 million. This count is about 2 million below the original count HCFA published and about 150,000

t HCFA's treatment of carve-out plans in 1994 was more consistent with the decisions described here. The 1994 data
tables showed various plans with zero enrollees (HCFA 1995). Actual enrollments were shown in footnotes, but were not
included in the totals. A few behavioral health plans in North Carolina and Washington, however, were not identified this
way. Adjustments to the 1994 data are, made to the tables reported later in this chapter. National enrollment is reduced by less
than I percent; enrollment for Washington is reduced from 71 percent to 56 percent; enrollment in North Carolina is reduced
from 20 percent to 9 percent.

'" The National Academy for State Health Policy recently estimated enrollment in any type of managed care as between
12 million and 13 million beneficiaries. This estimate, which was based on decisions about carve-out plans similar to the
Commission's, used data from a 1996 survey of the states (Horvath and Kaye 1997).
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Table 20-3. Enrollment in Medicaid Managed Care, with Adjustments for Dental and
Behavioral Health Plans, 1995 (percentage)

Percent of Medicaid Beneficiaries Percent of Medicaid Beneficiaries
State Enrolled Before Adjustment Enrolled After Adjustment

Hawaii 5890/ 2985%
Washington 141 58
Oregon 117 71
Colorado 114 47
Utah 102 55
Massachusetts 101 48
Iowa 86 31
North Carolina 30 18
California 23 21

SOURCE: Physician Payment Review Commission analysis of Health Care Financing Administration data
(HCFA 1996a).

* Individuals who enrolled in managed-care plans under Hawaii's Section 1115 waiver are counted in enrollment
totals, but not in the denominator (total recipients).

below its corrected figure. Even with these adjustments, the pattern of enrollment over a six-year
period shows rapid growth, especially in the last two years (Figure 20-6).

Medicaid managed-care enrollment is concentrated among low-income adults and children."5 If viewed
as a proportion of that population, the managed-care share would be about one-half in 1996. Putting
Medicaid's managed-care penetration in context, the share of beneficiaries in managed care is roughly
comparable to the proportion of workers in large firms who are enrolled in HMOs. But this share still
lags behind the percentage of workers in any type of managed care.

Some 20 states, Puerto Rico, and the District of Columbia have more than 50 percent of beneficiaries
in any type of managed-care arrangement (Figure 20-7 and Table 20-4). This figure is more than
double the number of states at this level just one year earlier. These states include some (e.g., Arizona
and Oregon), where high managed-care penetration characterizes the commercial market and others
(e.g., North and South Dakota) that made policy decisions to move aggressively into Medicaid
managed care in spite of a low commercial presence. At the other extreme, 8 states (down from 15 in
1995) have fewer than 10 percent of Medicaid beneficiaries in such arrangements. They are mostly
small rural states (e.g., Mississippi and Vermont), but also include Texas.

According to data from the National Academy for State Health Policy, just over one million elderly and disabled
beneficiaries are in managed care (Horvath and Kaye 1997).
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Figure 20-6. Enrollment Growth in All Types of Medicaid Managed Care, 1991-1996
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SOURCE: Physician Payment Review Commission analysis of Health Care Financing Administration data
(HCFA 1995; 1996a; 1997).

NOTE Enrollment numbers are adjusted to exclude enrollees in dental and behavioral health plans.

Figure 20-7. Enrollment in Any Type of Medicaid Managed Care, 1996
(percentage of beneficiaries)
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SOURCE: Physician Payment Review Commission analysis of Health Care Fnancing Administration data
(HCFA 1997).

NOTE Enrollment numbers are adjusted to exclude enrollees in dental and behavioral health plans.

431 Physician Payment Review Commission



283

Table 20-4. Enrollment In Any Medicaid Managed-Care Plans, 1994-1996
(percentage of beneficiaries)

State 1994 1995 1996

United States 21.5% 26.6% 38.6%

Alabama 6.8 7.3 11.4
Alaska 0.0 0.0 0.0
Arizona 69.1 68.3 86.1
Arkansas 22.8 38.8 38.6
California 16.3 20.6 23.1
Colorado 47.3 47.0 52.5
Connecticut 0.0 0.0 61.3
Delaware 3.5 8.4 77,6
District of Columbia 33.5 63.2 55.4
Florida 28.5 37.3 63.7
Georgia 0.2 12.2 32.0
Hawaii 4.1 * 80.4
Idaho 2.8 18.6 36.7
Illinois 11.1 9.2 12.9
Indiana 0.0 18.8 31.3
Iowa 15.4 30.5 41.4
Kansas 20.6 40.6 31.7
Kentucky 49.1 44.9 53.1
Louisiana 3.5 5.8 5.6
Maine 0.0 0.2 0.8
Maryland 75.4 77.3 63.5
Massachusetts 67.7 48.4 57.8
Michigan 34.8 64.6 72.7
Minnesota 28.2 29.7 33.2
Mississippi 6.1 6.0 6.9
Missoun 5.6 5.8 34.8
Montana 47.4 43.8 59.4
Nebraska 0.0 0.0 27.5
Nevada 23.8 34.0 40.9
New Hampshire 9.9 11.3 16.4
New Jersey 3.3 11.9 42.8
New Mexico 41.1 43.6 44.5
New York 11.4 19.8 23.5
North Carolina 9.2 17.9 32.3
North Dakota 46.9 46.6 54.6
Ohio 11.8 13.8 32.3
Oklahoma 0.0 0.0 19.4
Oregon 68.7 70.9 80.8
Pennsylvania 32.5 66.1 52.8
Puerto Rico 5.1 5.1 76.3
Rhode Island 1.6 44.7 62.7
South Carolina 2.6 3.2 0.6
South Dakota 4.3 28.1 64.5
Tennessee 90.8 54.8 100.0
Texas 2.6 2.5 3.8
Utah 60.0 54.8 78.0
Vermont 0.0 0.0 0.0
Virginia 30.6 43.2 67.8
Washington 55.9 58.0 60.5
West Virginia 23.5 24.6 30.4
Wisconsin 26.4 30.7 31.8
Wyoming 0.0 0.0 0.6

SOURCE: Physician Payment Review Commission analysis of Health Care Financing Administration data
(HCFA 1995; 1996a: 1997).

* Individuals who enrolled in managed-care plans under Hawaii's Section 1115 waiver are counted in enrollment
totals, but not in the denominator (total recipients).
NOTE: Enrollment numbers are adjusted to exclude enrollees in dental and behavioral health plans.
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Marnaged-care growth at the state level is uneven and highly dependent on the timing of W:iser

approvals and legislative decisions to proceed with new policies. Connecticut, for example, went from
no enrollment to about 60 percent between 1995 to 1996. A few states saw modest decreases, but these

may be partly a result of data inconsistencies.

An Accurate Count of Enrollment in Full-Risk Plans. Although the numbers cited above are

accurate as estimates of participation in any type of managed care, they are not comparable to

participation in the type of managed care that characterizes the Medicare program or most private-

sector HMOs. As noted above, PCCM represents an approach to managing care, but without a transfer

of financial risk to private plans or providers. Although physicians are paid a case-management fee,

they bear no risk if utilization is high.

Using adjusted numbers, about 63 percent of all Medicaid managed-care enrollees are in HMOs, while

about one-third (31 percent) are in PCCM arrangements (Figure 20-8). Only small numbers are in

PHPs (2 percent), HlOs (4 percent), and other unclassified managed-care plans (less than

I percent).
2
"

Figure 20-8. Distribution of Medicaid Managed-Care Enrollment, by Type of Arrangement,
1996 (number and percentage)

Primary Care Case Management
4,016,773 (31.3%)

Prepaid Health Plan
248,982 (1.9%)

Health Insuring Organization
483,297 (3.8%)

Other
52,851 (0.4%)

Health Maintenance Organization
8,021,435 (62.6%)

SOURCE: Physician Payment Review Commission analysis of Health Care Financing Administration data
(HCFA 1997).

NOTE: Enrollment numbers are adjusted to exclude enrollees in dental and behavioral health plans.

' Nearly all the excluded enrollees were in PHPs, which had closer to one-fourth of all enrollees in HCFA's reports.
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Excluding PCCM participation reduces the enrollment in Medicaid managed care to 8.8 million
beneficiaries, 26.5 percent of the Medicaid population."' The comparable figure in 1995 was
16.8 percent. Using this definition, Medicaid moved to about double the level of Medicare managed
care enrollment in 1996, after closely mirroring Medicare's enrollment level for the previous several
years. Medicaid enrollment in full-risk plans is somewhat lower than the level of commercial
enrollment in HMOs only and much lower than the level of enrollment in full-risk plans (see
Chapter 1, Figure 1-14).

Like the national totals, state managed-care enrollment levels are affected by the inclusion of PCCM
arrangements (Figure 20-9 and Table 20-5). There are 10 states-nearly all rural states in the South or
Midwest-where PCCM is essentially the only type of managed care in use. In another 10 states and
the District of Columbia, PCCM enrollment represents a substantial proportion of the managed-care
involvement. With PCCM excluded, there are 9 states where managed-care enrollment exceeds
50 percent of the state's Medicaid beneficiaries. In 20 states, enrollment is below 10 percent.

Counting Spending on Managed Care. Although state Medicaid programs have enrolled a
substantial portion of their beneficiaries in managed-care arrangements, the impact on Medicaid
spending is far smaller. As noted previously, Medicaid spending is generated disproportionately by the
two smaller segments of the beneficiary population: disabled and elderly beneficiaries. Because nearly
all of the managed-care enrollment is drawn from children and adults in low-income families, it follows
that the proportion of all Medicaid dollars that goes to HMOs is smaller than the proportion of
beneficiaries enrolled.

According to 1994 data, HMOs received 5 percent of state and federal Medicaid dollars, while they
enrolled 22 percent of beneficiaries that year.

22
Out of the spending on acute care services alone, nearly

10 percent went to HMOs. In only four states (Arizona, Florida, Oregon, and Tennessee) did managed
care represent over 10 percent of all Medicaid dollars in 1994. 3

Although this result is probably a rough indication of managed care's share of program dollars, the
details may be somewhat unreliable or at least not fully comparable from state to state. Medicaid
program spending data are collected and summarized by individual states and reported to HCFA.
Although HCFA performs certain edits to improve consistency and accuracy and Urban Institute
researchers have further refined the data, state reports frequently include both errors and
inconsistencies.

2 There are about 230,000 enrollees in PHPs, HMOs, or other arrangements that are labeled as partial-risk
arrangements in HCFA's database. They represent fewer than I percent of all Medicaid beneficiaries. Questions have been
raised, however, about the accuracy of HCFA's ctassification of plans as partial-risk arrangements (Lewin-VHI t995). To
avoid basing adjustments on inaccurate data, these beneficiaries are left in the counts used in this chapter.

I The spending data analyzed here come from Urban Institute's analysis of 1994 data states reported to HCFA (Liska
et al. 1996). Although HCFA has released more recent data, this analysis takes advantage of certain data cleaning performed
by the Urban Institute researchers. As a result, 1994 data are the most recent available data that have been cleaned.

' Similar results are found in the analysis of Medicaid spending by Lewin-VHI (1995).
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Figure 20-9. Enrollment in Risk-Based Managed Care, 1996 (percentage of beneficianes)
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SOURCE: Physician Payment Review Commission analysis of Health Care Financing Administration da
(HCFA 1997).

NOTE: Enrollment numbers are adjusted to enrollees in primary care case management arrangements ar
in dental and behavioral health plans.

ta

and

435 Physician Payment Review Commission



287

Table 20-5. Enrollment in Medicaid Risk-Based Managed-Care Plans, 1994-1996
(percentage of beneficiaries)

State 1994 1995 1996

United States 14.7% 16.8% 26.5%
Alabama 0.0 0.0 0.0
Alaska 0.0 0.0 0.0
Arizona 69.1 68.3 86.1
Arkansas 0.0 0.0 0.0
California 15.3 19.0 23.1
Colorado 8.0 13.7 27.5
Connecticut 0.0 0.0 61.3
Delaware 3.5 8.4 77.6
District of Columbia 12.6 34.0 30.1
Florida 20.5 24.9 25.4
Georgia 0.0 0.0 0.3
Hawaii 4.1 80.4
Idaho 0.0 .0 0'.0
Illinois 7.3 9.2 12.9
Indiana 0.0 6.3 11.8
Iowa 2.7 8.3 12.0
Kansas 0.0 0.0 4.4
Kentucky 0.0 0.0 0.0
Louisiana 0.0 0.0 0.0
Maine 0.0 0.0 0.0
Maryland 24.8 28.9 25.4
Massachusetts 16.6 11.8 13.3
Michigan 20.3 25.1 29.0
Minnesota 28.2 29.7 33.2
Mississippi 0.0 0.0 0.0
Missouri 4.6 4.6 33.7
Montana 0.0 0.0 0.8
Nebraska 0.0 0.0 15.3
Nevada 13.5 26.4 40.9
New Hampshire 9.9 11.3 16.4
New Jersey 3.3 11.9 42.8
New Mexico 0.0 0.0 0.0
New York 11.3 19.7 23.3
North Carolina 0.5 0.5 0.5
North Dakota 0.0 0.0 0.0
Ohio 11.8 13.8 32.3
Oklahoma 0.0 0.0 19.4
Oregon 67.8 68.0 80.8
Pennsylvania 27.8 37.9 32.0
Puerto Rico 5.1 5.1 76.3
Rhode Island 1.6 44.7 62.7
South Carolina 0.0 0.0 0.6
South Dakota 0.0 0.0 0.0
Tennessee 90.8 54.8 100.0
Texas 1.3 1.2 1.4
Utah 13.1 24.7 66.4
Vermont 0.0 0.0 0.0
Virginia 0.0 8.0 38.0
Washington 27.9 56.6 59.5
West Virginia 0.0 0.0 0.0
Wisconsin 26.4 30.7 30.3
Wyoming 0.0 0.0 0.6
SOURCE. Physidan Payment Review Commission analysis of Health Care Financing Administration data

(HCFA 1995; 1996a; 1997).
Individuals who enrolled in managed-care plans under Hawaii's Section 1115 waiver are counted in enrollment

totals, but not in the denominator (total recipients).
NOTE., Enrollment numbers are adjusted to exclude primary care case management arrangements and

enrollees In dental and behavioral health plans.
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The extent of problems in reporting managed-care spending data is suggested by calculations of

spending per enrollee (Table 20-6). Among the states with at least 25 percent enrollment in all kinds

of managed care in 1994, several spent close to the national average of $877 per enrollee. But others

were well above that amount. Arizona's $2,515 per enrollee can be explained because Arizona funds its

system primarily through capitation payments, including spending for the more expensive elderly and

disabled beneficiaries (GAO 1995a). But other differences are harder to explain.
2
"

Table 20-6. Medicaid Spending on Managed Care, for States
Enrollment, 1994 (dollars)

with over 25 Percent

State, by Proportion of Managed-Care
Enrollment in Primary Care Case Spending on HMOs Spending
Management Arrangements (thousands) Per Enrollee

United States $6,803,637 $ 877

Over 75 Percent
Kentucky 36 0
Montana 270 6
New Mexico 0 0
North Dakota 66 2
Virginia 15 0

25 Percent to 75 Percent
Colorado 34,399 254
District of Columbia 37,661 884
Florida 544,374 1,106
Maryland 206,805 661
Massachusetts 347,622 729
Michigan 401,933 973
Pennsylvania 577,354 1,417
Utah 25,308 269

Less than 25 Percent
Arizona 884,459 2,515
Minnesota 175,386 1,505
Oregon 164,670 583
Tennessee 896,972 829
Washington 204,556 548
Wisconsin 186,959 1,504

SOURCE: Physician Payment Review Commission analysis of data from HCFA (1995) and Uska et al.
(1996).

NOTE: In calculating spending per enrollee, enrollees in dental and behavioral health plans were excluded.

' Two states, not shown in Table 20-6, are particular anomalies. Hawaii's estimated spending of $8,676 per enrollee
probably results from inaccurate counting of managed-care enrollment. Indiana reported $223 million spent on HMOs but no
managed-care enrollees. Indiana did report substantial managed-care enrollment in 1995, so the errer could be a discrepancy
in the timing of reporting of different types of data.
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Several states reported annual spending per enrollee of $100 or less, including some that showed no

spending on HMOs. The vast majority of these states' managed-care programs were organized on the

fee-for-service PCCM model in 1994. Apparently they report only the case-management fees paid to

physicians as managed-care expenses-if they even report those. Other services are presumably

accounted for on a fee-for-service basis.

If all fee-for-service PCCM enrollment is eliminated from the accounting, managed-care spending per

enrollee is estimated at about $1,200, far lower than Medicaid's overall 1994 level of about $4,000

spending per beneficiary (Table 20-1). But because most managed-care enrollees are not from the

higher-spending groups in the program (the elderly or disabled), the average 1994 spending of $1,550

per beneficiary among low-income adults and children would be a better comparison. The difference

between this $1,550 average and the $1,200 average for those enrolled in managed care could reflect

savings accomplished in managed care. It could also reflect factors such as risk selection or differences

in average spending or benefits covered between states with low and high managed-care penetration.

The Bottom Line on Counting Managed-Care Enrollment and Spending. The Commission's

analysis leads to two conclusions about managed-care enrollment and spending. First, using available

data, it is possible to estimate the levels of enrollment in any Medicaid managed care and in full-risk

managed-care plans. Very rough estimates of spending in the typical Medicaid managed-care program

have also been made. These estimates are important for understanding the dimensions of the role

managed care is playing in Medicaid.

More importantly, however, the data are extremely unreliable, so that the estimates reported here are

quite approximate. If the role of managed care in Medicaid is to be understood fully, better data should

become a priority for the program.

IMPLEMENTATION OF MEDICAID MANAGED CARE

States that have moved actively into Medicaid managed care have made a number of different

decisions about how to structure program features such as enrollment and disenrollment, marketing,

use of enrollment brokers, selection of plans, and capitation payments to plans. Examination of these

decisions is important for at least two reasons. First, as more states opt to move more Medicaid

beneficiaries into managed care, they will face a similar set of decisions. It would be helpful if these

states could avoid repeating mistakes made by their predecessors.

Second, the Medicaid experience may offer lessons for the Medicare program. If future changes in

Medicare should call for a rapid expansion of managed-care enrollment, then the Medicaid experience

could be instructive, especially to the extent that both programs have sizeable populations with no

managed-care experience. In some cases, the Medicaid experience appears to reinforce previous

Commission conclusions about policies for Medicare, for example, that the availability of comparative

information on plan options is critical for beneficiaries to make meaningful choices among competing
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plans (PPRC 1996). In other areas, the Medicaid experience may offer insight into issues, such as the
use of enrollment brokers, where the Medicare program lacks experience.

Studies of state experience in Medicaid managed care by three organizations provide material for this
section. The final part of this section describes further work needed to study relevant policy issues more
fully.

First, the National Academy for State Health Policy (NASHP) recently published its third survey of
state Medicaid programs, conducted in 1996 (Horvath and Kaye 1997). It included separate analyses
of risk-based programs (found in 38 states) and PCCM arrangements (32 states). Like earlier surveys,
it covers several topics of interest to the Commission. NASHP also completed a study of state
enrollment and disenrollment policies in 1996 (Horvath and Kaye 1996).

Second, the Commonwealth Fund and the Henry J. Kaiser Family Foundation funded a series of case
studies examining the experiences of five states (California, Minnesota, New York, Oregon, and
Tennessee) in implementing managed-care initiatives (Gold et al. 1996).25 These studies involved site
visits to the states in 1994 and 1995 to identify issues and early lessons. Each of the studied states had
set a goal of moving at least half of its beneficiaries into managed care-some within a year's time,
others over a longer period. Two states were operating under approved Section 1115 waivers; two others
had initiatives under way, while awaiting approval of Section 1115 waiver applications. The fifth was
operating under a Section 1915(b) waiver.

Finally, the General Accounting Office in 1996 released a report on Medicaid managed care
(GAO 1996b). It reviewed documented cases of marketing and enrollment abuses from five states
(California, Florida, Maryland, New York, and Tennessee) that had received media attention for their
problems. It also studied education and enrollment programs in four states (Minnesota, Missouri,
Ohio, and Washington) that were identified by experts as noteworthy for their innovative approaches.
In addition, GAO has made several other reports to the Congress on individual state experiences in
Medicaid managed care (GAO 1995a; 1995b).

Restrictions on Plan Marketing

States have the option of relying on participating health plans to market their products to beneficiaries.
But states may also ban direct plan marketing and take responsibility themselves for informing
beneficiaries about their options. The case studies found significant problems resulting from direct plan
marketing, leading a number of states to assume the marketing function.

" Individual case studies have been published for the five states (Gold et al. 1995a; 1995b; Sparer and Chu 1996; Sparer
cl al. 1996a; 1996b). Site visits, as pan of this study, have been made to two additional states, Florida and Texas. The Florida
case study is complete and will be released shontly, the Texas case study is in preparation.
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For states relying on plans for marketing, HCFA has guidelines that most have adopted. The
guidelines require plans to demonstrate that their marketing materials are accurate and that procedure
used do not mislead or confuse beneficiaries. Plans appear to prefer direct marketing because it
enhances their ability to increase market share. Plans also find that they are able to combine marketing
with other tasks, such as orientation of new enrollees. Typically, direct marketing occurs at
beneficiaries' homes, in public assistance offices, at community sites like check-cashing locations, or
through targeted mass mailings. Plans are permitted to offer gifts (with a value under 110) as
incentives to enroll (GAO 1996b).

According to the 1996 NASHP survey, only 10 states operating risk-contracting programs relied solely
on government for outreach and marketing, and only I state gave plans sole responsibility. Most shared
responsibility in some way (Horvath and Kaye 1997).

The 1996 GAO study cited various reported abuses that have resulted from plans' marketing activities.
Examples included misrepresentations by plans' sales agents to beneficiaries, especially about the use
of network providers; inappropriate or fraudulent enrollment by sales agents who are paid on
commission for each person enrolled; and abuses of gifts used as enrollment incentives. Each of the five
states where abuse had been reported took enforcement actions or levied fines against the offending
health plans. In addition, four banned or restricted door-to-door marketing by plans. New York,
however, temporarily suspended its ban because it led to a decline in enrollment (GAO 1996b).

The four states that GAO identified as examples of innovative programs all prohibited or significantly
restricted plans from initiating contact with nonenrolled beneficiaries. These decisions generally came
in conjunction with the states' moves to mandatory enrollment. These states either chose to act directly
as the principal source of information or to employ enrollment brokers.

GAO concluded from its study that allowing plans to market directly to Medicaid beneficiaries
resulted in some abusive practices that states find difficult to prevent. While the agency found that
performance measures are needed to determine what approaches to education and enrollment work
best, it appeared to prefer that these efforts be organized by the state (directly or through brokers).

Of the five states in the Kaiser/Commonwealth study, two have banned direct plan marketing
altogether. The other states have allowed at least some marketing by plans. As in the GAO study, the
researchers reported that enrollment and marketing processes functioned much more smoothly where
plan marketing was prohibited than elsewhere. The study pointed out that the design and funding of
these processes is critical and that problems arise even with good planning. Oregon, for example,
initially received 4,000 calls a day-compared with expectations of 5,000 calls per month (Gold et al.
1996).

One concern raised in states where plan marketing was not permitted came from smaller Medicaid.
only plans. They thought they were placed at a competitive disadvantage because they could not build
name recognition through advertising nominally directed to the commercial market.
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There appears to be a clear trend for states to regulate plan marketing tightly or, in many cases. to ban

direct plan marketing. This trend has created new interest in finding other ways to inform beneficiaries
about their options.

Enrollment Brokers

A growing number of states have chosen to contract out education and enrollment responsibilities to

enrollment brokers. GAO reported that, overall, more than half of the states with a mandatory

managed-care program use enrollment brokers or are considering contracting with them (GAO

1996b). The 1996 NASHP survey identified 18 states that used a private entity (other than the plans)

for marketing their risk-based plans, though not all used them as the sole source of information. Other

states use brokers in their PCCM programs (Horvath and Kaye 1997).

Conclusions about the effectiveness of using private enrollment brokers are mixed. Generally, the fact

that enrollment counseling is done at all appears to be more important than whether the state contracts

the function out to a private entity. NASHP concluded that benefits counseling can be contracted out

to a private entity or performed by agency caseworkers, but that the most significant factor is the scope

of responsibilities assigned to the benefits counselor (Horvath and Kaye 1995).

One indicator used to evaluate the effectiveness of different enrollment approaches is the extent to

which beneficiaries choose their own plan or whether the state (assuming a mandatory enrollment

policy) assigns them to one of the available plans. A well-designed enrollment counseling program,

concluded NASHP, should help reduce the number of state assignments, boost satisfaction with

choices of plan and providers, and lead to grcatcr acceptance of managed care generally (Horvath and

Kaye 1995).

The Kaiser/Commonwealth study reached a mixed conclusion about using enrollment brokers. In two

of five states, the study reported that the enrollment experience was smooth. Oregon used an

enrollment broker, while Minnesota handled the task through the state and counties. By contrast, the

study found that in California, where a broker was used in the Sacramento County program,

enrollment was characterized by confusion. Because the county preferred running the program itself,

the state's decision to award the contract to a private broker was controversial and was finalized only

four months before mandatory enrollment was to begin. The resulting process was characterized as

chaotic and problematic, with incomplete informational materials, an understaffed toll-free telephone

line, and other problems. About 16 percent of beneficiaries signed up for more than one plan. Some of

the problems were resolved only after a 90-day delay of the program's start-up, but other problems

have persisted (Gold et al. 1996; Sparer et al. 1996b).

GAO reported that using state employees as enrollment counselors can take advantage of in-house

knowledge of the Medicaid program and the populations served. At least in the short term, though, it

may be hard to add enrollment and education responsibilities to staffers' existing obligations for the

fee-for-service program. Enrollment brokers can sometimes develop needed services (including

441 Physician Payment Review Commission



293

services for non-English-speaking beneficiaries and toll-free telephone lines) at a lower cost than the
state can. Missouri reportedly chose to use a broker because of limits it faced in hiring more state
employees and because it could accelerate implementation with this approach. Ohio, on the other
hand, chose this approach because of a good experience in Dayton, where use of brokers provided a
neutral source of information (GAO 1996b).

Availability of Information

As noted above, beneficiary education and counseling can be critical to the success of managed-care
initiatives. Although none of the studies reviewed here had data from beneficiaries to judge how well-
informed or satisfied they were with the enrollment process, they agreed on the importance of the
information proccss. Furthermore, they agreed that the content of the information and the process by
which it is communicated are critical. The source of information is less vital, provided it is neutral and
unbiased.

GAO's report noted that all four states selected for their exemplary programs took responsibility in
some way for the task of informing beneficiaries about how best to access care in a managed-care
system and how to choose a plan. These tasks are particularly important for a clientele having only
limited experience with managed care or its restrictions on provider use (GAO 1996b).

States chose to use in-person meetings and mail or telephone contacts, depending on available
resources and how rapidly decisions had to be made. GAO concluded that states seemed to prefer in-
person interactions where possible. Whether these sessions occur in small groups or as individual
interactions, they give counselors a chance to explain complex materials and choices. States that use
mail or telephone contacts may use in-person consultations as a backup. All four states studied also
used community-based groups to supplement the state's educational programs. The GAO study did
not, however, report in detail on the content or subject matter of informational materials or meetings
(GAO 1996b).

The Kaiser/Commonwealth study pointed to similar findings in drawing lessons from the five state
experiences. For example, it cited the importance of an enrollment process that includes written
materials designed for low-income populations, a toll-free telephone number that can address a large
volume of questions, and a means of providing in-person counseling (Gold et al. 1996).

There are many issues related to the content of the information provided. Beyond factual data on plan
characteristics that beneficiaries need to make choices, good information about provider networks is
also needed. In addition, experts cite the importance of performance data, including the use of
Medicaid's edition of the Health Plan Employer Data and Information Set (HEDIS). According to
the NASHP survey, 27 states used some version of HEDIS. Only two, however, used reports cards as
an educational strategy (Horvath and Kaye 1997). Many of these issues parallel similar issues that the
Commission has addressed for the Medicare program (see Chapter 7).
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Enrollment and Disenrollment Policies

Medicaid law requires that beneficiaries retain full freedom of choice or providers As a result.
mandatory enrollment in HMOs requires a waiver. Further, Medicaid law generally limits enrollment
lock-ins to one month, although a six-month lock-in is allowed for an HMO meeting certain federal

requirements. Under a Section 11 15 waiver, lock-ins may be extended to 12 months. Where mandatory

enrollment is in place, states must also determine whether to establish an annual open enrollment
season or to allow continuous enrollment. These policies can become especially complex for Medicaid,
where beneficiaries can gain and lose eligibility for benefits multiple times during a year.

A majority of states now have some type of mandatory enrollment policies, although details vary
considerably. According to the NASHP survey, 31 of 38 states with risk-based programs have
mandatory enrollment. Those not choosing a plan are assigned one. Most states with PCCM programs
also have mandatory enrollment. Apparently, most states have maintained the monthly right to
disenroll. Nine states, however, reported using a six-month lock-in, and five (all Section Il15 waiver
states) set a 12-month lock-in period (Horvath and Kaye 1997).

NASHP, however, found no connection between different enrollment policies and rates of
disenrollment or auto-assignment. It also found little use of disenrollment data as a program
management tool (Horvath and Kaye 1996). None of the studies, however, drew conclusions about the
broader effects of extending lock-ins beyond requirements in current law.

Competitive Selection of Plans

The use of competitive bidding to select plans for participation in managed-care programs is a
significant trend in Medicaid, with eight states now using it in some way (Horvath and Kaye 1997).
Arizona has used this approach for more than a decade, and it has been credited with helping to keep
costs down (GAO 1995a). In several other states, the use of competitive bidding is much more recent.
It is probably too early, therefore, to draw any conclusions. Competitive bidding is thus an ideal

candidate for further research.

In 1994, Arizona sought bids for three-year contracts with plans. The state described its general
requirements in a request for proposals and received 95 bids for 42 contracts it was making available in
15 counties. Arizona had previously developed capitation rate ranges based on historical utilization
data. These ranges, not shared with the bidders, were used to evaluate the bids. Low bids received
higher scores, but bids that were excessively below the range were considered unacceptable. If an

initial bid was above the range, the bidder was allowed to submit a second bid. Arizona also evaluated a
plan's provider network, its management, and its past experience. Ultimately, the 42 contracts were

awarded to 14 plans (GAO 1995a).

California is implementing a new system for selecting plans in 12 of its largest counties. In each case,
two plans are permitted to enroll beneficiaries. One is called a local initiative plan and is normally
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formed by the county government. This option was designed in part to protect county-based safety net
providers. The other, called a mainstream plan, is a private plan selected through a bidding process.
Apart from the mechanics of the bidding process, this approach has been criticized by the managed-
care industry for unnecessarily limiting competition and beneficiary choice. 26 In some counties,
lawsuits have been filed challenging the selection process. Implementation was also delayed until the
1915(b) waiver was approved and because of start-up problems with the local initiative plans.
Although mainstream plans were chosen in most counties in 1995, the two-plan model is not yet
operational in any county (GAO 1995b; Sparer et al. 1996b).

New York State adopted competitive bidding in 1995. New York City recently awarded contracts to 20
plans, 6 of which were new to the program. Plans that met the state's initial technical and financial
criteria were reviewed by city officials before being offered contracts. Although some plans were not
approved, the plans whose contracts were renewed accounted for 97 percent of previous enrollment
(United Hospital Fund 1996b).

Capitation Payments and Risk Adjustment

According to the NASHP survey, 30 of 38 states with risk-based programs used a rate-setting
approach to establish capitation payments (Horvath and Kaye 1997). Many of these are similar to that
used in the Medicare program. States tell plans how much they will pay to provide services to plan
enrollees. By law, capitation payments to managed-care organizations must be computed on an
actuarially sound basis and cannot exceed what would be paid for an equivalent group under fee-for-
service Medicaid. The latter requirement has been waived in some demonstration states.

States typically pay a percentage (generally 85 percent to 95 percent) of the cost of serving enrollees
under fee-for-service Medicaid.2" This approach is designed to guarantee a level of savings to the
states. As in Medicare, savings may not be realized if risk differences between plan enrollees and other
beneficiaries are not accounted for through a risk-adjustment mechanism. In states with mandatory
enrollment (at least for certain categories of beneficiaries), risk adjustment is not a problem for
guaranteeing savings to the state, although it may be an issue in ensuring fair payment among
participating plans.23

One issue is whether the methods used provide compensation that is adequate to support access for
beneficiaries and to encourage competition among plans. The Kaiser/Commonwealth study found that
three of five states set uniform rates for all plans in a given area, while the other two negotiated

26In some cases, the local initiative plan can contract with a number of private health plans, resulting in more choice for
beneficiaries than appears on the surface.

' Even more than in Medicare, this calculation is increasingly problematic. As the proportion of beneficiaries in
managed care grows, the cost experience of fee-for-service beneficiaries becomes a less stable and less typical basis for
calculating capitation rates.

" See Chapter 5 of this report for a discussion-mostly in the Medicare contexts-o the importance of risk adjustment
for promoting access to care for vulnerable populations.
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individually with plans over rates (within constraints) (Gold et al. 1996). In several states. notablv

Tennessee, the level of the capitation rates has been a central issue in debates over the program's

future. Several managed-care plans withdrew from state programs in 1996, blaming state cuts in

payments among other factors (Page 1997).

An additional issue is whether states are making progress in developing and implementing innovative

approaches to risk adjustment. The NASHP survey found that a majority of states make risk

adjustments for age, sex, geography, and eligibility category. Most states also used some type of risk

sharing or reinsurance. Only four reported adjusting rates for health status in 1996 (Horvath and Kaye

1997).

Further Research

States' experiences in implementing their managed-care programs may be instructive both to other

states' Medicaid programs and to the Medicare program. With the variety ofrapproaches in use, several

natural experiments are under way. Although the studies identified here offer some suggestions about

what approaches have been more successful than others, more systematic research on these issues is

needed. Some studies are in progress, including ongoing survey work by the National Academy for

State Health Policy and projects funded by HCFA and by the Robert Wood Johnson Foundation.

The first stage in a study to examine these issues further would be a survey of states with significant

managed-care activity. The survey should cover some of the topics identified in this section. For

example, it might ask about restrictions states place on plan marketing, use of enrollment brokers, how

information is communicated to beneficiaries, use of competitive bidding to select plans, setting of

capitation payments, and risk adjustment. A second stage could explore the success and failure of these

different approaches and some of the factors that help determine which succeed and which fail.
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Back- round

Medicaid is a joint federal and state entitlement program which provided payment for medical services
to over 32 million beneficiaries in FY 19943. The program is state administered with the costs shared
between the federal and state governments. The federal government provides matching funds at a
percentage determined annually by the federal government generally based on each state's per capita
income. Currently, the federal match for Medicaid services is set at a minimum of 50 percent and a
maximum of 83 percent Over the past few years federal funds have accounted for 57 percent of total
Medicaid expenditures.4 Medicaid spending has increased from $41 billion in 1985 to $138 billion in
l994'.

The states have broad federal guidelines to follow in determining eligibility and coverage standards, but
each state designs and administers its own Medicaid program. Medicaid beneficiaries qualify for
coverage when determined to be either categorically needy or medically needy. Categorically needy
persons include those receiving Aid to Families with Dependent Children and most persons on
Supplemental Security Income. All of the states cover individuals in these categories. More than 75
percent of the states also provide benefits to the "medically needy"; the "medically needy" are
individuals whose resources exceed the income eligibility standards for the categorically needy but who
meet a separate state determined income standard. The medically needy include pregnant women, certain
children, the aged, disabled, families with dependent children and those persons who "spend down" their
income and assets due to large health care expenses.

Because the Medicaid program is swiftly becoming most states' largest budget item, averaging 19.4% of
the average state's total expenditures in 1994,6 states are implementing strategies designed to control
Medicaid costs-According to recent surveys, states are reducing expenses for health care services by
miaintaining or diminishing reimbursement rates as well as curtailing covered services'. States are also
converting their programs to managed care. More than half the states responding to a recent survey are
implementing or expanding managed care programs as a way to control costs while insuring quality and
access.

While most Medicaid programs are still similar to fee-for-service indemnity insurance with the state and
federal government at risk for expenditures, many states have begun to seek waivers from federal
Medicaid requirements in order to experiment with managed care. Under Sections 1115 and 1915(b) of
the Social Security Act, the Secretary of Health and Human Services miay waive certain requirements to
facilitate states' use of managed care for Medicaid beneficiaries. The mechanism through which most
states have enrolled Medicaid beneficiaries into managed care programs has been Section 1915(b)
program waivers. Under Section 1915(b) waivers, the Secretary may waive the requirement that states

3 HCFA, Office of the Actuary, FY 1994.

4 Health Care Financing Review Medicare and Medicaid Statistical Supplement, 1995, HCFA.

5 National Association of State Budget Officers, 1993 State Expenditure Report, March 1994.

6 National Association of State Budget Officers, 1994 State Expenditure Report, 1994.

7 7he State of State Medicaid Programs: Fiscalyear 1994, The American Public Welfare Association, May 1994.
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INTRODUCTION

Presently, nearly one quarter of all Medicaid beneficiaries receive their health care through a managed
care arrangement.' This movement toward managed care within the Medicaid program has occurred
predominantly over the last decade.2 With its emphasis on early intervention and preventive care,
many states have looked to managed care as a means to improve access to primary care and reduce
reliance on emergency rooms as a site of care. In addition, many states have hoped that managed care
would help contain spiraling Medicaid costs.

State insurance regulators, together with other state officials, have significant experience in regulating
managed care plans which serve the commercial population. In fact, in several states, insurance
departments have exclusive regulatory authority over these plans. In others, jurisdiction is split with
state health departments, or retained within a separate state agency. In either case, oversight of plan
financial solvency and market practices is frequently lodged within the insurance departments. The
recent and expedited shift to managed care systems for the Medicaid population has raised numerous
challenges for the state and federal govemment. State insurance regulators note that some of these
chall iges parallel early experiences and problems in the developing stages of managed care systems
for commer-Cal populations. Other challenges reflect the unique characteristics of the Medicaid
population.

The knowledge gained from the establishment of managed care for commercial enrollees as well as
earlier efforts in developing Medicaid managed care programs has provided insight into those
regulatory requirements which are relevant for managed care programs for Medicaid beneficiaries.
The similarities involved in developing managed care programs for enrollees whose care is supported
with private or public sector funds, warrant considering the application of state licensure requirements
to commercial plans serving the Medicaid population. However, the unique characteristics of the
Medicaid population, may also require that requirements specific to the needs of the Medicaid
population also be applied to Medicaid managed care programs. This latter set of issues goes beyond
the traditional regulatory authority of state insurance departments.

In developing Medicaid managed care programs, states must consider a broad range of issues. In this
white paper, the National Association of Insurance Commissioners' (NAIC) State and Federal Health
Insurance Legislative Task Force has identified several considerations primarily related to financial
solvency, for policymakers involved in the design and implementation of Medicaid managed care
programs. The paper also reviews changes to the Medicaid program which are currently under
consideration by Congress and discusses their implications for state regulation of Medicaid managed
care plans. The paper is not intended as an advocacy piece in favor of certain programs, nor does it
seek to make any recommendations concerning the appropriate state regulatory body to oversee such
programs. Rather, the paper seeks simply to identify and highlight areas within the expertise of NAIC
members where careful and thoughtful planning and oversight are particularly warranted.

I Medicaid and Managed Care: Lessonsfrom the Literature, Kaiser Commission on the Future of Medicaid at ix,
1995. (Hereinafter referred to as 'KFF")

2 Id. at 8 citing that in 1983 only three percent of the Medicaid population was enrolled in managed care.
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give beneficiaries freedom of choice of providers so that states may require Medicaid beneficiaries to
enroll in managed care arrangements. States have also been granted Section 1115 research and
demonstration waivers. Research and demonstration waivers provide states with greater flexibility than
Section 1915(b) waivers, enabling them to change a broader array of Medicaid requirements such as
those related to eligibility and the scope of services available. Section 1115 waivers also impose greater
administrative burdens on states so that the federal government, through an independent contractor, can
evaluate the impact of the demonstrationproject on such matters as utilization, cost of services, as well
as access and quality of the care received. In addition to shifting the traditional Medicaid population into
managed care, Section 1115 waivers enable states to extend Medicaid benefits to certain individuals and
families not currently eligible for Medicaid coverage.9

As of October 1995, 14 Section 1115 waivers have been granted, to Arizona, Delaware. Florida, Hawaii,
Illinois, Kentucky, Massachusetts, Minnesota, Ohio, Oregon, Rhode Island, South Carolina, Tennessee,
and Vermont. In November 1995, managed care demonstration waivers were pending in 12 other-states,
Alabama, Georgia, Illinois, Kansas, Louisiana, Missouri, Montana, New Hampshire, New York, Texas,
Utah, and the District of Columbia As of June 1995, all but a few of the remaining states have received
Section 1915(b) waivers, in all or a portion of their states.

It should be noted that states may develop a managed care program without obtaining a waiver from the
federal government under certain circumstances: To do so, enrollment in the program must be voluntary
and the program must operate statewide. No more than 75 percent of the enrollees in the HMO can be
eligible for Medicaid or Medicare. In addition, the benefits provided to the enrollees must be comparable
to the benefits the state is required to provide to all eligibility categories under federal law. While this
option is available, the programs developed by most of the states require a federal waiver.' t

In June 1994, over 7.5 million beneficiaries were enrolled in soime form of managed care, more than
double the number who were served in managed care arrangements just two years earlier.' l The majority
of these enrollees, almost 75 percent, were enrolled in plans with at least some capitation.' 2 Due to the
diversity in the evolution of managed care across the country, different states have adopted different
models of Medicaid managed care.

State Medicaid managed care programs fall under three broad classifications: full-risk capitation plans,
partial capitation plans, and primary care case management programs.

* Under full-risk capitation, states contract with a-managed care plan for a fixed payment per person.
The fee covers either inpatient hospital care plus at least one other mandatory service, or three or

Suzanne Rotwein, Ph.D., et al., Medicaid and State Health Care Reform: Process, Programs, and Policy
Options, 16 Health Care Financing Review 105, 116 (Spring 1995).

9 KFF, at 9.

ID Jane Horvath and Neva Kaye, eds., Medicaid.Managed Care: A Guidefor States, 2nd ed., (National Academy for
State Health Policy, 1995), pp. 29-30.

1l Id. at l2.

12 Id.
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more mandatory services. Full-risk contracting is characteristic of federally qualified and state-
certified health maintenance organizations (HMOs), health insuring organizations (HIOs), and
insurer-operated, network-style managed care organizations. Frequently, in full-risk plans that do not
operate as staff model HMOs, providers and other members of practice networks are expected to
bear a certain amount of the financial risk for the cost of care13

* In partially capitated plans, the state Medicaid program reimburses plans for a more limited set of
services on a fixed payment basis and reimburses for all other services on a fee-for-service basis.

* Under the primary care case management model (PCCM), states transfer almost no risk from the
Medicaid program because the providers are paid a case management fee and receive fee-for-service
reimbursement for all needed medical services34 . Under this model, primary care physicians are
responsible for approving and monitoring the provision of virtually all covered services to plan
enrollees.15

According to a recent study by Lewin-VHI, there are some important differences in the type of managed
care arrangements used in Medicaid programs versus those used in the private sector'6. This study points
out that both state Medicaid programs and the private sector utilize HMOs, but that Medicaid programs
also use partial capitation and PCCM models not usually found in the private sector. Furthermore,
Preferred Provider Organization (PPO) plans and Point of Service (POS) plans that are common in the
private sector are not utilized in Medicaid managed care primarily due to statutory Limitations on a state's
ability to use significant cost-sharing methods. It should be noted that numerous studies indicate low-
income persons tend to not access medical services when cost-sharing is required.

The Importance of Financially Sound Medicaid Managed Care Plans

Medicaid managed care programs increase the financial risk to plans which contract with the state to
serve Medicaid beneficiaries and decrease the financial risk traditionally held by the government The
increased element of risk to managed care plans requires that states place as much emphasis on the
financial stability of Medicaid managed care plans, and their subcontractors, as they do in the
regulation of managed care plans which provide for or arrange the provision of care for commercial
patients. Traditionally, state Medicaid agencies have. administered the Medicaid program without the
assistance of state insurance regulators. Insuranxig£gulators and other state officials have significant
experience in licensing commercial HMOs and determining whether they meet solvency and capital
requirements. The shift in the Medicaid program to managed care may prompt state Medicaid
agencies, departments of insurance or other state agencies responsible for the regulation of managed
care plans to capitalize on their respective expertise by collaborating in the evaluation and
development of Medicaid managed care program proposals.

D Id.atlO.

4 Siades as Payers: Managed Care for Medicaid Populations, National Institute for Health Care Management,
February, 1995. (Hereinafter referred to as "Institute").

" KFF at Io.

16 Institute.
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In addition to shifting the financial risk in the Medicaid program from the state and federal governments
to the managed care plan, states may need to consider other elements of Medicaid managed care that
may impact plan financial status. Because of the range of benefits provided under the Medicaid program,
managed care plans may be required to provide or arrange for the provision of services they do not
typically provide. For example, while many plans are familiar with the care required for young women
and children who are Medicaid beneficiaries, an increased use of managed care programs for low-
income senior citizens and individuals with chronic disabilities may present new challenges. The
additional services which may be required to meet the needs of these populations will necessitate that
plans incur costs to expand their management and treatment capacity. Additionally, where Medicaid
programs, carve-out certain services from the comprehensive benefit program, plans may be asked to
manage beneficiaries' health care without control over all of the care the beneficiaries may receive. It
will be important for states to evaluate the impact of carve-out strategies on costs incurred by health
plans as well as upon continuity of care for bereficiaries. States should also carefully design their
Medicaid managed care program to avoid incentives that will encourage plans to shift costs to non-
capitated programs.

States have begun to focus more closely on the financial stability of Medicaid rnanaged care plans and
the various factors which may threaten plan financial stability. For example, Tennessee's experience with
its Medicaid managed care program, TennCan, has raised a number of issues for review, many of which
are directly tied to participating plans' solvency. Soon after being sworn in, Tennessee's Governor Don
Sundquist, appointed a new deputy insurance commissioner to monitor the quality and financial stability
of TennCare's 12 managed care organizations (MCO) and an advisory panel to make recommendations
on how to improve the program17

. One of the essential recommendations made by the advisory
comnittee was to establish a formal mechanism for checking the financial soundness of the TennCare
MCOs.

In Florida, concerns also have been raised regarding the soundness of the prepaid plans participating in
its Medicaid program. Florida initially granted plans serving the Medicaid program population a three
year waiver from state HMO licensure requirements. As a result of financial and quality concerns related
to prepaid Medicaid plans, Florida's Agency for Health Care Administration now contractually requires
plans to obtain a commercial license from the Department of Insurance by January 1, 1996. Because
prepaid Medicaid plans have not been subject to state HMO licensure requirements, they have not had to
conform with the same level of capital and surplus requirements applied to commercially licensed plans.
Legislative efforts are currently underway to require that prepaid Medicaid plans meet the same capital
and surplus requirements as commercial plans at the time they seek commercial licensure.

Through the experiences of these states and others, it has become apparent that when states experiment
with Medicaid managed care it is imperative that the participating plans have managed care experience,
actuarial proficiency and the critical capital reserves to ensure their longevity. The rapid enrollment of
significant numbers of Medicaid beneficiaries in managed care plans has caused fierce competition and
an enormous new market for managed care plans. The risk of health plan insolvency is especially present
given the evolving nature of many Medicaid managed care arrangements. Such insolvencies could harm

17 Health Care Reform Week, January 30, 1995.
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the ability of beneficiaries to receive needed health care services, delay payment to and potentially

bankrupt providers, and adversely impact state budgets already experiencing fiscal constraints.

Solvency Regulation

The Health Care Financing Administration (HCFA) requires states to monitor health plans' financial

solvency. HCFA requires strict quality control mechanisms to be in place before Medicaid managed care

programs can be implemented 5. To provide guidance to states in developing financial solvency

standards, HCFA recently published guidelines, Medicaid Managed Care Solvency Guidelines for Risk-

Based Managed Care Plans in January 1995.

As suggested by the experience of states which have implemented Medicaid managed care plans as well

as the outcome of various studies and the guidelines recently published by HCFA, states should be

diligent in applying solvency standards and oversight procedures when designing and implementing

Medicaid managed care plans. As the General Accounting Office (GAO) stated in one report,

financial oversight of participating health plans is critical to the success of any managed

care program because the financial condition and viability of a plan directly affects its
ability to provide continued services. Also, a plan in financial trouble has increased
incentives to underserve beneficiaries.

Together, the appropriate regulatory authorities can implement mechanisms designed to limit the risk for

plans' insolvency. Mechanisms which states should strongly consider include':

* Capital and Surplus Reserves

Insurance regulatory agencies in every state currently require that managed care plans accepting risk

establish certain levels of capital reserves and solvency standards. States should set such reserve

standards at a level that reflects the amount of risk being transferred to the plans. Some states, such as

Arizona and Oregon, successfully carve out Medicaid managed care plans from their state licensure

requirements. If a state chooses not to apply its licensure requirements to Medicaid managed care plans,

it should structure its program carefully to ensure adequate monitoring of capital and surplus reserves.

* Careful Plan Selection

States must also be careful in deciding what type of plans may participate in their Medicaid managed

care programs. Strict adherence to a prior set of criteria must be met. The criteria by which they are

judged can be very broad ranging from financial standards to managerial and quality standards.

Furthermore, states may want to require that all plans meet the same specifications as do commercially

licensed HMOs. However, in setting such strict standards for participation, each state must take into

account the existence and penetration of managed care in their state and in various regions of the state.

Is General Accounting Office. States Turn to Managed Care to Improve Access and Control Casts, March, 1993.

9 Much of this section is based on the work of the National Institute for Health Care Managemenfs white paper entitled

"Health Plan Solvency Issues Under Health Care Reform" May, 1994.
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While it is important to set meaningful standards, it is also important that the state not create prohibitive
standards to participation.

* Risk Adjustment

Each state may also want to look at the use of risk adjusters in setting its payment rates for health plans.
Risk adjusters, such as age, gender, and eligibility category (e.g. chronically disabled) are mechanisms
that change the payment levels received by the plans contingent upon the risk characteristics of the
beneficiaries enrolled in each plan. It should be noted that while risk adjusters may help to protect a
particular plan's solvency when the plan's population has an exceptionally high percentage of high risk
enrollees, they may also create a disincentive for proper utilization management if the payment rates go
beyond a differential reflective of the higher risk.

* Actuarially Determined Payment Rates

When setting the payment rate for Medicaid managed care plans, states should set the rate at levels that
reflect the cost of providing the benefits. States should also consider to what extent the payment should
reflect the savings and efficiencies derived from the plans' ability to manage and control costs as
determined by actuarial standards. Payment levels that are set too low can result in numerous detrimental
consequences. Such consequences include plan insolvency, provider bankruptcy and lack of access for
beneficiaries.

* Reinsurance/Stop-Loss coverage

States may also want to require that newly emerging and smaller plans which wish to participate in
Medicaid managed care purchase some form of reinsurance or stop-loss coverage in order to transfer
some of their risk into broader pools of risk. Through reinsurance, the plans can protect themselves
either from costs above a certain threshold or from certain determined catastrophic and chronic illnesses.
Such reinsurance and stop-loss protection spreads the risk for extremely high costs among other
insurance arrangements. As part of this effort, it is important to set thresholds to ensure appropriate risk-
sharing between health plans and reinsurers. Since some segments of the Medicaid population are likely
to incur significant or catastrophic expenses because of the nature of their medical condition,
reinsurance/stop-loss coverage is a particularly important form of protection. When deciding whether it
is necessary to require that newly emerging and smaller-plans purchase-such coverage, states should
evaluate this element in the context of the panoply of solvency protections available in that state.

* Transition Periods

Commentary indicates that the rapid speed in which Medicaid managed care programs have been
implemented has contributed to many of the problems which Medicaid managed care programs have
encountered. The complexity in the design and implementation of these programs requires that states set
up reasonable transition periods to enroll the beneficiaries in to managed care plans. An appropriate
transition period would give states time to build community support, educate beneficiaries about their
new health-care system and allow providers the opportunity to become familiar with managed care
expectations. Furthermore, a proper transition period will enable states to gain more experience in
managed care, gather more reliable data with which to set correct rates, and facilitate appropriate
infrastructure developments. A well-planned transition from a traditional Medicaid program to Medicaid

O9NAIC 1996 7
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managed care also requires the commitment of staff who have developed the appropriate expertise in the
critical elements of planning and implementing managed care programs.

* Hold Harmless Provisions

Federal law requires that Medicaid beneficiaries are held harmless from financial liability if a plan
becomes insolvent States must ensure that HMOs which contract with the state to provide services to
Medicaid beneficiaries are required to make adequate provision against the risk of insolvency and to
assure that Medicaid enrollees are in no case held liable for debts of the HMO in the case of insolvency.

Additional Cor iderations

While the financial solvency of Medicaid managed care plans is of paramount importance to
departments of insurance, Medicaid agencies, and other agencies which regulate Medicaid managed
care plans, other related considerations must also be considered. The section below does not exhaust
the range of issues of concern to regulators, providers and enrollees. It does provide an overview of
business and contractual issues with which states must be concerned to facilitate effectively their goal
of providing medical assistance beneficiaries with access to quality, cost-effective health care
services.

* Marketing Issues

While marketing activities can be an important component of the process of educating the patient
about health plans, it is critical that managed care marketing practices are non-coercive and are
designed to provide beneficiaries with accurate information. Federal law requires that states have
procedures to monitor enrollment practices of managed care plans. It also requires that prepaid health
care contracts specify how the HMO will ensure that the marketing materials that it distributes are
accurate and not misleading. To ensure compliance with these and other provisions, many states have
developed parameters to regulate Medicaid managed care marketing practices. In August 1994, HCFA
developed a set of voluntary guidelines, Medicaid Managed Care Marketing Guidelines for States, to
assist states which allow health plans to engage in marketing activities.

Commercial health insurance companies may use direct and mass marketing strategies to encourage
enrollment in their plans within the limitation of state statutes. In the Medicaid managed care context,
door-to-door marketing has been found to be subject to abuse and has been prohibited by most
states. 20 Recently, the state of New York, one of the minority of states which still permitted door-to-
door marketing, has decided to ban the use of the practice by HMOs which contract to serve Medicaid
patients.

Many Medicaid managed care plans use mass marketing practices and offer incentives and
inducements for enrollment while mass marketing. States may wish to examine the impact of offering
inducements on the integrity of the enrollment process as well as the impact of mass marketing at
times other than open enrollment periods.

20 GAO at 28.
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The regulation of marketing practices is an important component of both state and health plans'
efforts to protect consumers and to communicate the objectives of a Medicaid managed care
arrangement. States should, however, be attuned to the broader impact that some marketing
regulations will have on enrollment practices of plans, such as their ability to determine the
populations for which they will provide or arrange health care services.

* Issues related to auto-enrollment

Educated consumer choice is key to the success of a managed care program. The automatic
assignment of individuals either because the beneficiary did not select at all or because their first
selection is closed has the potential to lead to high levels of consumer dissatisfaction and
noncompliance. For Medicaid managed care programs where beneficiaries are mandated to receive
care from a managed care provider, many states have measured the success of their education efforts
by reviewing the assignment rate of Medicaid beneficiaries. Low assignment rates tend to indicate that
beneficiaries are more content with the care provided in the program. States should strive to develop
and implement consumer education programs which maximize beneficiary participation.

States may also want to examine practices related to the assignment of auto-enrollment populations to
low bid plans. Efforts to increase the number of enrollees assigned to a low bidder may minimize the
positive benefits to the program derived from consumer choice.' ThTs process also may have
implications relating to the relative health risk of auto-enrolled vs. voluntarily enrolled populations,
with concomitant financial implications.

* Consequences of disenrollment trends and applicability of portability requirements

A fundamental premise of managed care is the promotion of primary and preventive health services,
plans and payors seek to achieve cost savings through this preventive investment. However, Medicaid
managed care enrollments are by definition short term (half of all Medicaid enrollees lose coverage
within 12 months).' Federal Medicaid law enables states to guarantee eligibility for a specific period
of time beyond changes in a beneficiary's financial status. 24 Some states have taken advantage of this
option. When considering whether to guarantee eligibility for a specific length of time, states may
need to weigh the costs of guaranteeing longer eligibility against the adverse incentives that could
result from shorter enrollment periods.

Several states with insurance portability requirements applicable to the commercial sector have also
acted to encourage or require commercial plans to "count" Medicaid coverage when considering
whether the imposition of preexisting condition limitations or waiting periods are appropriate. Ohio,
for example, has a statute which recognizes all forms of health plans as satisfying the preexisting

21 GAO at 27; Trish Riley et al., Medicaid Managed Care: The State of the Art, A Guidefor States
(National Academy for State Health Policy, 1990), p. 2.

22 "Ten Key Issues for States Under Medicaid Managed Care", George Washington University Center for Health
Policy Research.

23 Id.

24 Gencral Accounting Office at 25.
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condition period. Such requirements encourage portability for health care consumers among a broader
array of plans.

* Health plan standards

As the health care market evolves, states regularly examine their applicable laws and regulations and
suggest updates and revisions. To help facilitate state efforts in this area, the NAIC's health plan
accountability working group currently is working on an effort, "CLEAR" (Consolidated Licensure for
Entities Assuming Risk") which involves an examination and suggested restructuring of existing
NAIC health-related and managed-care-related model laws. In addition, the working group is
developing several model laws and regulations which will form a part of the "CLEAR" effort These
include models in the areas of utilization review, provider credentialing, provider contracting/access,
quality assurance, data reporting, confidentiality and grievance procedures. These model laws,
although tailored for the general, commercial population, may also serve as a resource for states as
they develop their regulatory structures for Medicaid managed care.

* Consideration of the needs of special populations

The Medicaid population is a culturally diverse population consisting of persons whose lives may be
disrupted by poverty, substance abuse, mental illness and chronic illness. These individuals are likely
to require additional services such as outreach, language interpretation, transportation, case
management, social services and child care in order to access health care provided by managed care
plans.' When considering the contractual and operational structure of managed care arrangements,
states should acknowledge the important role these activities play in ensuring access to quality health
care.

* Public health and managed care

When designing Medicaid managed care programs, states may also want to consider including various
community-based organizations as managed care providers if they meet the statutory requirements.
Such entities have relationships with local communities that can assist in the development of
community-based support for Medicaid managed care programs and can facilitate state efforts to reach
beneficiaries effectively.26 Additionally, the inclusion of community-based organizations in a plan's
provider arrangements can assist planis in making its services accessible to plan enrollees.

* Nonurgent use of the emergency room

One of the principal objectives of states in designing Medicaid managed care programs is to reduce
the inappropriate utilization of emergency rooms for nonurgent care by Medicaid patients. A recurrent
problem with the Medicaid and uninsured populations has been the use of hospital emergency rooms
for nonurgent care. Most studies have concluded that the nonurgent use of emergency room care does
decline under Medicaid managed care." States may need to address emergency room provider

2 National Association of County Health Officials, "Managed Care, Medicaid and the Public Health System".

6 Id.

7 KFF at 16.
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concerns which may be raised when a Medicaid beneficiary inappropriately goes to a non-
participating hospital's emergency room. Hospital emergency rooms are required by federal law to
determine which patients who enter their emergency room have an emergent condition and to stabilize
any critically ill patient. Hospitals may seek to have the costs of such determination reimbursed and
obtain assurances that the health plan will pay for the emergency care received by the Medicaid
patient. Likewise, health plans may seek to ensure that they are only responsible for the cost of out-of-
plan care in a true emergency. States should be aware of how payment determinations related to
emergency treatment impact both hospital emergency providers and managed care plans.

Impact of Federal Medicaid Reform

Tine House and the Senate have recently passed a budget reconciliation bill which President Clinton
has vowed to veto. This legislation includes substantial changes to the Medicaid program. The
Congressional provisions repeaflMedicaid and create a new MediGrant program. Through this
approach, Congress seeks to eliminate the federal entitlement status to Medicaid and convert federal
payments to states into a block grant.

Under the Congressional block grant plan, states would be provided with considerable flexibility to
define eligibility and benefits. The bill specifically grants states the power to decide which items or
services will be covered under the MediGrant program. It does require that states include coverage for
immunizations for children. States are mandated to provide medical assistance to pregnant women and
children under age 13 who live in families under 100 percent of the poverty level, and to any
individual who is disabled. The state would be responsible for defining the term disability. All other
categories of eligible individuals will receive services at the discretion of the state. However, the bill
does require the states to set-aside a certain percentage of funds to be devoted to services provided to
low-income families, low-income elderly and low-income disabled, as well as federally qualified
health centers and rural health clinics.

The Congressional plan also enables states to design innovative program delivery structures, including
managed care arrangements, without having to undergo a waiver process.

The bill does impose some requirements upon states which contract with capitated health care
organizations25 If a state contracts with capitated health care organizations to provide medical care to
Medicaid recipients, and the organization is under full financial risk, the state must require that the
Qrganization meet the solvency standards established by the state for private organizations. If the
capitated health care organization is not at full financial risk, the state must require that it meets
solvency standards established under the state's MediGrant plan. This requirement is not applicable to
public entities or those entities whose solvency is guaranteed by the state.

QNAIC 1996

2s A capitated health-care organization is defined as "a health maintenance organization or any other entity
(including a health maintenance organization, managed care organization, prepaidlhealth plan, integrated service network,
or similar entity) which under state law is permnined to accept capitation payments for providing (or arranging for the
provision of) a group of items and services including at cast inpatient hospital services and physicians' services. Sec.
2114 (c)(l).
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If a state contracts with or intends to contract with a capitated health care organization and makes a
capitation payment2 9 to the organization for providing MediGrant services, including at least inpatient
hospital services and physician services, the state's MediGrant plan must include a description of the
use of actuarial science in projecting expenditures, utilization for enrollees, and setting capitation
payment rates. States are also required to describe the qualifications that participating plans must
meet, including whether it must obtain a state license, or be accredited or certified in order to
participate as a capitated health organization in the MediGrant plan. In addition, states must develop a
process for disseminating to contractors the information on capitation rates and historical fee-for-
service cost and utilization data.

Unlike the traditional Medicaid program, the MediGrant bill does not specifically prohibit significant

cost-sharing 3 0 requirements. It does require that states provide a public cost-sharing schedule listing of
any charges which may be imposed. Limitations are placed on cost-sharing arrangements which may

be applied to services for children and pregnant women.

The benefits derived from increased flexibility and less onerous administrative burdens is

accompanied by the challenges most states will face as they take on this additional responsibility with
a gradually lowering in the level of funding that they will receive from the federal government over

the coming years. Block grants may further encourage state implementation of managed care

programs for medical assistance beneficiaries to facilitate c-ist control efforts.

The ultimate outcome of the national debate on how the federal government will finance medical

assistance will be determined over the coming weeks through negotiations between Congress and the
Clinton Administration. Whether a state is operating under the traditional Medicaid program, a block
grant program, or an alternative structure, the basic building blocks to a strong managed care program
for medical assistance beneficiaries, previously mentioned in this document, remain the same. The
development of any successful managed care plan which facilitates access for a range of medical

assistance beneficiaries to quality health care services requires strong financial oversight by the state

agencies responsible for managed care programs, sound actuarially determined payment rates which
reflect the costs of providing care and the savings derived from managed care initiatives, and

sufficient monitoring of plan marketing and other strategies to enroll participants. Particularly
important in a new system will be an adequate time period for transitioning. Proper time to phase-in to

a managed care plan will enable state agencies to develop the infrastructure necessary to accommodate
changes and give providers, enrollees and other members of the community time to provide input into
the process and to adjust to a new managed care system. Appropriate staff expertise familiar with

operational, financial and contractual structures of managed care arrangements will be critical to this
endeavor.

D A capitation payment is defined as "payment on a prepaid capitation basis or any other risk basis to an entity for
the entity's provision (or arranging for the provision) of a group of items and services, including at least inpatient hospital
services and physicians services. Sec. 2114(cX2).

30 Cost-sharing is defined to include "copayments, deductibles, coinsurance, and other charges for the provision of
health care services. Sec. 2113(d).
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Conclusion

Over the past decade, managed care arrangements have become a viable alternative to states seeking
innovative strategies to provide medical assistance beneficiaries with quality health care in a cost-
effective manner. Designing and implementing a Medicaid managed care program involves a plethora
of issues which the states, providers and citizens must address. Many of the basic components for the
development of a sound Medicaid managed care program remains the same irrespective of whether
the public Medicaid assistance plan is a federal-state matching program or a block grant Among the
range of significant concems, ensuring the financial solvency of Medicaid managed care plans is
prominent. Ensuring financial solvency involves not only setting meaningful capital and reserve
requirements but establishing standards and monitoring adequately the business practices of plans.
Regulators in state insurance departments, Medicaid agencies, or other applicable agencies may have
areas of expertise the contribution of which will facilitate state efforts to design an effective program.
By working with providers and citizens within the state, states regulators will maximize their ability to
balance the goals of protecting consumers, disseminating information to all concerned parties about
the new managed care system, and facilitating the ability of managed care plans to perform their
contractual obligations effectively.

ONAIC 1996 13
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Appendix A

State Activity*

Many states have acquired significant experience in the design and implementation of Medicaid

managed care programs. As states evaluate or develop their own programs, it may be useful to

consider how other states have addressed certain issues. State experience in the areas of risk

adjustment, reinsurance, and transition periods have been highlighted below.

Risk Adjustment:

According to a study prepared by the Project HOPE Center for Health Affairs, Medicaid Managed

Care Program Access Requirement: Final Report to the Prospective Payment Assessment

Commission, several-states, including Arizona, Florida, Massachusetts and Oregon, provide separate

capitation rates for enrollees in different Medicaid eligibility categories.

Reinsurance:

Some Medicaid managed care programs developed by states with Section 1115 waivers, including

Arizona, Delaware, Massachusetts, and Minnesota, have reinsurance provisions.

- Transition Periods:

Some states have implemented their Medicaid managed care programs on a phased-in basis. For

example, Oregon enrolled AFDC recipients in 1994 and phased in enrollment of elderly and disabled

populations, individuals needing mental health and chemical dependency services, and foster children

during 1995.

Vermont's Medicaid managed care program is designed to include a three-year phase-in period. As

planned, the program will enroll AFDC recipients and persons with incomes at or below the poverty

line in 1996. Beginning in 1997, Supplemental Security Income (SSI) recipients and persons with

incomes between 100 percent and 125 percent of poverty are to be enrolled. In 1998, state residents

with incomes between 126 percent and 150 percent of poverty may enroll.

Unlike Oregon and Vermont, Connecticut enrollees are being phased-in on the basis of geographic

-area instead of by eligibility category.

'Source: Group Health Association of America
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The Honorable John HR Chafee
Chairman
The Honorable Bob Graham
Ranking Minority Member
Subcommittee on Medicaid and Health Care

for Low-Income Families
Committee on Finance
United States Senate

This report, prepared at your request, describes state efforts to include disabled Medicaid
beneficiaries in prepaid managed care programs.

We are sending copies to the Secretary of Health and Human Services; the Administrator,
Health Care Financing Administration; and state Medicaid directors. We will also make copies
of this report available to others on request.

Please contact me at (202) 512-7114 if you or your staff have any questions. Major contributors
to the report are listed in appendix L

William J. Scanlon
Director, Health Financing and Systems Issues
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Executive Summary

Thim osPrepaid managed care plans, which deliver medical services for a fixed (orPurpose capitated") per-person fee, are an increasingly common part of Medicaid,

the nation's largest health care program for the poor. With their emphasis
on primary care, restricted access to specialists, and control of services,
prepaid plans are seen as a way to help control spiraling Medicaid costs,
which totaled $159 billion in fiscal year 1995. Thus far, states have
extended prepaid care largely to low-income families-about 30 million
individuals-but to few of the additional 6 million Medicaid beneficiaries
who are mentally or physically disabled. Managed care's emphasis on
primary care and control of service use differs from the care needs of
disabled beneficiaries-many of whom need extensive services and access
to highly specialized providers, which in some cases are essential to
prevent death or further disability. However, because over one-third of all
Medicaid payments go for their care, greater attention is being focused on
whether disabled individuals can be integrated successfully into managed
care.

These efforts affect three key stakeholder groups: disabled beneficiaries,
who include a small number of very vulnerable individuals who may be
less able than others to effectively advocate on their own behalf for access
to needed services; the prepaid care plans, which are concerned about the
amount of financial risk involved in treating people with extensive medical
needs; and the states and federal government, which run Medicaid. The
Chairman and Ranking Minority Member of the Subcommittee on
Medicaid and Health Care for Low-Income Families, Senate Committee on
Finance, asked GAO to examine (I) the extent to which states are
implementing Medicaid prepaid managed care programs for disabled
beneficiaries and (2) the steps that have been taken to safeguard the
interests of all three stakeholder groups. GAO's review of safeguards
focused on two areas-efforts to ensure quality of care and strategies for
setting rates and sharing financial risk.

Background Medicaid is funded jointly by the states and the federal government and
Background operated mainly by the states. It provided health care coverage for

40 million people in fiscal year 1995, about one in seven of whom was
disabled. Some categones of mildly disabled individuals have health care
costs that closely mirror those of the general population, but others, such
as those with cystic fibrosis or end-stage acquired immunodeficiency
syndrome (AImS), have costs that are much higher.

GAOLEHSqEIS- S hledaid Mtrged C.e r the. DisbledFPe 2
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Medicaid has traditionally been a fee-for-service program, meaning that
doctors, hospitals, and other providers are paid based on the number and
type of services they provide. States have relatively wide latitude in
structuring Medicaid programs, including making prepaid care available to
those who wish to enroll. But states must obtain federal approval to
require prepaid plan enrollment or to restrict individuals to specific plans.
This approval is designed to help ensure that everyone who is eligible has
access to care.

Results in Brief Serving disabled beneficiaries through Medicaid managed care poses
complex, new challenges to the states. To date, few states have significant
experience with prepaid care for disabled Medicaid beneficiaries, many of
whom have chronic conditions that require ongoing and costly specialty
care. Of the six states that require some or all of their disabled population
to enroll in prepaid care, only one program is more than 3 years old.
Eleven others have voluntary programs enrolling a small percentage of
disabled beneficiaries. However, because of continued concern about cost
containment, 13 more states have submitted proposals to enroll disabled
beneficiaries in prepaid care, with 12 of them intending to make
enrollment mandatory.

One of the challenges for states is developing both the service networks
and the necessary assurances that the health care needs of disabled
beneficiades are being met appropriately. However, about half of the
states tend to rely on mechanisms such as the freedom of disabled
individuals to disenroll from or switch prepaid plans or on their access to
the states' and plans' complaint and grievance systems to help ensure
quality of care. While analyses of patterns of disenrollment or complaints
can provide meaningful information, in the aggregate they may not be
sufficient to detect systemic deficiencies in care for disabled beneficiaries.
In contrast, states that either mandate enrollment or provide small,
voluntary programs focused exclusively on disabled beneficiaries tend to
be furthest along in developing asurances that appropriate, quality care is
available to them. Examples of such actions include requiring health plans
to designate advocates to help coordinate the services disabled
benefidaries receive and to provide access to specialists specifically
trained in care for disabled individuals.

A second challenge for states is developing and administering a managed
care system for disabled beneficiaries that is financially sound. However,
few states have ventured beyond current rate-setting approaches that base

h4A5Z954-IX MEd N.d ca re- rhA DibledJW
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capitation rates on average costs for large segments of statewide Medicaid
populations, such as families with children or disabled individuals.
However, within the disabled population some groups, such as
quadriplegics or AIDs patients, have substantially higher medical costs
(sometimes more than $50,000 in a given year), while others, such as
mildly disabled individuals, may have few or no additional costs beyond
those of the general population. The ability to identify individuals with
iigh-crst disabilities could lead nimaged caie plais to try to avoid

enrolling them or to encourage them to disenroll by limiting services
inappropriately. The development of more appropriate rate-setting
approaches that link rates more closely to individuals' likely costs is still in
the experimental stage. States are further along in adopting methods to
share the risk of losses experienced by plans that enroll a relatively large
number of high-cost individuals. For example, reinsurance programs are
the most common form of sharing such losses. A few states are adopting
an approach called a 'risk corridor,' which limits the amount of profit that
health care plans can earn as well as the amount of loss they could face,
thereby reducing the incentive to inappropriately limit services or to avoid
enrolling high-cost individuals.

Principal Findings

Few States Have
Significant Experience

Arizona, Delaware, Oregon, Tennessee, Utah, and Virginia are the only
states requiring some or all of their disabled beneficiaries to participate in
prepaid care programs. These states enroll disabled beneficiaries in
prepaid managed care plans that also cover other types of Medicaid
recipients. Arizona's program, established in 1982 and currently enrolling
more than 70,000 disabled, is the only mandatory program more than 3
years old. In contrast, Massachusetts, Ohio, Wisconsin, and the District of
Columbia have small-scale voluntary programs solely for disabled
individuals, none of which serves more than 3,000 beneficiaries. Seven
other states (California, Colorado, Florida, Maryland, Michigan, New
Jersey, and Pennsylvania), as well as Massachusetts, allow disabled
beneficiaries to enroll voluntarily in plans open to other Medicaid
beneficiaries. In these states, less than 20 percent of the disabled
population have chosen to enroll.

One problem identified thus far in states with federal approval to restrict
beneficiaries' freedom to change providers has been coordinating

GAOiHtEH.S6-136 Wfedilid Mhetged Core for the Db,,biedP.9. 4
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enrollment for the estimated one-third of disabled individuals who are
'dually eligible' for health care under Medicaid and Medicare. Medicare
law guarantees these individuals more freedom in switching providers
than they have under Medicaid managed care programs, which require
prepaid plan enrollment The few states wrestling directly with this issue
have taken varying approaches, ranging from adjusting their programs to
conform with Medicare requirements to seeking waivers of Medicare law
that would allow requirements closer to Medicaid's.

Significant Efforts Needed
to Ensure Quality

States that rely on monitoring the services prepaid care plans provide to
the average enrollee may find that these efforts do not provide enough
specificity for assessing care received by disabled enrollees. For example,
problems in care provided to a very vulnerable disabled category, such as
quadriplegics, might escape general view because few if any cases of
quadriplegia would generally appear in random samples across the entire
population served by a health care plan. Most states recognize a need to
specifically monitor managed care for disabled enrollees and plan to do so
as they expand their programs

Important aspects of states' quality assurance activities can fall into two
main categories: (1) building safeguards into the programs through
adequate planning and consensus-building and (2) tailoring various
aspects of the program (such as enrollment and monitoring) to meet the
specific needs of disabled beneflciaries To date, most of the efforts have
been made by several states with mandatory participation by disabled
individuals or by states with programs targeted exclusively to disabled
beneficiaries on a voluntary basis. The following are examples:

* Oregon's Medicaid staff met weekly with health plans, advocates for
disabled individuals, and others for more than a year before the program
was implemented.

. Wisconsin requires the health plan serving participants in its targeted
prepaid care program, which serves only disabled beneficaries, to have a
Medicaid advocate on staff who is knowledgeable about disabilities.
Wisconsin also mandates that case managers conduct needs assessments
within 55 days of enrollment in the plan.

* Massachusetts allows specialists to act as primary care providers and uses
a health needs assessment that assists enrollment staff in working with
beneficiaries to select a plan.
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Information about the services provided to disabled patients is essential
for effective monitoring Since services are no longer paid for on a
fee-for-service basis, however, the reimbursement process no longer
produces this information. Developing comprehensive, consistent data on
services provided under prepaid care takes time and effort To date, only
Arizona has substantial experience in doing so. The effort, which can be
expensive and time-consuming, can permit states to identify areas in
which service utilization rates are overly low or high. It can also allow
states to track movement of high-cost individuals among health plans, a
step that could help spot service delivery problems.

Experimentation Is Under
Way in Rate-Setting and
Risk-Sharing

Prepaid care capitation rates are normally based on average costs for
broad categories of beneficiaries, such as all disabled people in a state.
However, some categories of disabled individuals have very high costs,
while others have relatively low costs. Paying the same rate for groups
with different health care needs increases the risk that plans will seek to
enroll only the healthier, less expensive individuals. If plans feel financial
pressure from treating high-cost cases, they may also seek to limit
inappropriately the services these individuals receive. Three states
(Massachusetts, Missouri, and Ohio) are experimenting with ways to set
rates for disabled enrollees that more accurately reflect their varying
needs for care. For example, Ohio is exploring an approach that varies the
prepaid rate based on prior medical costs, with medical plans receiving
more money for people with demonstrated higher needs.

Most states that include disabled beneficiaries in prepaid care, and
especially those with mandated enrollment, provide some form of safety
net' for plans that experience losses related to treating high-cost cases.
The most common form is called reinsurance"-essentially an insurance
policy that plans can buy. Reinsurance is directed only at losses. Five
states (District of Columbia, Massachusetts, Ohio, Utah, and Wisconsin)
have implemented another type of arrangement, called a 'risk corridor,"
that not only shares losses between the plan and the state but also
restricts how much of its capitation payments the plan can retain after
paying for enrollees' health care needs. In Massachusetts, for example,
plans serving those who are severely disabled must return to the state any
profit that exceeds 10 percent of the capitation payments they received.
Under a risk corridor, a plan's incentive to limit services inappropriately
and thereby increase the amount it may retain is reduced because such
amounts are limited to a maximum.
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Recommendations

Agency Comments

GAO is not making recommendations in this report

GAO provided a draft of this report to the Administrator, Health Care
Financing Administration (HCFA), and to Medicaid officials from the 17
states in its study. in addition, GAO requested comments from several
independent experts in the fields of Medicaid and prepaid care for people
with disabilities. HCFA had no comments, while comments from states and
researchers were primarily technical or clarifying and were incorporated
as appropriate. Officials from one state commented that the draft seemed
to question the suitability of prepaid managed care for people with
disabilities. GAO believes, rather, that careful attention to program design
and implementation is needed when including this vulnerable population
in prepaid care, given their complex health care needs and the limited
experience to date with serving them in prepaid settings.
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Chapter I

Background

Medicaid, ajoint federal-state health financing program for the poor,
provided health care coverage for more than 40 million people in fiscal
year 1995. Medicaid expenditures-about $159 billion in fiscal year
1996'-have more than tripled in the past 10 years. Under current
projections, they will double again within 8 years.

To help constrain rising costs, a number of states are making increased
use of prepaid managed care in their Medicaid programs. Under this
approach, a medical plan such as a health maintenance organization (Htmo)
agrees to make a specified set of medical benefits available in exchange
for a prepaid amount of money per person. This approach is considered
less expensive than the traditional fee-for-service approach because it
eliminates the incentive to provide unnecessary or overly expensive
services in order to maximize revenues.

Thus far, most states have focused their Medicaid managed care efforts on
programs for low-income families, which accounted for about 73 percent
of Medicaid beneficiaries in fiscal year 1994. However, states are now
directing more attention to using managed care for another group of
Medicaid beneficiaries-those who are disabled These individuals
constitute about 15 percent of all Medicaid beneficiaries, but because
many of them have a heavy need for specialized medical services, they
account for over one-third of all Medicaid expenditures.

For a number of reasons, such as their ongoing dependence on specialized
care and the wide diversity of types and severity of conditions, bringing
disabled people into managed care presents challenges that differ from
covering many other segments of the population. Dealing with these
challenges involves ensuring that adequate mechanisms are in place to
safeguard the interests of all three major stakeholder groups: the disabled
beneficiaries, who are concerned about adequate access to quality care;
the managed care plans, which are concerned about not assuming
inappropriate or excessive financial risk and the states and federal
govemment, which are concerned about protecting the interests of both
beneficiaries and taxpayers. For the most part, this is new territory Most
states have little or no experience in adjusting their managed care
programn to meet these specialized needs.

-A ft. Id*b both I .t a n i ralf.Ra y n o A d 199, h d
SoL 3D, 1995.
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Disabled People Are
One of Several Groups
Eligible for Medicaid

The range of services provided under Medicaid varies from state to state.
Established in 1965 as title XIX of the Social Security Act (42 U.S.C.
1396-1396a), Medicaid programs are required under federal law to provide
eligible beneficiaries with certain primary, acute, and long-term care
benefits. Examples include physician services, hospital care, laboratory
services, preventive care for children, and nursing facility care. At their
option, states

2
may also elect to provide coverage for an array of other

services, such as prescription drugs, medical equipment, eyeglasses, dental
care, and ancillary services such as physical and speech therapy. Medicaid
is administered at the state level, with the Health Care Financing
Administration (HCFA) within the Department of Health and Human
Services (HHS) providing oversight and coordination at the federal level.

Those eligible for Medicaid come primarily from two cash assistance
programs: Aid to Families With Dependent Children (AFDc) and
Supplemental Security Income (stl). AFIC is the primary route by which
children and their families become eligible, while elderly, blind, and
disabled individuals become eligible primarily through ssi. Coverage
expansions since 1984 have also increased the number of beneficiaries not
linked to cash assistance payments. These include people who are eligible
for Medicare, low-income children and pregnant women who are not
receiving Amic, and several mandatory and optional coverage groups
among disabled and elderly individuals.

About 6 million disabled individuals were covered by Medicaid in fiscal
year 1994. To qualify for sst-and therefore for Medicaid in most
states

3
-beneficiaries must meet certain program criteria for disability and

for maximum allowable financial resources. Eligibility criteria center on
an individual's ability to function in daily life and the existence of a
disabling diagnosis or condition.

4
In 1996, the maximum allowable income

was $470 per month for an individual and $705 for a couple.' States have
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the option of extending eligibility to people who receive state payments
that supplement sst benefits;

8
to some people whose incomes are above ss

levels but who are sufficiently disabled to need institutional care; and,
with federal approval, to some people who are at risk of needing
institutional care. For 1996, the federally specified maximum income level
for an 'ssi-relatedl individual was $1,410 per month.

More than half of all disabled people receiving ssi as of December 1994
were eligible on the basis of a mental disability. Such disabilities included
mental retardation, autism, schizophrenia, paranoia, and, under certain
circumstances, substance abuse.' For those who were eligible on the basis
of physical disabilities, the main categories were diseases of the nervous
system, sense organs,

8
musculoskeletal and connective tissues, or

circulatory system. Specific conditions in these categories included
blindness, muscular dystrophy, cerebral palsy, Parkinson's syndrome,
brain tumors, rheumatoid arthritis, osteoporosis, and chronic heart
disease.

Children constitute about 22 percent of disabled ssi recipients. Among
them, mental retardation is the leading cause for eligibility. Since a 1990
U.S. Supreme Court decision,' ml disability criteria for those 18 and
younger have been based on developmental delays and limitations in
ability to engage in age-appropriate activities.

Disabled People Many disabled Medicaid beneficiaries have a level of medical need that is

Disabled People atypical of the general population. A disabled person's degree of disability

Account for Over can range from mild to very severe. At the more severe levels, individuals

One-Third of Medicaid may be technology-dependent, requiring medical devices to compensate
for loss of a vital body function. Many of them also require ongoing

Expenditures nursing care to avert death or further disability.

Because of their atypical medical needs, disabled individuals have medical

costs that are generally higher than those of the typical Medicaid
beneficiary. In fiscal year 1994, disabled individuals were about 15 percent
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of the Medicaid population and accounted for 39 percent of Medicaid
expenditures, including long-term care. Table 1.1 shows an Urban Institute
analysis of how expenditures for different services in 1993 were
distributed on a per-person basis. Average total expenditures for disabled
($7,956) and elderly individuals ($9,293) were each more than three times
the spending for other children and adults.

Table 1.1: Averag Medicalid Peo-Person Expenditure by Berficary Group, 19i3
Primairy and acut care

Ptysalcan, Long-t All
Benrefilary group Inpaien lab, X Xry Outpartient t" TOt Care $ece
Disabled S2.072 $443 $773 $1.183 $4.471 S3,465 $7,8956
Elderly 541 139 155 793 2,385"' 6.907 9.293'
Other adults 805 381 304 313 2.041t' 27 2.067'
Otherchildren 452 159 165 203 1.116F 74 1,191'

Note: Some data on elis table e 7eatabes nrade by the Urban Instfite to corrert prabi-ns in
data reported to HCFA by sate.s

Includes prescdption drgs, caae flaO5ent. fatily pnning, denial, cluldrens pleveohe
serntes. vision, end other placationer care (-sad 55 Itre1py).

4-ong-tenn care 51cudes instiowinal care. Inpatient rental health care., and harne heath

Touts dCO not add beca-e of rawdigr.

-Totals do not r irn the lited se-ces because they inlud0 pasr-ets to Meadlare and
p1,peid health p1ns that canote es Ignad to specic services.

Source: Urban Insotate ouaoLations based n HCFA data.

Managed Care Is In general tens, managed care refers to a range of health care models thatuse primalry care practitioners to control and coordinate the deliveiy of
Growing Throughout services. The best-known options are prepaid (or 'capitated") models that
the Medicaid Program involve payment of a set monthly amount per enrollee (the capitation fee)

to provide or arrange for a specified set of services. '° Faced with rising
Medicaid expenditures-the fastest-growing portion of most state
budgets-many states have begun to incorporate managed care into their
service delivery approach. Managed care is seen as a way to help control
these costs because it discourages providers from providing unnecessary

,be n - optio inbd prtrnuy ca-se - sasP-t ro4,, bb erel -dtr to
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services and directs beneficiaries to obtain care in the most cost-effective
settings (for example, obtaining primary care at a clinic rather than a
hospital emergency room).

Managed care is also seen as a way to better ensure that Medicaid
beneficiaries have access to quality care. In theory, managed care
improves access and quality by linking individual beneficiaries with a
single provider responsible for coordinating their health care needs. Our
earlier review of these efforts found that the capitated managed care
programs were succeeding, at least to some degree, in providing the kinds
of benefits for which they had been designed. We found access to care was
slightly better than in traditional fee-for-services programs and quality was
about equal between the two. "

In June 1995, almost 15 percent of all those who received Medicaid
services were enrolled in prepaid managed care plans.

0
Their numbers,

while still small in relationship to the total number of beneficiaries, are
growing swiftly. For example, from June 1993 to June 1995 enrollment in
capitated plans more than doubled, from 2.1 milion to 5.3 million

To date, most states have largely targeted their managed care
programs-particularly those that require enrollment in prepaid plans-to
children and adults who qualify for Medicaid through AFDc or other
programs, not toward elderly and disabled individuals. However, states are
increasingly including-or planning to include-disabled and aged
populations as well.

Federal Requirements
Govern State Use of
Managed Care in
Medicaid

A key feature of state Medicaid programs historically has been
beneficiaries' freedom to choose from among participating providers.
While this freedom helped protect quality because beneficiaries who felt
the care they received was inadequate or inferior could simply change
providers, it did not guarantee that providers would be available to treat
them. Managed care approaches attempt to guarantee access to a provider
but often in exchange for some limitation on beneficiaries' freedom of
choice. The extent to which state Medicaid managed care programs
restrict beneficiaries' choice of providers determines, in part, whether
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states win need to seek approval from HCFA to waive one or more
provisions of Medicaid law.

States have three options for using capitated managed care plans in their
Medicaid programs-one that requires no waiver of Medicaid statute and
two that do. Since the late 1960s, states have had the option-with no need
for a waiver-to contract with prepaid managed care plans to deliver
health care services to Medicaid beneficiaries, provided certain conditions
are met. One is voluntary enrullment Beneficiaries must ordinarily be
permitted to disenroll at any time and return to the Medicaid
fee-for-service programn. Other conditions relate to such matters as the
kinds of plans that can participate: They must be federally qualified or
state-certified RMos," have a mix of enrollment that is no more than
75 percent Medicaid/Medicare enrollees, and engage in a range of quality
assurance activities.

The other options for using managed care exist under waiver authorities
granted to the Secretary of HHso These authorities allow the Secretary to
waive certain statutory requirements-including the beneficiaries'
freedom to choose from among participating providers-so that a state
can develop alternative methods of service delivery or reimbursement
These waivers are of two general types-programs

1
and demonstration 16

Table 1.2 compares various characteristics of the two types of waivers.
Although managed care approaches and mandated enrollment (that is, a
program that requires Medicaid participants to select among managed care
approaches) can be authorized under either type of waiver, waiving the
federal regulations concerning the types and enrollment mix of prepaid
organizations can only be done under a demonstration waiver.
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Table 1.2: Comparison of Managed
Cars Flexibillty Undwr Program and
Demonstration Walvam

Program waivers Demonstration waivens
General characterlstics

Allows for waier of a limited set of Medicaid Allows for waiver of nearly asy provision in
requirements Medicaid law
Approval is generally based on meeting Approval is based on the discretion of the
certain established conditions Secretary of HHS

Waivers can be renewed for 2- to 5-year Generally not renewable-
periods

Generally used to establish primary care More recenty used to establish broad
case management programs and home and changes in Medicaid programs
community-based service programs
Chlacterlstics pertaining to prepald managed cars

Prepaid plans must still meet federal Prepaid plans may enroll Medicaid
requirement tor 25% or more private pabents exclusively
enrollment

Full range of mandatory services must be Benefit package may ba modiied'
offered
Prepaid plan enrollment 'lock-in limited to Prepaid plan enrollment "lock-in" may be
1 monthr exntended to 12 months

No restrictions on access to family planning Access to family planning providers may
prowiders be restricted

Th.e Congres has auisnrzed renewal of some demnstrason waivers.

'To date. oney Oregon has been permind to modify tie baneits package or traditiorna Medeaid
benelficianes. Other states have been permined to offer a modiried package only to lhane tnsy
eligible far Medicad coverage undar the deonstratpn.

'Lock-in is 6 months tor prepaid plans meesng certain tederal requirerent.

The use of prepaid managed care to provide health care for disabled
beneficiaries is also affected by the statutory requirements of other
programs besides Medicaid. Specifically, because many disabled Medicaid
beneficiaries are simultaneously eligible for one or more other federal
programs-most notably Medicare"-state prepaid programs must

accommodate requirements of these other programs. The Medicare
statute, in particular, contains a number of provisions that cannot be
waived and that directly affect basic features of Medicaid prepaid care.
For example, the Medicare statute requires participating health plans to
have an enrollment mix with no more than 50 percent publicly insured
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enrollees, in contrast to Medicaid's allowance for up to 75 percent publicly
insured members.

Applying Managed
Care to Disabled
Beneficiaries Poses
Additional Challenges

Interest in using prepaid managed care programs for disabled Medicaid
beneficiaries has prompted concerns about whether this approach is
suitable to meet the needs of disabled beneficiaries. One positive
viewpoint is that disabled individuals have much to gain from managed
care because of its guarantee of access to a primary care practitioner and
its potential for coordinating an array of available services. Improved
access may particularly benefit segments of the disabled population that
have historically been unable to locate practitioners willing to serve them.
However, because prepaid plans typically emphasize primary care, limit
access to specialty care, and carefully control the utilization of services as
ways to control costs and manage care, they are potentially
disadvantageous to certain disabled beneficiaries because of their need for
extensive services and access to a range of highly specialized providers.
For example, compared with nondisabled children in the general
population, disabled children use twice as many physician visits and
prescribed medications and five times as many other services, such as
physical therapy. Among Medicaid children, the average per-person health
care costs in 1992 were seven times higher for disabled than for
nondisabled children Other estimates place the per-person cost for
moderately disabled individuals at two to three times the cost for
nondisabled individuals.

The 'medical necessity- standards within many prepaid plans are one
example of the potential problems that disabled individuals may face,
according to advocacy groups. While not unique to prepaid care, these
standards often call for "substantial improvement' or 'restoration of
function" as conditions for recommending therapies or certain types of
medical equipment. However, many disabled people have conditions that
preclude making substantial improvement or restoring functions.
Advocacy groups worry that medical necessity standards may restrict
disabled people from receiving therapy or equipment when they need it
basically to maintain their existing level of functioning or to substitute for
lost functioning. Advocacy groups have also raised concerns about the
potential for managed care plans to disrupt the network of providers that
disabled persons have assembled over time.

Another concern that has been raised about using managed care for
disabled people is the potential effect on what could be called the
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'perverse incentives' inherent in a prepaid managed care approach.'
8

While incentives in a fee-for-service system may encourage a provider to
deliver too many services, prepaid programs may encourage health plans
to deliver fewer, or less expensive, services than enrollees need, such as
using a physical therapist skilled in sports medicine rather than in specific
disabilities such as spinal abnormalities.

Objectives, Scope,
and Methodology

The Chairman and Ranking Minority Member of the Subcommittee on
Medicaid and Health Care for Low-Income Families of the Senate
Committee on Finance asked us to exanine (1) the extent to which states
are implementing prepaid Medicaid managed care for disabled
beneficiaries and (2) what steps states have taken to safeguard the
interests of the three major stakeholder groups-disabled beneficiaries,
prepaid health care plans, and the government-with a focus on quality
assurance and rate-setting mechanisms. On the basis of discussions with
subcommittee staff, we focused our review on the delivery of primary and
acute medical services. We also focused our work on prepaid managed
care programs-thus excluding those types of managed care that are not
risk based-because prepayment has the potential to result in
underservice to enrolled members.

To identify states with Medicaid managed care programs for disabled
beneficiaries, we reviewed HCFA documentation and interviewed national
Medicaid experts, including officials at organizations such as the National
Academy for State Health Policy and the Medicaid Working Group. From
the 17 states identified as having Medicaid prepaid managed care
programs for their disabled population,'

9
we obtained information on a

wide range of topics, including quality-monitoring activities and
rate-setting methodologies. We interviewed officials in these states to
obtain their views on problems they had encountered serving disabled
individuals in prepaid managed care plans and ways they had gone about
solving them.

On the basis of what we learned about the states as a whole, we selected
three states-Arizona, Oregon, and Massachusetts-for additional study.
Arizona and Oregon have relatively long-standing programs that provide a
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degree of operational expenence generally not present in other states.
Massachusetts has administered for almost 5 years a targeted program for
severely incapacitated adults that has served as a model for other state
experiments. Our work in these three states included interviewing
Medicaid and other state official selected providers, and advocacy
grouos. We obtained and analyzed data provided by the three states, and
where they were available, we reviewed existing federal, state, and
independent studies of the programs.

During our review, we also interviewed other researchers and
knowledgeable officials and reviewed available studies of managed care
programs for disabled persons. We performed our work for this study
between November 1995 and May 1996 in accordance with generally
accepted government auditing standards.
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Chapter 2

States Are Moving Toward Managed Care for
Disabled Medicaid Recipients

Of the 17 states that enrolled some portion of their disabled Medicaid
beneficiaries in prepaid managed care plans, enrollment ranged from less
than I percent to all of a state's disabled beneficiaries. Six states have
programs that are mandatory for some or all disabled beneficiaries. Of the
remaining 11 states, 3 operate small-scale, voluntary programs focused
specifically on disabled beneficiaries; 7 allow disabled beneficiaries to
participate voluntarily wherever prepaid plans for the general Medicaid
population are available; and I does both.

Thirteen states exclude one or both of their more vulnerable disabled
populations-those in institutional care and those receiving home and
community-based long-term care-from prepaid plan enrollment
However, under certain circumstances, all 17 states include one or more
groups of 'dually eligible' beneficiaries, who are simultaneously eligible
for Medicaid and another federally fumded program, such as Medicare.
Coordinating enrollment and other requirements for this dually eligible
group is difficult, according to state officials.

In addition to the 17 states currently enrolling disabled beneficiaries, more
states have plans under way to include them in prepaid managed care.
Specifically, 10 additional states have waiver proposals either approved or
pending; three of these are for pilot programs to gain experience with the
approach.

17 States Have
Medicaid Prepaid
Managed Care
Programs for Disabled
Beneficiaries

As of February 1996, 17 states have implemented prepaid managed care
programs for disabled Medicaid beneficiaries (see fig. 2.1). Six of 17
mandate prepaid plan enrollment for most or all of their disabled Medicaid
beneficiaries. Three states designed small-scale programs specifically for
disabled individuals in which participation is voluntary. In seven states,
disabled beneficiaries may voluntarily enroll wherever prepaid health care
plans are available for the general Medicaid population The remaining
state operates both a small-scale program for disabled individuals and
allows beneficiaries to enroll wherever plans are available.
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Table 2.1 shows the available comparative data on enrollment for these
programs. Umitations in reporting formats preclude comparisons for two

GAGM ^Efl48IN MAdk. M..4pd C cto eh> Dahld

A8~~~~
= WP~W

= o VOi EneaNI C Pi Pwa

M E-EnEmih b4 C w-

PR& 23



340

C-
rtsts A- Y-odq Tr.Md Musuand C

f-r 1leub-id iid RdIptl

states . For the five mandatory programs with available data-Arizona,
Oregon, Tennessee, Utah, and Virgia-pariicipation ranged from 15.2 to
100 percent of all disabled Medicaid beneficiaries. Participation by eligible
beneficiaries in the voluntary programs targeted exclusively to disabled
individuals ranged from less than I percent to almost II percent, and
participation in the remaining voluntary programs ranged from 3 to
20 percent

Table 21 nEnollmen of Disabled
Beneficiaries In 17 State Medicaid
Prepald Managed Car Programs,
February 1996

Disabled Medicaid beneficiaries Yew

Total Percentage enrollment
Total enrolled In enrolled In by

disabled prepaid prepald disabled
Sto eligibles program program began

Mandatory programs

Arizona 64.456 56,775 88.0 1982

Delaware 12.198 N/A N/A 1996

Oregons 39.906 28,423 71.2 1995

Tennessee 138.931 138.931 __0t 1994

Utah' 17,155 8, 158 47.6 1982

Virginia 91.082 13.817d 152 1995

Voluntary programs targeted only to disabled Individuals

District of Ciolumbia 3.200 8 0.25 1996

Ohio 368000" 294 082' 1995
Wisconsin 22,041 2,404 109 1994

Voluntary programs for tls general Medicaid population

Caldornia 770.087 28.262 3 7 1972

Colorado 45,042 8.842 19.6 1974

Florida N/A N/A N/A 1981

Maryland 83.350 10,496 126 1975

Michigan 234.517 42,373 18.1 1972

New Jersey 143.793 4.226 2.9 1983

Pennsylvanra 247,902 50,443 2.4 1972

Voluntary program targtd to disabled Individuals and voluntary program for the
general Medicaid population

Massachusetts 164,366 7.935 4.8 1992
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Table 2.2 describes some basic features of the four state programs
designed for disabled beneficiaries. Two statesOhio and
Wisconsin-began these specialized programs in selected urban
communities to gain experience before expanding their programs
statewide. The District of Columbia's program is available to all eligible
disabled children who live in the District. The fourth
state- -assachusetts-administers a prepaid program to care for severely
disabled beneficiaries but also allows disabled beneficiaries statewide to
enroll in prepaid plaa21

GAII -N-t1 Mdk.f Ma..S C- fe tbe D bed

D'r-odre fbartat eae -n. app-ral _ radlado. an Wte rtaad rer-ed.
r.ce,, Srd .o. lee tapetite tel I..d W - Mn DieUW. paern

otd I n ed r9 nr.

PWr IS



342

chona
Se. As To~ed Id C"-
fn, Daid MRdkd Rl.d.n

Table 2.2: Description of Four State Prepaed Programs Designed Specifically for Diabled Beneftlcrmes
Stale Program nam and dewrlptlon

District of Columbia The Managed Care System for Disabled Special Needs Children is designed to reduce barriers to care
faced by disabled children and their families. Begun in February 1996. the program contracts with a
single nonprofit managed care plan to serve disabled people 22 and younger and is designed to move
them, whenever possible, from institutions into community settings. Each enrolled child is assigned a
primary care practitioner-usually his or her current provider-and a case manager who develops an
individualized plan of care through a face-to-face assessment and helps coordinate needed medical
and social services, including transportation and home adaptation. Enrollment will be phased in over 6
months with the goal of serving a total of about 3,00 within 2 years, Participation is voluntary and
enrollees may change primary care practitionems at any time. One goal of the program is to build a
comprehensive database profiling each enrollee to determine i caring for children with complex
medical needs can be improved through managed care.

Massachusetts Massachusets contracts with three prepaid plans that focus on care of people with severe physical
disabilities or end-stage AIDS Combined enrollment in ani given month is about 300 The program
began in 1992 with a single health plan-now called the Community Medical Allance (CMA)-which
coupled primary care with enhanced home visits and case management Severely disabled enrollees
are screened Ior each of the following critera: permanent triplegia or quadriplegia; a need for personal
care or other equivalent assistance to maintain independent living, and one of several specifed
diagnoses. such as spinal cord injury, cerebral palsy, or end-stage muscular dystrophy. AIDS enrollees
must meet the clinical criteria of end-stage AIDS. At CMA medical care is provided by a clinical team of
physicians and nurse practitioners with each patient assigned to a nurse practitioner Care is provided
in the most appropriate setting-most omen the patient's home-as an alternative to specialty and
hospital care.

Ohio The Accessing Beaer Care program began enrolling physically disabled and chronically ill beneficiaries
under age 65 in three metropolitan areas in 199. It offers a flexible benefits package that includes
home and community-based care as alternatives to institutional care whenever possible and currently
enrolls about 300 of the 36.000 eligible beneficiaries. Each area has its own prepaid health care plan,
which is a partnership between an HMO and an academic medical center. Care is delivered by an
interdisciplinary care team led by a social worker or nurse case manager. Individual care plans tor each
enrollee are developed from initial assessments Specialists play active roles on the care teams.

Wisconsin Designed for disabled beneficianes over the age o 15, I-Care began operation in 1994 and is a joint
venture between a rehabilitation center and an HMO. It currently operates in one metropolitan county
and will eventually serve 3,000 beneficiaries. Care coordinators assess initial medical and social needs
through an in-home visit, develop an individual care pln jointly with providers and social workers, and
assist beneficaries and their families in selecting and accessing providers Care coordinators are
nurses or social workers knowledgeable about disabilities. All prepaid plan staff are trained in working
with people with disabilities. Beneficaries may select from clinic sites throughout the city Whenever
possible, enrollees' existing primary care practitioners are invited to join the provider panel. Wisconsin
hopes to expand the program to two additional counties in 1997.

Six states-Arizona, Delaware, Oregon, Tennessee, Utah, and
Virginia-mandate prepaid plan enrollment for some or all of their

disabled beneficiaries.

Arizona, Delaware, Oregon, and Tennessee mandate prepaid enrollment

under demonstration waivers for all Medicaid beneficiaries. Oregon allows
beneficiaries, in concert with their social service case workers, to select

fee-for-service care (either managed-called primary care case
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management-or nonmanaged) when prepaid care does not best meet
their health care needs As a result, enrollment of disabled beneficiaries in
Oregon is about 71 percent, compared with 100 percent in Tennessee.a In
Arizona, Native Amencans who live on reservations may elect to receive
health care from either a prepaid plan or Indian Health Service facilities.
Utah and Virginia mandate prepaid enrollment in selected areas under the
program waivers they received from HCFA.

The extent to which these six states with mandatory enrollment adapt
their managed care programs specifically for disabled beneficiaries is
further discussed in chapters 3 and 4.

Most States Exclude
the More Vulnerable
From Managed Care

Medicaid covers care for two types of more severely disabled
individuals-those in institutional carex and those receiving home and
community-based long-term care.Y4 People meeting these criteria are at
least partially unable to care for themselves because of an injury, illness,
or other disabling condition. The range of services they need extends
beyond primary and acute medical care to include assistance with
everyday activities, such as dressing and using the bathroom, that the
individual cannot do independently because of his or her disability. Such
services include u rsonal care attendants, homemaker services, adult day
care, and respite for family caregivers.

Thirteen of the 17 states exclude one or both of these vulnerable
populations (see table 2.3). More specifically, 12 exclude disabled
beneficiaries who reside in institutions, and 10 exclude those receiving
home and community-based long-term care. Under demonstration waivers,
two states-Arizona and Tennessee-mandate prepaid plan enrollment of
these populations for their primary and acute care needs but provide
long-term care under separate arrangements. Specifically, long-term care
in Tennessee remains fee-for-service and in Arizona is coordinated by a
single contractor-typically a state or county agency-for each county. In
Oregon, residents of institutions for the mentally retarded and the
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mentally ill are not enrolled in prepaid plans, while nursing home residents
are.

Table a& Eabent to Which 17 State
Incdude Severely osabied

entficlarkle In Medicaid Prepaid Care
Programsa February 1996

Home and
community-baaed

Instlutioneal populationt Searices partitcants
state lncludedf Included?'

Mandatry programs
Arizona NF, CF/MR IMD Yes
Delaware No No
Oregon NF Yes
Tennessee NF ICF/MR. IMD Yes
Ubah No Yes
Virginia No No
Voluntary programns targeted only to disabled Individuala
District of Columbia NF, CF/MR No
Ohio No No
Wisconsin No No
Voluntary programs for th general Medicaid population
Califomia No N.

Colorado NF Yes
Florida No No
Maryland No No
Michigan No No
New Jersey No No
Pennsylnania No Yes
Voluntary program targeted to disabled Indbliduals and voluntary program lor th
general Medicaid population
Massachusetts No Yen

NnsshinManezed benetiiaries include residents of nurnsi faciaies (NF). mitemnediate cain
facilities lor te mentaly retarded ICFIIMR). and iroutitutns for mental diseases (IMD)
5

seie and coenninity-based sernes pyrgrams pride a broad range of tanie to
b-eneficaries ats, in the absence oa sooh seruers w rdenulure car In Mednicaidcoyered
institons 8enetbiares Mesa programs seine ncude bsabled people ais. might need care in
a nunting acility and those olin are denelopmnetarly disabled on mentally retarded ohs might
need care ran iCF/MR.
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Of the 17 states, only the District of Columbia includes long-term care in
the set of services covered by capitation payments to health plans.

2 5

However, a few such programs have existed on a small scale since the
1980s, and HCFA is currently reviewing Colorado's request to implement a
pilot program in one county. Integrating primary and acute care into a
single prepaid contract with long-term care presents certain challenges.
Among them are the lack of generally accepted standards regarding the
use of various long-term care services; prepaid plans' lack of experience
providing long-term care; the potential for the demise of existing
commnunity-based providers with experience in delivering such care; and
the difficulty in establishing adequate rates for the combined set of
services. Concerns about integrating the two types of care include the
potential for medically based prepaid plans to emphasize medical
technology or institutional care over the social and supportive services
that many beneficiaries prefer. In addition, integration raises concerns
about who should perform care needs assessments and case management
services-state or prepaid plan staff-given the lack of recognized
standards for appropriate long-term care and the fact that in such
integrated arrangements a single provider is responsible for major
portions of an individual's life needs.

Enrollment of Dually Another consideration for states with Medicaid managed care initiatives is
whether to include beneficiaries who are also eligible for medical services

Eligible Individuals or supplies through another federal program. For Medicaid beneficiaries,

Creates Challenges these programs fall into two categories-Medicare and title V and related
school-based programs.

Medicare is a federal health insurance program that covers, among others,
alt people who have received Social Security disability benefits for 24
months or longer. Medicare and Medicaid provide essential and
complementary services to dually eligible beneficiaries. For example,
Medicare is the primary provider of inpatient and physician care, while
Medicaid generally provides prescription drugs. Some estimate that about
one-third of disabled Medicaid beneficiaries nationally are also covered by
Medicare, but proportions will vary from state to state. For example,
Oregon officials estimate that 45 percent of disabled beneficiaries are also
covered by Medicare.
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Title V of the Social Security Act authorizes state programs to improve the
health of mothers and children, including children with special health
needs. These programs, which are limited in scope and vary among states,
provide and promote state and community-based systems of services for
children with special health needs and typically serve children from low-
and moderate-income families. Such programs arrange for initial
assessments, service plans, outpatient specialty physician services, and
therapies and care coordination for children with various chronic
conditions. Disabled children may receive various therapies and assistive
equipment-speech therapy and wheelchairs, for example-funded from
title V as well as from schools that must assure children access to certain
medical services that allow them to participate in schooL In many cases,
these services and equipment are also covered by Medicaid.

The often conflicting or overlapping requirements of Medicaid and other
programs, particularly Medicare, have been cited as a barrier to including
dually eligible beneficiaries in mandatory prepaid managed care programs.
In general, state officials cited the inflexibility of Medicare rules as a
deterrent to developing a Medicaid prepaid program that includes those
dually eligible for Medicare. Including those eligible for other programs
gives rise to the need for negotiations and extensive coordination between
the Medicaid staff, HcFA, and representatives from plans and other
agencies serving those beneficiaries. Table 2.4 provides examples of
barriers states encounter when attempting to include dually eligible
beneficiaries.
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Tablb 2A: Example. of Barrier States Face In Including Dunlgy Eligible Baneficieries In Medicaid Prepaid Managed Care
Programs
Program Barer
Medicare Plans may be unwilting to participate in Medicaid Prepaid programs if the additi of dually eligible

beneficiaries threatens to raose their Percentage of publicly tunded enrollees above 50 percent, which
would disqualdy them from Medicare participation.

Medicare ules regarding surrogate decisionmalkers-those allowed to make decisions for people not
able to make their own-are more restrictive than those of Medicaid, thereby complicating prepaid plan
enroltnent of dually eligible individuals and affecting who may aid them in selecting a plan.

If individuals want to poin the same prepaid plan for both their Medicare- and Medicaid-covered
services, timing differences between the two programs may require them to remain in Medicare
fee-for-senrce care for up to 2 months after they have enrolled in the Medicaid prepaid plan.

Title V programs These programs for children with special health care needs are typically administered in states by
departments of health. which are often separate irom Medicaid agences. Including these children
requires significant interagency coordination.

School-based programs Conflicts surrounding medical equipment such as wheelchairs or devices to help overcome
communicational imparments arise when children receive services through prepaid pians and through
school-based programs. In some cases, schools and plans cannot eanily agree on whether the
equipment is 'medically or *educationally' necessary. In others, schools or plans restrict the use of the
equipment to either the classroom or the home. potentially leading to the need to duplicate services.

The nature and extent of coordination barriers between Medicare and
Medicaid vary depending on the extent to which states require prepaid
plan enrollment and thse extent to which Medicare prepaid plans are
available. Coordination issues are lessened when dually eligible
beneficiaries remain in Medicare fee-for-service care and join a Medicaid
prepaid plan for services not covered by Medicare. But coordination issues
increase in states where beneficiaries are required to enroll in Medicaid
prepaid plans and are to be 'locked in" for specified periods. Chief among
these are Medicare's requirement that beneficiaries are free to choose a
prepaid plan or to use fee-for-service care and, when in a prepaid plan, are
allowed to disenroll at will. As a result, in states restructuring their
Medicaid programs under waivers, the potential benefits of coordinated
care may elude Medicaid beneficiaries dually eligible for Medicare who
may not be enrolled in a single managed care plan for both sets of services
or have a single primary care provider-which undermines one goal of a
prepaid program.

Although many of the state and federal officials we interviewed described
coordination of these programs as a difficrult process, most states with
prepaid programs for disabled Medicaid beneficiaries are extending
enrollment to the dually eligible. In all 17 states, one or both of these
groups of dually eigible individuals may elect to enroll in prepaid plans
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(see table 2.5). For beneficiaries with Medicare eligibility, 12 states open
their Medicaid prepaid programs to participation and 5 do not Three of
the 12 states reported allowing enrollment only if Medicare services were
obtained in a fee-for-service setting. Another six states reported that
coordination between the two programs was not a major issue because the
state had no or very few Medicare prepaid plans available to beneficiaries.

Table 2.5: Extent to Which 17 States
Include Dually Eligible Beneficiaries In
Medicaid Prepaid Care Programs,
February 1996

Medicare populations Titl V populations
Stats Included? Included?

Mandatory programs

Arizona Yes Yes

Delaware No Yes

Oregon Yes Yes

Tennessee Yes Yes

Utah Yes Yes

Virginia No Yes

Voluntary programs targeted only to disabled Indlvlduals

District of Columbia No Yes

Ohio No Yes

Wisconrsin Yes Yes

Voluntary programs for the general Medicaid population

Calilomia Yes Yes

Colorado Yes Yes

Flrida Yes No

Maryland Yes Yes

Michigan Yes No

New Jersey Yes Yes

Pennsylvania Yes Yes

Voluntary program targeted to disabled Individuals and voluntary program for the
general Medicaid population

More States Moving
Toward Including
Disabled Beneficiaries

Current signs point to increasing movement in the direction of prepaid
managed care for disabled beneficiaries, including greater reliance on
managed care programs in which their participation is mandatory. Table
2.6 lists additional states with approved and pending demonstration
waivers that include disabled beneficiaries.
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Table 2.6: Statue of Additional Approved end Pending DemonstrtIdon Weavers IncludIng Disabled Beneficaries as of
Febrmuy 1996
State Date ubnritted Daft approved Prepald enrollment Current atatus
Approved end Implemented tor groupa other than dlsabled Individuals

linnesota Juh, 1994 Apr. 1995 Four mandatory pilot programs for Will enroll disabled individuals
disabled idrauals in i997

Oklahoma Jan. 1995 Oct. 1995 Mandatory (urban providers wil be Will enroll disabled individuals
prepaid) in 1997

Vermont Feb. 1995 July 1995 Mandatory Will enroll disabled individuals
in 1997

Approved, pending brplamenttllon

Kentucky June 1995 Oct. 1995 Mandatory

Massachusetts Apr. 1994 Apr. 1995 Mandatory

Ohio Mar, 1994 Jan. 1995 Mandatory

Pending
Alabama July 1995
llinois Sept. 1994

Louisiana Jan. 1995
Missouri June 1994

New York Mar. 1995

Tmas Sept. 1995

Utah July 1995

Implementation planning
under way _ -
Awaiting state legislative
approval
Will enroll disabled at a future
undesionated date

Mandatory-a onecounty pilot Under HCFA review
Mandatory (urban providers Mil be Under HCFA review
prepaid)

Mandatory Financing plan disapproved
Voluntary pilot program for Under HCFA review
disabled

Mandatory-to include disabled in Under HCFA review
year 2

Mandatory with managed Under HCFA review
lee-lor-userce option

Mandatory if income lower than Under HCFA review

In addition to Arizona, Delaware, Oregon, and Tennessee, which currently
mandate prepaid plan enrollment for virtually all their disabled
beneficiaries, six other states have received approval to require Medicaid
beneficiaries, including those who are disabled, to enroll in prepaid
managed care plans.' Al but two of the six are statewide programs, and
four of the six will enroll disabled beneficiaries I or more years after
enrolling other beneficiaries. Six of the seven states seeking to include
disabled beneficiaries in their prepaid programs have sought approval to
require prepaid plan enrollment by most or all of their Medicaid
beneficiaries, including those who are disabled. Of the seven,
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three-including Utah, which currently mandates enrollment in three
urban areas-have sought approval for statewide mandatory programs.
Hawaii, which currently mandates enrollment for low-income families
under a demonstration waiver approved in 1993, intends to seek approval
to include disabled beneficiaries in the near future. Maryland and New
Jersey are currently discussing their proposals with HCFA officials.
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Chapter 3

Quality Assurance Efforts Focused on Care
for Disabled Beneficiaries Are Concentrated
in a Handful of States

Enrolling disabled Medicaid beneficiaries in prepaid managed care
heightens the need for states to ensure the quality of care provided.
Prepaid managed care, especially when participation is mandatory,
diminishes beneficiaries' ability to 'vote with their feet" by changing plans
.r physicians when they are unhappy with their care. Given disabled
people's often extensive need for care, states need an adequate set of
mechanisms both to address fears and uncertainties about receiving care
in a managed setting and to ensure that health plans are meeting their
comnnitments.

Important aspects of states' quality assurance activities can fall into two
main categories: (1) building safeguards into the programs through
adequate planning and consensus-building and (2) tailoring various
aspects of the program (such as enrollment and monitoring) to meet the
specific needs of disabled individuals. To date, most of the efforts have
been made by five states with mandatory participation by disabled
beneficiaries (Arizona, Delaware, Oregon, Utah, and Virginia) or by four
states with programs targeted exclusively for disabled beneficiaries on a
voluntary basis (Massachusetts, Ohio, Wisconsin, and the District of
Columbia). Among other things, their initiatives include requiring plans to
designate advocates or case managers for disabled beneficiaries and to
include access to specific types of specialty providers, and developing
encounter data and quality-of-care standards for evaluating their managed
care programs for disabled beneficiaries. The remaining states (mainly
those with voluntary programs for the general Medicaid population) are
primarily relying on broadly scoped monitoring actions that may not be
sufficient to detect problems with care provided to specialized groups
such as disabled individuals.

Adequate Planning Adequate planning and consensus among all the affected parties-healthAdequate Planning plans, disabled beneficiaries (and their advocates), and state officials-are
and critical for the development of and transition to an effective Medicaid
Consensus-Building managed care program, according to officials in the nine states furthest

along in tailoring their programs. In particular, they stressed the need to
involve beneficiaries and advocates in planning and program design. In
two of the three states we visited (Massachusetts and Oregon), advocates
and state officials who work with disabled beneficiaries cited the use of
consensus meetings, which often involved health plan management and
medical staff, as key to the smooth transition to managed care.
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Oregon's experience Is an example of how these consensus meetings
worked. For more than a year before bringing disabled beneficiaries into
managed care, Oregon's Medicaid staff held weekly meetings with health
plan representatives, beneficiary representatives, and state social service
agencies (from whom most disabled residents received case management
services). These meetings covered such topics as building a common set of
definitions for terms like 'case management' and 'case workers'-terms
each group routinely used with different meanings. The need to arrive at
such definitions was not unique to Oregon: An official in another state said
coordination meetings were needed to define 'disabled" because health
plans anticipated diabetic or asthmatic enrollees, not quadriplegics or
other individuals with medically complex needs.

Officials in the three states also noted the importance of ongoing meetings
among stakeholders to address issues as they arose. They said that once
the programs had been implemented, Medicaid staff met routinely with
health plan management, medical directors, and advocacy and social
service agency representatives to discuss such issues as rates, data
reporting, and matters related to health care. These groups sometimes
formed subcominuttees to study specific problem areas. For example, in
Oregon and Arizona the Medicaid and health plan medical directors have
subconumittees to develop practice guidelines and study issues concerning
disabled children. To date the state and health plan medical directors in
Oregon have adopted practice guidelines for preventive care, cerebral
palsy, spina bifida, and cleft palate. Guidelines for cystic fibrosis, Down's
syndrome, pediatric asthma, and sickle cell disease are being developed.
One of Arizona's subcommittees evaluates new treatments and
technologies; it granted approval for the use of certain prescription drug
treatments for cystic fibrosis and multiple sclerosis.

The same nine states have taken action in a number of other ways to
Tailoring grapm~ns better adapt aspects of their managed care programs to address the

Specifically to Meet concerns of disabled beneficiaries. These actions include addressing

the Needs of Disabled concerns about disabled individuals' ability to continue seeing established
Beneficiaries caregivers, helping disabled individuals and their families decide which
Beneficiaries plan to select, providing access to a range of available services, and

monitoring the quality of services provided.

Resolving Concerns About Among the most important issues regarding access to services that need

Medical Necessity resolution is how the concept of 'medical necessity" will be applied in
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prepaid care situations involving disabled enrollees Definitions vary
widely in their sensitivity to the needs of disabled individuals: Some
include the need for improvement or restoration of function withim a
specified number of treatments or time period (often 60 days), while
others include consideration of preventing the progression of adverse
health conditions or the cost-effectiveness of the treatment

The strict application of a narrow definition of medical necessity can
conflict with disabled enrollees' needs, particularly in the case of services
that offer little hope for improvement but can help to maintain existing
quality of life. For example, people with neuromuscular disabilities may
need physical therapy to prevent deterioration and reduce discomfort even
when restoration or functional improvement is not possible. Conversely,
state officials also pointed out that, in applying the concept of medical
necessity, health plans' flexibility can provide an opportunity for them to
supply services over and above those available in the fee-for-service
program. For example, in one state a child received a technologically
enhanced bed (not covered under the state's fee-for-service program)
because health plan officials decided the bed was likely to reduce
hospitalizations for pressure sores and infections.

The three states we visited address concerns about medical necessity
primarily through the appeal process, giving the medical director of the
Medicaid program authority to overturn health plan decisions regarding
what is medically necessary for an individual recipient However,
advocates for disabled individuals said reliance on the complaint and
grievance process puts an undue burden on beneficiaries because (1) the
process requires a significant amount of self-advocacy on the part of
beneficiaries who may not be capable of it and (2) the process can be
extremely time-consuming.

Some states are beginning to include a definition of medical necessity in
health plan contracts and to supplement this definition with guidance on
or monitoring of its application. For example, Arizona approached the
issue by including the concept of "habilitation' (the extent to which
treatment helps to maintain a recipient's current ability to function) in its
monitoring of health plan services. Similarly, Oregon issued guidance for
health plans to use in approving various therapies and equipment
emphasizing such nonmedical outcomes as enhancement of independent
living.
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Addressing Concerns
Through Enrollment and
Related Programs

Client Enrollment

Among states that offer prepaid managed care to disabled beneficiaries,
only those with mandatory enrollment have significant percentages of
their populations participating. The low participation in other states may
reflect, among other things, concerns of disabled individuals about relying
on a prepaid care system. When prepaid plan enrollment can be required
of beneficiaries, state decisions about enroUment-auch as who win enroll
recipients, what sorts of education programs wilt be involved, and how
beneficiaries will be assigned to a health plan if they do not choose
one-become more prominent among the concerns of disabled
beneficiaries, according to advocates in the states we visited. States we
contacted reported using various approaches to enrollment, assignments,
and exceptions to remain in the fee-for-service system.

Some states view the process of enrolling beneficiaries in Medicaid
managed care programs as an important opportunity to educate and
counsel beneficiaries-sometimes individually-about both managed care
and the need to choose from among participating health plans. The three
states we visited generally applied many of the steps they use for other
beneficiaries when they enrolled disabled beneficiaries.n' Other steps
included the following

tOregon sends disabled beneficiaries (I) a booklet that the state
developmental disabilities council created to educate beneficiaries about
managed care and (2) a chart comparing the features of available health
plans. The booklet contains worksheets to help beneficiaries identify their
health care needs and detail their existing provider network so that they
can better select an appropriate health plan.
In Massachusetts advocates were concerned that managed care might
disrupt the existing provider networks from which disabled beneficiaries
receive care." State staff and advocates adopted a health needs
assessment that enrollment staff use to help beneficiaries select existing
or other appropriate providers. The state also adopted a more flexible
approach allowing specialists to serve as primary care providers for their
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disabled patients and asowing beneficiaries to enroll with providers
outside their geographic service areas.

Although each state makes educational materials available, state staff
familiar with cognitively impaired beneficiaries in two states reported that
written materials wcrc seldom helpful to this population. Instead. for these
beneficiaries, education largely occurs through the one-on-one
relationships between case workers and beneficiaries and their families.

To ensure that needed equipment and supplies are provided without
interruption while a beneficiary's enrollment is processed and a primary
care provider is selected, Oregon also developed a process to inform the
selected plan in advance about an individual's health care needs.
'Continuity of care referral" forms alert prepaid plans to life-sustaining.
ongoing treatment needs of individuals enrolling. Social service agency
case workers, who enroll disabled beneficiaries in the prepaid plans they
select, complete a form for each individual with lifesustaining
needs-such as oxygen supplies-and forward it directly to the plan's care
coordinator. Delaware and Virginia also require plans to either maintain
existing plans of care or develop transition plans for people with ongoing
care needs

Exceptions States with mandatory prepaid plan enrollment face decisions about
whether, or if to allow exceptions for certain beneficiaries to receive
fee-for-service care. Delaware, Tennessee, Utah, and Virginia-four of the
six states with mandatory programs-essentially do not alow exceptions,
though individuals may receive care in a fee-for-service setting for a short
time while eligibility and enrollment forms are processed. In Arizona,
Native Americans living on reservations may elect not to enroll in prepaid
care. Oregon alows case workers, in concert with beneficiaries and their
families, to decide whether prepaid managed care is the best delivery
system. Most exceptions involve an ongoing relationship with a
practitioner who does not participate in any of the managed care
networks, while others are for situations in which the beneficiary is
involved in an ongoing treatment regime or when changing practitioners
could seriously harm the individual.ai Some exceptions are short-lived,
delaying enrollment by up to I year; others may be permanent Oregon
Medicaid officials monitor exceptions granted by case workers to
determine, among other things, whether any trends develop.
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States with mandatory enrollment programs for broader segments of the
population, such as low-income families, often develop systems that
automatically assign beneficiaries to a health plan if they do not select one
for themselves. This assignment is usually based on geographic proximity.
The three states we visited each took a different approach to assignung
disabled enrollees. Oregon decided against assigning disabled
beneficiaries, relying instead on each social services case worker selecting
a plan in consultation with beneficiaries or their families. In Arizona,
severely disabled recipients who receive both acute and long-term care do
not have a choice among providers because only one contract is awarded
in each county. Less severely disabled beneficiaries are assigned to plans,
when they do not choose from among those available, based on results of
the state's competitive bidding process, with the lowest-cost plans
receiving proportionately more assignments. In Massachusetts, nurse
review panels analyze beneficiaries' claims histories to determine the
health needs of those who do not choose health plans so that assigned
plans are more likely to have the capacity to meet their needs. Enrollment
staff try to contact beneficiaries after assignment to ask about their
satisfaction and help them select another provider if the relationship is
unsatisfactory.

Active Management of a
Disabled Beneficiary's
Care

Most of the nine states furthest along in tailoring their programs have also
taken steps to ensure that disabled beneficiaries receive coordination of
services through a process called 'case management" The four small-scale
programs aimed exclusively at disabled individuals have included specific
requirements for case management services. Examples of such
requirements are (1) coordination of a range of needed services, such as
transportation, community support services, and primary and specialty
care; (2) development of individual plans of care that ensure continuity
and coordination of care among various clinical and nonclinical settings;
and (3) stipulation that case managers be social workers or nurses with
specific training in working with disabled people. In Wisconsin's program,
if case managers do not perform a needs assessment within 55 days of
enrollment, the beneficiary is automatically disenrolled from the program.

Among the mandatory programs, Arizona and Delaware have also taken
steps regarding case management Arizona's program for the more
severely disabled requires contractors to provide case management
services, although no such requirement exists for health plans serving the
less disabled. Arizona requires case managers to perform a needs
assessment within 15 days and complete a plan of care within 30. Failure
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to meet these requirements can result in a financial penalty. For the
severely disabled, Arizona also established maximum ratios of I case
manager to 40 community-based enrollees and I case manager to 120
institutionalized enrollees. Delaware requires plans to provide case
managers for disabled children These case managers visit children in their
homes to assess the children's needs in concert with their families.

Requiring Plans to Provide
Staff Advocates or Access
to Specific Specialties

Several other actions are similar to case management in that they are
directed at ensuring that disabled enrollees receive appropriate care. One
of these actions is a requirement for a 'designated advocate.' Oregon and
Wisconsin require health plans to have designated contact staff available
for disabled enrollees and their families. These staff, called 'exceptional
needs care coordinators' in Oregon and 'Medicaid advocates' in
Wisconsin's targeted program, function as advocates for enrolled
beneficiaries and must meet specific requirements for experience or
training in working with those who are disabled. Oregon also created a
state-level ombudsman to serve as a contact point for disabled
beneficiaries and to help coordinate the activities of the plan-based care
coordinators. Advocates for disabled individuals in Oregon said the
coordinators perform a vital role in educating health plans on appropriate
care for disabled enrollees.

Another way in which states can help ensure access to appropriate care is
to require health plans to provide enrollees access to specific specialty
services. For example, Utah requires prepaid plans that serve disabled
children to provide timely access to pediatric subspecialty consultation
and care, and rehabilitative services from professionals with pediatric
training. For selected disabling conditions such as spina bifida and
cerebral palsy, children must have timely access to coordinated
multispecialty clinics for their disorder. Delaware requires health plans to
consider disabled enrollees' requests for specialists to serve as primary
care practitioners, including requests for specific specialists not affiliated
with the prepaid plan. Denials of these requests may be appealed to the
Medicaid agency. As of April 1996, two requests for pediatric specialists
had been granted, both of which were for specialists not affiliated with the
plan. Prepaid plan response to such requests is included in periodic state
monitoring.

Monitoring Plans for
Compliance With
Contractual Requirements

Another category of quality assurance mechanisms is the compliance
monitoring normally performed for all Medicaid prepaid care plans. This
monitoring helps to assure the state that health plans are delivering the
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health services they are paid for and doing so in accordance with state and
federal requirements. However, most of this monitoring activity is not
specifically targeted to any eligibility group. Without some form of
adjustment (a step some states are beginning to take), this monitoring will
have limited effectiveness in systematically identifying problems that
disabled beneficiaries may be having with their care.

Federal regulations promulgated by HCI'A are the basis for much of the
monitoring activity. They require, for example, that prepaid plans allow
enrollees, to the extent possible, to choose their health practitioners and
maintain a program that allows enrollees to voice complaints and provides
for speedy resolution. States may establish performance measures to
determine compliance with federal access standards. For example, as
measures of access to care, states may set standards for time frames for
linking enrollees with primary care practitioners, waiting times for
scheduled appointments, enrollee travel time to a provider, and capacity
ratios of providers to enrollees. The following are additional examples of
HCFA requirements for access and quality30

. Health plans must offer enrollees health services comparable to those
available for non-enrolled beneficiaries in the same locale.

* Health plans may not discriminate against enrollees on the basis of their
health status or need for health services.

* Health plans may not terminate enrollment because of an adverse change
in the enrollees' health.
Emergency services must be available 24 hours a day, 7 days a week.

* The state must provide for annual external reviews conducted by an
independent reviewer.

* Health plans must maintain an internal quality assurance prograni

States typically monitor compliance with these and other state and federal
requirements through periodic (usually annual) site visits and reviews of
health plan policies and procedures. Some data, such as disenrollments
and complaints and grievances data, are collected and reviewed quarterly.
In addition to these requirements, some states survey enrollees
periodically to determine their level of satisfaction with the care received
from participating plans.

Monitoring activities specifically related to disabled enrollees were
limited. Of the 17 states with prepaid programs that include disabled
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Medicaid beneficiaries, 9 reported no specific monitoring efforts designed
to assess quality of and access to care for this population.' For example,
only those states with programs targeted specifically to disabled
beneficiaries analyzed complaints and grievances by eligibility category to
learn the views of disabled enrollees. Also, two states we visited reported
using the results of their monitoring efforts to apply incentives and
sanctions to influence health plan behavior. However, neither state ha
encountered treatment of disabled enrollees that would warrant the use of
sanctions.

Among those nine states without specific monitoring efforts for disabled
enrollees, there was acknowledgment that more needed to be done.
Officials in eight of these states said more focused efforts would be
needed as more disabled beneficiaries enrolled in prepaid plans. For
example, these states currently rely heavily on disabled recipients'
freedom to disenroll from or transfer among prepaid plans and the
existence of a complaint and grievance program. However, disabled
beneficiaries may choose to disenroll rather than complain about the care
they receive and, even if they complain, their concerns may be masked by
a low overall complaint rate for all eligibility categories unless complaints
are analyzed by eligibility group. Thus, without more focused effort, such
measures will not reveal systemic problems in care for disabled enrollees.

Current monitoring programs do have the potential to provide more
information about care delivered to disabled beneficiaries, as the
following examples indicate:

States could extend their current efforts to assess specific aspects of
health care delivery to disabled enrollees. Some states that do not assess
care for disabled individuals do conduct assessments of maternal and
child care. States that conduct reviews of prenatal, well child, or asthma
care could require studies of care for specific disabling conditions present
among the plan's enrollees For example, a Massachusetts prepaid plan, on
its own initiative, studied the management of pressure sores, a common
cause of hospitalization, as an area of quality improvement One result was
the development of a variety of methods, including new screening
protocols for earlier intervention and an accelerated schedule for
wheelchair seating evaluations, to further improve care.
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Consumer surveys could include questions about eligibility status, and
samples could be designed to ensure that sufficient numbers of disabled
beneficiaries were included States could also request disenrDliment or
utilization data reported by eligibility category to allow comparisons with
other eligibility groups or across health plans. States might, as one
reported, interview individuals requesting disenrollment to gather more
in-depth information about the care received. In 1996, Virginia win
conduct a survey of all disabled beneficiaries who disenrolled during the
year.
States have great flexibility in deciding how to structure required external
reviews, which represent an opportunity for closer scrutiny of issues
facing disabled individuals. Oregon, the District of Columbia, and Virginia
are seeking proposals from external professional review contractors for
studies specifically designed to measure the quality of care for disabled
enrollees.

The steps taken to monitor plans once they are up and running need not
be limited to modiying existing Medicaid oversight requirements.
Targeted quality-of-care studies and quality improvement goals have been
instituted by one or more of the eight states.

Arizona, the District of Columbia, Ohio, and Virginia will begin in 1996 to
conduct additional quality-of-care studies focused specifically on care for
disabled enroliees. Arizona's studies will include outcome measures, such
as the frequency and reasons for hospitalizations and emergency room
visits, rates and changes in pressure ulcers, and changes in functional
abilities. Since 1990, Arizona staff have also visited a random sample of
developmentally disabled beneficiaries in their homes to determine
satisfaction with services and progress in fulfilling individualized plans of
care developed by their health plans The District of Columbia, Ohio, and
Virginia are collecting encounter data from health plans and will evaluate
care beginning in 1996 or 1997. A fourth state-Wisconsin-is scheduled
to release by December 1996 an evaluation of its program conducted by
independent researchers.

Massachusetts uses quality improvement goals and contractor selection
specifications to build health plan capacity to meet the needs of Medicaid
beneficiaries Each year, the state identifies quality improvement goals for
all health plans and requires each plan to select additional goals. Twice
annually, Medicaid staff meet with health plans to review progress in
meeting stated goals. For each contracting cycle, the state identifies
capabilities it expects successful contractors to possess. These goals and

Targeted Quality-of-Care
Studies

Quality Improvement Goals
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specifications have included developing capacity to serve disabled
individuals. For example, one health plan elected to develop and
implement a program for enrollees with human immunodeficiency virus
(Hmy) or Awos to provide case management and access to specialists trained
in infectious diseases. Selection criteria for 1995 required prepaid plans to
demonstrate how they provided reasonable access to services for
enrollees with physical and coutiudcatinal disabilities as measured, in
part, by enrollee satisfaction.

Programs Can Be Under a fee-for-service approach to Medicaid, states have ready access todata on services performed because they reimburse providers for thoseStrengthened by services. These data-called claims data in fee-for-service systems and
Analysis of Encounter encounter data in prepaid managed care-consist of such information as

the patient's identity, type of service, date of delivery, diagnosis, andData provider. In a prepaid care setting, states do not need such data for
reimbursement purposes. Many plans have-and use-this information,
but unless states specifically request it, the information can largely
disappear from view.

This information can play an important role in quality assurance,
estimations of future service use, research, and program planning. It can
also play an important role in rate-setting, the subject of the next chapter.
However, state experience to date shows that a substantial investment of
time and effort is needed to assemble a workable encounter database,
although the potential applications appear to make the effort worthwhile.

Encounter Data Have Had When Arizona, Oregon, and Tennessee received approval to implement
Limited Use to Date statewide Medicaid mandatory managed care programs, HcFA required

them to collect and validate encounter data, mainly for use in independent
evaluations of the programs. These states, which have had significant
experience in collecting such data, all had difficulty obtaining information
of sufficient quality and comprehensiveness to use in quality assurance
reviews. The problems were numerous: The data were not readily
available, health plans used a variety of data systems, and definitions
varied from plan to plan.

Arizona has had by far the most experience in collecting and using this
information for quality assurance purposes. However, the state spent over
10 years and $30 million getting to the point that the Medicaid department
could use encounter data for quality analysis.
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Oregon and Tennessee are experiencing collection and validation
problems similar to those Arizona experienced initially. In each of these
states, staff spent considerable time editing the data, working with health
plans to overcome problems, working to resolve significant data reject and
coding problems, and implementing validation strategies. In Oregon and
Tennessee, relatively complete and usable data elements were not
available until almost 2 years after enrollment begant.

5

State use of encounter data in quality reviews is also limited to some
extent by the lack of a recognized standard for what level of care is
considered appropriate for people with disabilities. In addition, quality
measures for chronic and disabling conditions are just now being
developed. Current federal and privately funded research and
development in the field of quality analysis will provide states with more
definitive criteria to use in their analyses.

Encounter Data Analysis
Shows Potential in Quality
Control Applications

While assembling adequate databases is difficult and expensive, the effort
can yield substantial results in terms of the ability to monitor programs
The types of studies that could be conducted using person-level encounter
data include tracking patterns of services by health plan or eligibility
group, identifying providers serving special needs populations, and
tracking the movement of high-cost patients among health plans.
Encounter data could also be analyzed to reveal patterns of under- or
overutilization. Although linkig such patterns to quality of care in all
cases is limited by the lack of recognized standards, patterns of service
use can reveal access problems. For example, Arizona officials analyzed
encounter data and found very low use of dental services among all
beneficiaries. The access problem was resolved when state officials
removed the requirement that beneficiaries receive a referral from their
primary care provider before obtaining dental care.

Encounter data for Oregon's disabled enrollees are just becoming
available for analysis.

5
As a result, no studies are yet under way. However,

state officials listed the following as possible uses for encounter data
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comparing utilization to adopted practice guidelines to asaess the extent to
which they had been implemented; identifbing providers serving special
needs populations; identifying and tracking high-cost enrollees; identifying
areas of underservice for selected services; identifying gaps in follow-up
care or preventive care for selected enrollees; and analyzing enrollment to
detect adverse selection by selected diagnoses.

We also identified other innovative uses of data systems for more limited

quality or access reviews:

Arizona monitors case management for certain disabled Medicaid
beneficiaries through on-line systems. The state provides case managers
with the terminals and software with which they record the individuals'
plan of care and progress in meeting stated goals. This information is then
transmitted to the Medicaid department for immediatiate review.
The contracting health plan in the District of Columbia also plans to use an
on-line system for its own and the District's monitoring of care for
enrollees. For case managers providing 24-hour medical access to
beneficiaries and their families, the system gives access to care plans,
service authorizations, and even scanned-in photographs of the children.
In Massachusetts, the Medicaid department compared managed care
aggregated utilization data with fee-for-service claims data to determine
whether mental health services were underutilized. The state took
immediate action to work with prepaid plans that needed to correct
utilization problems.
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Chapter 4

Risk-Adjusted Rates and Risk-Sharing Can
Help Reduce Incentives to Underserve
Disabled Beneficiaries

Adequate quality-of-care safeguards provide some protection against the
potential risks of prepaid managed care. Paying health plans a capitation
rate in advance to provide enrollees a set of services creates an incentive
to improve efficiency by eliminating unnecessary services. However, it
simultaneously creates certain risks. First is a risk of underservice,
because plans can profit by reducing the number or quality of beneficial
services. Second is the risk that when the same capitation rate is paid for
enrollees with different health care needs, plans will seek to enroll the
healthier, less expensive individuals. These risks may be greater when
plans feel financial pressure from actual or potential losses from serving
enrollees with extreme needs.

States are examining ways to reduce these incentives and pressures in
prepaid care plans that have a disproportionate share of beneficiaries with
high-cost medical needs, such as severely disabled people. States' efforts
have been of three main types:

. Using risk-adjusted capitation rates to more closely match the
reimbursement rates with anticipated costs of treating individual
recipients.

* Sharing financial risk by providing retrospective adjustments (called
'reinsurance') to reimburse plans for losses resulting from very high-cost
individuals or disproportionate numbers of enrollees with above-average
costs.

* Establishing funding agreements with Brisk corridors" that reimburse
plans for a portion of losses but also require plans to return part of the
profits exceeding a specified level.

For the 17 states we contacted with managed care programs for disabled
beneficiaries, most state activity to date has centered on reinsurance.
Initiatives to establish risk-adjusted rates for disabled enrollees or to set
up risk corridors in funding agreements are fewer in number and have
much shorter track records. Risk-adjusted rates-currently implemented
in only two states-are seen as potentially beneficial by many states but
also as administratively difficult to develop and maintain. As the only
mechanism that specifically limits health plan profits, risk corridors
appear to have the greatest potential for reducing plans' incentives to
underserve or to enroll only the healthier beneficiaries. To date, five states
have taken steps to build risk corridors into their payments to plans.
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TYaditional
Rate-Setting Approach
Does Not Address
Negative Incentives
and Pressures

In setting capitation rates, states make an effort to account for differences
in expected costs for broad categories of beneficiaries. To do this, they
frequently divide the eligible population into subgroups, or cells, of
individuals with similar characteristics Of the 17 states we contacted, 16
established rate cells according to Medicaid eligibility category, such as all
disabled people or all children in AF'c-eligible famnilies, with some
adjustment for age or the geographic area in which the beneficiaries
reside.m

Setting capitation rates in this way meets HCFA requirements and provides
appropriate payments to plans as long as each plan's enrollment mix of
beneficiaries with complex health care needs is comparable with the mix
of the population used to set the ratesr The money saved serving
enrollees with lower4han-average costs pays the cost of serving enrollees
with higher-than-average costs. However, plans may not enroll disabled
people with health care needs comparable with those included in setting
the rates. While some disabled enrollees may require little medical
treatment, others may have disabilities, such as quadriplegia, that require
extensive treatment The identifiability of such groups and the high costs
associated with their care heighten the incentives for health care plans to
avoid enrolling such individuals.

In most state programs, the rate-setting methods do not take into account
the cost variation associated with different types of disabling conditions.
Researchers have identified significant variation in medical costs within
different subcategories of conditions. For example, using 1992
fee-for-service claims data divided along clinical diagnoses, researchers
found average annual costs ranging from nothing (for the 5 percent of the
disabled population that had no medical claims during the year) to $35,000
per year in one state for an individual diagnosed with quadriplegia.
Similarly Oregon found tremendous variation in 1993 health care costs
among its 199 highest-cost children The 6-month group average was
$21,472, but amounts varied from a high of $410,420 to a low of $5,014. In
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1996, Oregon's average 6-month capitation rate for disabled individuals in
the cell that includes these children was $3,023.w

High-Cost Cases With such a broad range of costs within the category of disabled enrollees,
Strengthen Pressure to a health plan being paid on the basis of average costs may make profits or
Seek Healthier Enrollees expenence losses unrelated to its ability to provide high-quality health

care services efficiently. Instead, these profits or losses may be a function
of how many high-cost cases it does or does not enroll. A health plan with
a disproportionate number of high-cost cases that result in unanticipated
losses is said to be experiencing 'adverse selection," while a plan with few
high-cost cases is said to be experiencing 'favorable selection."

The greater the difference between the high- and low-cost recipients in
each cell, the greater the pressure on plans to avoid enrolling high-cost
recipients or to underserve the high-cost beneficiaries who do enroll.
Favorable selection may happen unintentionally in that, as research
suggests, some people-often those with few health care needs-may be
more prone to select prepaid care when given the option. But, plans can
also avoid enrolling high-cost members by using a variety of methods that
may be difficult for states to detect

Manipulating the panel of providers. Health plans can avoid high-cost
recipients by dropping providers that attract high-cost patients. For
example, a former health plan official told us that the health plan she
worked for identified a specific provider who was responsible in large part
for the plan's attracting a significant number of enrollees with Abs-a
condition that frequently requires extensive and expensive treatment
especially in its later stages. This plan dropped the provider from its panel
in favor of an AmIS treatment clinic and saw its Ams caseload decrease. The
decision to drp the provider may have been for other reasons, in that by
adding the clinic and dropping the individual provider, the health plan may
have improved its capacity to treat people with Ams and the quality of care
they would receive. The outcome demonstrates, however, recipients'
attachment to specific providers and health plans' ability to (1) identify
specific providers as magnets for high-cost recipients and (2) reduce the
cost to treat these recipients by dropping or replacing certain providers.
Limiting access to information about specialty providers. Health plans can
also make it difficult for prospective enrollees to find out which specialty
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providers are available through the phan In one state we studied, the state
and health plans initially resisted distributing a handbook produced by an
advocacy group designed to help disabled Medicaid recipients select a
health plan that could best meet his or her particular needs. The booklet
contained a worksheet for individuals to detail their specialty care
requirements. The state and health plans were concerned about the
possibility of adverse selection and felt thaL, without this 'iformation, the
high-cost cases would be more evenly distributed among the various
health plans.
Using marketing efforts to discourage enrollment Some states have
allowed plans to conduct direct marketing as a way of enrolling
beneficiaries in managed care. However, through direct marketing, health
plans can also attempt to deliberately influence the distribution of
high-cost enrollees. For example, they may seek information on a person's
health status or discourage-or not aggressively market to-those likely to
have more expensive needs. Consequently, several of the states in our
review prohibited or severely limited the amount and content of marketing
by health plans.
Remaining silent about new treatment approaches. The wide gap between
the relatively healthy and the sick within a rate cell also discourages the
dissemination of information about health plans that have found
innovative and successful ways to treat enrollees with difficult conditions.
One health plan official told us that when the plan develops innovative and
successful ways to treat the chronically ill, it does not advertise this fact
because the resulting increase in enrollment of chronically il individuals
could be financially devastating. This health plan had success in managing
asthma, and as word of its success spread, the number of asthmatics
enrolling in the plan increased dramatically. This increase had such a
negative financial impact on the health plan that it asked the state to cap
its enrollment to prevent additional high-cost recipients from enrolling.
When the incentive of health plans to develop innovative treatments
decreases, disabled individuals are adversely affected in that they may
miss out on new and effective treatments.

Determining whether a health plan is facing adverse selection goes beyond
reviewing the plan's financial statements to see if there is a profit or loss.
Health plans that do poorly managing care may lose money and blame it
on adverse selection even though they may in fact be the beneficiary of
favorable selection. Alternatively, plans actually experiencing adverse
selection may limit services to such an extent they are still able to show a
profit Medicaid officials told us it is not uncommon for all participating
health plans to describe themselves as victims of adverse selection, an
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impossible situation. However, these states had limited ability to verify or
refute such claims with any certainty.

States Could Experience
Adverse Selection and
Lose Money With Managed
Care

Health plans are not the only players in the Medicaid managed care
marketplace thai can face adverse selection and financial risks. When
prepaid managed care plan enrollment is voluntary (as it is in 11 of the 17
states now using prepaid care for some or all of their disabled
beneficiaries), the state may experience adverse selection. Specifically,
where participation is voluntary, beneficiaries with relatively few health
care needs (who may have few, if any, existing relationships with
specialists) may choose prepaid care, while beneficiaries needing more
expensive care (who may have long-standing relationships with specific
providers) may choose to remain in fee-for-service care. When enrollment
is mandatory but exceptions are allowed, a state may similarly face
adverse selection

Enrollment patterns in which the users of the most expensive medical
services are in fee-for-service care and the relatively healthy in prepaid
managed care are not problematic if the rate the state pays the health
plans is adequately adjusted for the health status of the enrollees
However, in many cases, the rates paid to health plans are based on the
average cost of providing care to an entire eligibility category and may not
appropriately account for those that do not elect prepaid care.
Consequently, the state pays the ful cost of treating the expensive
beneficiaries through fee-for-service care and too high a rate for the
lower-cost health plan members. This problem may be compounded in
that it is likely that future capitation rates would be based on the costs of
serving those remaining in fee-for-service care-individuals who are likely
to be less healthy and consequently more costly.

Just as it is difficult to tell f a health plan is experiencing adverse
selection, it is very difficult to determine whether a state is experiencing
adverse selection. An Oregon Medicaid official suspects that the state's
enrollment exemption process for disabled individuals, which allows case
workers to determine if prepaid managed care is appropriate for individual
beneficiaries, may be resulting in adverse selection for the state.
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Risk Adjustment and
Reinsurance Have
Some Impact on
Incentives for
Favorable Selection
or Underservice

To address the concerns associated with adverse and favorable selection,
some states are beginning to experiment with risk-adjusted methods for
setting capitation rates. Risk adjustment is an attempt to match the rates
paid to health plans with the expected costs of providing appropriate
services to individual recipients. It essentially groups beneficiaries
according to expected future expense and narrows the gap between the
highest-and lowest-cost individuals in any given rate ceri. This reduces tLe
payoff for selecting only the healthiest recipients and provides better
assurance that the state is not paying too much for individuals who are
relatively healthy or too little for individuals who need such complex and
expensive care that health plans are at best unwilling to attract and at
worst unwilling or unable to accommodate them.

However, the actual application of risk-adjustment methods to the
development of capitation rates for disabled Medicaid beneficiaries is very
lirnited.Y To date, only two states (Massachusetts and Ohio) have
implemented any risk-adjustment methods, and only one other state
(Missouri) has active plans to do so. Other states told us that risk
adjustment was too administratively difficult to implement and that they
looked to reinsurance to protect plans that experience adverse selection.
Reinsurance does not, however, affect plans' incentive to seek favorable
selection.

Risk Adjustment Is Largely
Untested for Disabled
Enrollees

Risk Adjustment Using Prior
Utilization Rates

The three states experimenting with risk-adjusted rates have based their
adjustments on a beneficiary's prior utilization of medical services or a
beneficiary's clinical diagnosis. Researchers point out that such measures
may better predict future costs since disabled individuals, compared with
the population as a whole, have a higher percentage of their health care
costs related to chronic (recurring or consistent) conditions than to acute
(random) conditions. Still, for risk-adjustment methods to be useful,
attention must be paid to whether the predictive measures are sufficiently
reliable and administratively feasible to collect.

Utilization-based risk adjustment attempts to predict a person's future
health care costs based on a measure of prior use, such as the costs of
services or the number of hospital days used in a previous period. For
example, a health plan could be paid a higher-than-average amount if the
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person spent several days in the hospital in the last year or a
lower-than-average rate if the person spent no time in the hospital or did
not visit the doctor in the last year.

To set capitation rates for its disabled population, Ohio is moving forward
with a pilot project that uses a beneficiary's prior utilization (measured in
dollars) in the fee-for-service system. This program, called Accessing
Better Care, uses eight rate cells for the disabled population. Seven of the
cells are based on prior expenditures, and the eighth is for newly eligible
beneficiaries. Monthly capitation rates range from $165 (for beneficiaries
with prior annual costs of $1,000 or less) to $4,501 (for beneficiaries with
prior annual costs of $50,000 or more). Figure 4.1 shows how Ohio's
disabled beneficiaries are distributed among the seven prior-expenditure
categones3' More than half of all disabled beneficiaries are in the
lowest-cost cell.

Figur 4.1: Ohio's Risk-Adjustsd
Capitation Rats. and the Parsmntge of P.nbtp d Doll PWInW
Disabled Populston at Each Rals
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Risk Adjustmrent Using Another approach predicts future health care costs using beneficiaries'
Clinical Diagnosis individual clinical diagnoses. Various methods to identify or classify

diagnoses can be used, employing inpatient data, outpatient data, or both.
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Some methods rely on an individual's primary diagnosis, and others
incorporate measures of the severity of the primary diagnosis as well as
the existence of secondary diagnoses of conditions that may aggravate the
individual's health status.

Massachusetts is one of two states working with a diagnosis-based
approac. It hea identified a few disabling conditions that warrant higher
rates and, as a result, has created a three-celled, diagnosis-based
risk-adjustment system for its disabled Medicaid population. Severely
disabled beneficiaries and those with end-stage Ais (in both cases meeting
clinical criteria detailed by the state and receiving an enhanced benefits
package) have capitation rates of about $1,500 and $4,400 per month,
respectively, compared with about $500 per month for beneficiaries in the
general disabled category.

Missouri is currently developing a diagnosis-based methodology as part of
a prepaid care program for disabled Medicaid beneficiaries scheduled to
begin in 1997. Their methodology adjusts the capitation rate paid for an
individual recipient according to both the type of diagnosis and its
severity. The state identified approximately 400 distinct diagnoses and
computed a rate-adjustment factor for each. The rate for an individual is
the sum of the adjustment factors for each of the individual's diagnoses.
The methodology accounts for multiple diagnoses: the capitation rate for
an individual with diagnoses of muscular dystrophy and mild mental
retardation would be higher than the rate for a mildly retarded individual
with no additional disabling diagnoses. Table 4.1 shows an initial estimate
of the resulting base rate along with a sample of the diagnoses identified
and the associated capitation adjustment

Table 4.1: Mtisouri Sample Diagnostic
Base rate, per month: $143
Sample diagnostic catgi Adua
Hemfophilia. other clotting factors S1,495
Cystc fibrosis, respiratory faIlure 1,108
Ouadrplegia 517
Muscular dystrophylparaplega 263
Mild and moderate menua retardation 74
Noae: Rate amente ara eae. r eampe the. mte mt e n indMdu aith mucuir
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Risk-Adjustment Methods Must Although risk-adjustment mechanisms are designed primarily to prevent
Be Accurate, Free From adverse and favorable selection, implementing a risk-adjustment scheme
Manipulation, and Workable involves a number of other considerations. Risk-adjustment

methodologies must not only be reasonable predictors of future health
care costs, they must also be relatively insulated from manipulation by
health plans or providers, and they must be feasible in terms of
administrative and data requirements.

To prevent adverse or favorable selection, a risk-adjustment mechanism
must be able to predict health care costs. Researchers have demonstrated
that prior utilization and diagnosis-based methodologies can both have
predictive power superior to that of rates based on eligibility category.
Some prior utilization models are able to explain nearly 40 percent of the
variation in health care costs for disabled individuals, and diagnosis-based
models have been able to explain about 25 percent. However, even the
best predictors of health care costs explain less than half the variation in
costs of providing care. Plans then still have an incentive to avoid the
higher-cost members of a rate cell.

The basis selected for risk adjustment can affect the behavior of health
plans.

With utilization models that use cost as a measure, health plans have less
of an incentive to hold down costs because less efficient health plans may
be rewarded with higher capitation rates as participants are characterized
as high use. Conversely, a plan that manages its enrollees' care very
efficiently may be penalized with lower capitation rates in the future.
Moreover, a prior utilization method based on the number of hospital
admissions affects health plan behavior in a different way than one based
on the number of days an individual spends in the hospital. In both cases,
the health plan could manipulate the measure affecting future rates
without necessarily losing much in terms of efficiency.m
With diagnosis-based risk-adjustment methods, 'upcoding" exists in which
providers and plans record the most severe diagnosis-the diagnosis
associated with the greatest capitation adjustment-of those available for
an individual's symptoms. The use of multiple diagnoses as factors in the
rate-setting methodology creates a situation in which providers could
record unwarranted diagnoses to raise future capitation rates.
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To be useful, risk-adjustment methodologies must also have feasible
administrative and data requirements. Measures of health status, collected
through surveys, may help predict the need for future health care but may
be too administratively burdensome to be practical. Risk-adjustment
methods based on information about the use of services are more
practical. However, while such information was routinely available in
fee-for-service claims, states need a new source, such as encounter data,
to classify Individuals enrolling in health plans

The lack of fee-for-service data is not a problem limited to states that
adjust their capitation rates by risk. Any state that moves most or all of its
Medicaid population into managed care will find that prior rate-setting
methods based on averaging fee-for-service claims will be unsuitable.
While rates calculated using older fee-for-service data might be trended
forward using any of a variety of factors, over time such trending may
cause rates to be unrepresentative of the health care services being used
To address these difficulties, some states are using or evaluating
individual-level encounter data as a basis from which they can generate
capitation rates in the future.

Reinsurance Relieves
Financial Pressure on
Plans but Not Negative
Incentives

State officials we contacted recognized the benefits of prospectively
risk-adjusting capitation rates but-with the exceptions of Ohio,
Massachusetts, and Missouri-were reluctant to do so in their programs
because they felt it was too difficult administratively. instead, officials rely
on reinsurance to decrease the pressure on health plans serving high-cost
individuals. With reinsurance, the reinsurer (sometimes the state) protects
health plans against adverse selection or unexpectedly high-cost cases. To
obtain coverage, the plan pays a reinsurance premium.

Reinsurance programs come in many forms. Most programs involve a
reinsurance threshold, or deductible, with health plans being responsible
for all the costs of serving a group or an individual up to that amount.
Once the threshold is met, the state shares the cost of treating the group or
individual with the health plan. Table 4.2 shows the range of reinsurance
options Oregon offers in its current health plan contracts.
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Table 4.2: Oregon's Reinsurance
Levels and Rates, 1995-97 Annual deductible per Percentage of lability

person before slate will over the deductible to be Reinaurance premium as
participate paid by the plan a percentage of capitation
$10,000 5 29.9
15.000 10 197
30,000 20 9.3
50,000 20 4.1
Source: Oregon Ofie of Media Aslmco Prog.so.

State Medicaid officials told us that, by protecting health plans from
extraordinary costs, reinsurance also helps build health plan capacity. For
example, new health plans and plans with small enrollments need time to
absorb spikes in service costs and the cash flow fluctuations inherent in
prepaid managed care. With reinsurance available, these plans can
participate and compete in the programs.

While reinsurance relieves some pressure on health plans faced with
expensive cases, it does not remove the negative incentives discussed
earlier. Plans still may benefit from enrolling the healthiest eligibles or
from underserving the high-cost cases that do enroll. Reinsurance
compensates plans only after they lose money on a case or on all their
enrollees. While reinsurance may relieve some pressure on plans facing
losses, it may not affect the incentives plans create with individual
providers to limit services. These incentives set out in the provider's
contract may not automatically adjust when the costs of a provider's
patient reach the reinsurance threshold.

In some areas, Medicaid managed care reinsurance may not be readily
available in the private market and may not be available at all for small
health plans. Consequently, state Medicaid agencies become de facto
insurance companies with the associated risk and resource requirements.
As reinsurers, states face the challenge of setting appropriate reinsurance
premiums-inappropriate premiums could lead either to plans paying too
much, and thus increasing the pressure to underserve, or plans paying too
little, which leaves the state in a money-losing position
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Risk Corridors Have Five states-the District of Columbia, Massachusetts, Ohio, Utah, andRisk Corridors Have Wisconsin-are building risk corridors into their contracts to help mitigate
Greatest Impact on the potentially negative incentives affecting health plans'treatment of
Negative Financial disabled enrollees.4 Unlike reinsurance, risk corridors work in twoIncentives directions, sharing both losses and profits with health plans below andIncentives above preestablished ratios.

As the only mechanism that specifically imits health plan profits, risk
corridors have the greatest impact on incentives facing health plans to
either reach for the lowest-cost recipients in any given rate cell or to
underserve the high-cost enrollees they cannot avoid. The point at which
profit and loss sharing begins-the width of the risk corridor-varies from
state to state, as does the degree to which profits and losses are shared.
Table 4.3 shows the risk corridor arrangement Massachusetts has in is
current contract with a plan that provides prepaid care for the severely
disabled

Table 4.3: Massachusetts Risk
Corridor for Plan Providing Prepaid Sttuaton at end of contract period Outcome
Cam to th SHr"Y Disabled Plan has medical expenditures totaling The difference above 10% revets to the

more than 10% below capitation payments state
Plan has medicalr.enditwres between Plan keeps 40% of the ditlerence: 60%
o and 10% below capitaton payments reverts to the state
Plan has medical expenditures between State pays 50% of the difference
o and 10% abme capitation payments
Plan has medical expenditures totaling Slate pays 75% of the difference
mere than 10% above capitation payments
Source: Masaacivevts Executive Ofice of Health da H-uran tarv ces

By reducing the potential for profits, the state is affecting implicit health
plan calculations regarding the costs and benefits of restricting services.
When $1 saved from restricting service translates to SS of profit, a health
plan may be willing to risk losing enrollees who are dissatisfied with
health plan service. With risk corridors, however, $1 saved may only
translate to 30 or 40 cents in profit, reducing the benefit side of the
equation Because health plans understand how risk corridor
arrangements operate before entering into Medicaid prepaid care
agreements, corridors also have the unique feature of being a retrospective
adjustment with a prospective impact. Risk corridors and their profit
limits may affect health plan risk arrangements established with individual
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providers in a way that reinsurance does not. In their provider contracts,
plans may limit the incentives to reduce services when their profits will be
limited.
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Chapter 5

Observations, Conclusions, and Comments

Enrolling disabled beneficiaries in prepaid managed care is a growing
trend in Medicaid. Moreover, because much of the proposed expansion is
directed toward mandatory managed care, the future expansion of prepaid
care for disabled Medicaid beneficiaries appears likely to be even more
sweeping in its effect Thus far, two-thirds of the states providing prepaid
care for disabled beneficiaries otter it on a voiuxlay basis. By contrast, 12
of the 13 states with newly approved or pending Medicaid managed care
waivers intend to mandate participation by disabled beneficiaries.

The implications of this shift toward mandatory programs are substantial.
Prepaid care has operated in both the public and private arenas as a
system based on averages. For example, populationwide averages drive
the expectations of what services should be provided and how much they
will be used. Likewise, prepaid rates are calculated on average costs, and
quality has been monitored, in part, using aggregated average utilization
rates. To adequately safeguard the interests of disabled beneficiaries,
however, state programs must recognize that these beneficiaries are quite
distinct from the general Medicaid population. Not only are their health
needs greater than those of the general population, but included among
them are a small number of highly vulnerable individuals whose needs are
extensive and critical to the prevention of death or further disability. Not
addressing these differences heightens the risk that prepaid care plans will
try to hold down their costs by (I) discouraging enrollment from high-cost
segments of the disabled population or (2) inadequately serving those
high-cost beneficiaries they cannot avoid.

Thus far, actions at the state level do not reflect a widespread
acknowledgment of the changes in approach that should occur when
applying managed care to disabled beneficiaries rather than the general
population. In most states, the level of effort to anticipate and
acconumodate the needs of the various stakeholder groups (disabled
individuals and their advocates, the health care plans, and the
government) in their current programs has been limited largely because
participation in these programs has been voluntary. The efforts have
tended to be most extensive in those few states that have already put
mandatory or targeted programs in place.

No clear blueprint has yet emerged for how to incorporate disabled
beneficiaries into Medicaid managed care plans. The limited efforts to date
have not been in place long enough to allow definitive conclusions about
how effective they are. At this relatively early stage, however, several key
areas are emerging that merit consideration by all parties seeking to
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develop effective prepaid programs. These key areas, and examples of
state actions to address them, are illustrated in figure 5.1.

Figure 5.: Kay Approalces for hctAding OftaD d Beneficiarie In Medicaid Managed Cam and Example, of State
Initilatv

To date, few states have significant, long-term experience with programs
that mandate enrollment by their disabled population Even fairly
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extensive experience with voluntary programs may not fully prepare
health plans and state officials if as research suggests, those who select
prepaid care in voluntary situations tend to be healthier than those who do
not. A state may find it useful to develop and operate a targeted or
relatively small-scale program before moving to any large-scale effort to
mandate the enrollment of disabled beneficaries, Smal-scale programsr
would allow health plans, beneficiaries, and state staff to gain experience
with meeting the diverse and complex needs of disabled individuals in a
prepaid setting

For states that elect to move immediately into a large-scale program, the
areas shown in figure 5.1 are even more criticaL Adequate preparation,
consensus-building, and program safeguards assume greater significance
when substantial numbers of people are being added, particularly if their
ability to change plans readily is limited.

Understanding the various approaches currently being tried will provide
states with a good starting point for planning their own efforts. Making
prepaid managed care work for disabled individuals will be achieved only
through the combined and continuing efforts of states, health plans, and
beneficiaries and their advocates.

Agency and Other
Comments

We provided a draft of this report to the Administrator, HCFA. The draft
report was reviewed by officials in HCFA'S Office of Managed Care, Office
of Research and Demonstrations, and the Medicaid Bureau. HCFA officials
had no technical or other comments on the report draft In addition, we
provided relevant sections of the draft report to Medicaid staff from the 17
states in our report. All but one state responded with comments, generally
agreeing with the accuracy of the information. Officials in Arizona
commented that the draft report seemed to suggest prepaid managed care
is not suitable for people with disabilities. We believe, instead, that given
the limited state and health plan experience with serving disabled
individuals in prepaid care and the medical complexity of their health care
needs, careful attention is required in designing, implementing, and
monitoring programs for this population.

In addition to requesting comments from HCFA and state agencies, we
provided the draft report to several independent researchers from the
National Academy for State Health Policy, the Medicaid Working Group,
MEDSTAT, and Fox Health Policy Consultants These researchers
generally agreed with the accuracy and comprehensiveness of our
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presentation of the issues and programs. We incorporated technical and
clanfying comments from states and external researchers as appropriate.
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Appendix I

Major Contributors to This Report

Kathryn G. Allen, Assistant Director, (202) 512-7059
Cheryl A. Williams, Evaluator-in-Charge, (503) 2358451
Deborah A. Signer
Stanley G. Stenerson
Mark D. Ulanowicz
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G A ̂ . United States
General Accounting Office
Washington, D.C. 20548

Health. Education, and
Human Services Division

B-270335

May 16, 1997

The Honorable John D. Dingell
Ranking Minority Member
Committee on Commerce
House of Representatives

Dear Mr. Dingell:

Over the past decade, Medicaid expenditures have soared. By fiscal year
1996, they reached $160 billion-nearly quadrupling fiscal year 1986
expenditures. Although the annual growth rate abated significantly in
1996, Medicaid expenditures continue to exert strong pressure on federal
and state budgets. To help bring these costs under control, states
increasingly are mandating significant numbers of their Medicaid
population to enroll in managed care programs. By emphasizing primary
and preventive care and treatment, it is hoped that managed care will
improve beneficiary health care while curbing health care costs.

As of June 1996, about 11 million Medicaid beneficiaries were enrolled in
"capitated' managed care programs. Under a capitated managed care
model, states contract with managed care plans, such as health
maintenance organizations (HMo), and pay them a monthly, or capitated,
fee per Medicaid enrollee to provide most medical services-which are
coordinated through primary care physicians. This model, with its fixed
prospective payment for a package of services, creates an incentive for
plans to provide preventive and primary care and to ensure that only
necessary medical services are provided. However, managed care also can
create an incentive to underserve or even deny beneficiaries access to
needed care since plans and, in some cases, providers can profit from not
delivering services. Moreover, Medicaid beneficiaries required to enroll in
managed care may find It difficult to seek alternative care if they find that
plan providers fail to meet their needs.

Because of your concern about these issues, we reviewed state efforts to
hold managed care plans accountable for meeting Medicaid program goals
and for providing beneficiaries enrolled in capitated managed care plans
the care they need. As agreed with your office, we focused our study on
the difficulties that purchasers, including states, have in monitoring
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managed care programs and on state efforts to (I) ensure Medicaid
beneficiaries have access to appropriate providers, (2) assess the
adequacy of medical care provided through contracted plans, and
(3) determine beneficiary satisfaction with plan performance.

To understand the types of Issues states face In ensuring accountability
and quality In their capitated Medicaid managed care programs and the
steps taken to address these issues, we visited four states-Arizona,
Pennsylvania, Tennessee, and Wisconsin. At the time of our review, these
four states collectively had almost 1.9 mIllion Medicaid beneficiaries
enrolled in their managed care programs. To analyze and illustrate state
actions, we focused the scope of our work on 10 core accountability
measures or processes deemed essential by HCFA and experts we
contacted.

2
We reviewed these states' contracts with managed care plans

and other plan requirements, as well as their efforts to monitor plan
performance. Appendix I provides more detailed information on our scope
and methodology.

Results in Brief Ensuring that managed care plans provide enrollees the care that they
need is a formidable task for private and public purchasers alike. In
establishing their managed care programs, purchasers can require
contracted plans to meet certain conditions-such as maintaining
adequate provider networks and complying with data collection
requirements-that help to hold them accountable for providing enrollees
with appropriate care. However, establishing criteria for these conditions
and monitoring plan compliance are often difficult because of a lack of
population-based standards or benchmarks for what constitutes
appropriate care or expected outcomes. in addition, Individual-level data
on patient care, such as those that are generated in a claims-based
fee-for-service system, are not readily available. For states, establishing
standards of care and tapping into alternative information sources on
service utilization to assess the care that Medicaid beneficiaries receive
can be a challenge. The four states that we visited-Arizona. Pennsylvania.
Tennessee, and Wisconsin-have built access and data collection
requirements into their contracts with managed care plans. We found.
however, that plan compliance with the requirements we reviewed does
not necessarily ensure that beneficiaries are receiving the care that they
need.
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A number of these states requirements aim to ensure managed care plans
develop and maintain provider networks that are sufficient to meet the
needs of Medicaid beneficiaries. Some are criterion-based. such as
patient-to-primary-care-physician ratios. For example, two states required
that plans not exceed a maximum patient-to-primary-care-physician ratio
of 2.500 to 1. Compliance with such a requirement, however, does not
necessarily demonstrate that a network is sufficient to meet the needs of
Medicaid beneficiaries. Patient-to-primary-care-physician ratios generally
do not consider the number of networks a primary care physician
participates in or a physician's capacity or willingness to see Medicaid
patients. Of the states that we visited, only Arizona required physicians to
report their work load in full-time-equivalent terms and identified primary
care physicians who participate in more than one plan and could be
counted more than once. The four states also require plans to provide a
full range of specialty services, even if this means beneficiaries must be
referred to providers outside the plan's network. However, because there
are no established standards for specialists, these states have not specified
the types and numbers of specialists to include in plan networks, making it
difficult for these states to measure the adequacy of plan specialist
networks before awarding a contract. Once plans have a contract, states
can monitor the numbers and types of specialists participating in the
network, but this does not necessarily indicate whether beneficiaries
actually gain access to specialty care when they need it.

Given the difficulties associated with gauging the adequacy of a provider
network, the four states that we visited have taken additional steps to
assess the adequacy of the medical care that beneficiaries enrolled in
managed care receive. For example, each state has looked at aggregated
statistics on the use of specific services. Some have found that, compared
with fee-for-service, Medicaid managed care recipients were more likely to
receive certain preventive and diagnostic services, such as childhood
immunizations and cancer screenings. Arizona. Tennessee. and
Pennsylvania also have invested in developing encounter data-the
individual-level data on all services provided to all patients. Encounter
data can enable states to conduct their own analyses on a wider array of
services than is possible using aggregated statistics. These analyses allow
states to examine patterns of care across plans, such as differences in
service delivery by selected types of services, beneficiary groups, and
providers. To date, Arizona has made the most use of its encounter data,
including using them as the state begins to develop quality indicators.
Tennessee's early efforts primarily focused on developing and validating
its encounter data; more recently, the state has begun to use these data to
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assess service utilization patterns. Pennsylvania's use of encounter data
was even more limited. Al four states also use data from plan-conducted
clinical studies and state-conducted medical record audits to help assess
patient care. Improved plan and state methodologies, however, could
Increase the usefulness of the data collected from these reviews.

The four states that we visited also have sought to assess the adequacy of
patient care by tapping Into Information provided directly by Medicaid
beneficiaries enrolled In managed care, such as patient satisfaction
surveys and data gathered from grievance processes. While it Is Important
to gauge patients' satisfaction with the care they receive, satisfaction data
generally are not reliable measures of quality: most people lack the
knowledge needed to adequately evaluate the appropriateness of the care
they receive-or do not receive. In addition, newcomers to managed care
may not fully understand how the system operates to effectively access
services, advocate on their own behalf. or register dissatisfaction with
their plan or provider. This is especially true for individuals with diverse
language and cultural needs. Regardless, we found that if the states we
visited improved certain methodologies for designing satisfaction surveys
and stratified their survey and grievance data, they would have a better
understanding of the needs and concerns of their Medicaid beneficiaries
enrolled in managed care-especially those with special needs or chronic
illnesses, who may experience problems in accessing services but whose
numbers are too small to show up in analyses of broad-based data.

Medicaid. ajoint federal-state health financing program for the poor.
Background provides health care for about 37 million low-income people.3 In fiscal year

1996, Medicaid expenditures accounted for more than 20 percent of state
budgets. To help control expenditures and expand access to health care,
36 states have mandated enrollment for some portion of their Medicaid
population in managed care programs. As of June 1995, nearly 14 percent
of Medicaid eligibles were enrolled in capitated programs.

Under a capitated managed care system, states pay contracted plans a
monthly per-enrollee amount before services are delivered-a distinct
departure from the traditional claims-based fee-for-service system in
which providers are paid for each service as bills are submitted. In turn,
the plans employ or subcontract with primary care physicians, who

1Medkceid -wtAbhled In 1965 a ide XtIX ofX th. S.. Secsy Aot (42 US.C. 1396 ci #q.).
Mild to &deiniod at the isie keeL with teftte oeaght by HCFA within the oep-nn of
Health end Heman Seie (HHS).
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coordinate the delivery of health services.' Some plans pay their
subcontracted providers on a fee-for-service basis for care provided, while
others pass certain financial risks on to providers by linking the providers'
revenues or profits to the total number of services provided to plan
enrollees. While capitated managed care has strong cost-containment
incentives, it also provides incentives for plans and providers to limit
services-not only must plans and providers absorb all costs that exceed
the capitation rate, they profit If the capitation rate exceeds their costs.

Nationwide, most states initially Implemented Medicaid capitated
managed care programs by allowing beneficiaries to enroll on a voluntary
basis in limited geographic areas. These programs were largely targeted to
low-income families who received financial assistance under Aid to
Families With Dependent Children (AFoc) and pregnant women and
children who qualified for Medicaid. Increasingly, states are mandating
beneficiary enrollment and expanding their programs to more geographic
areas. In addition. they are beginning to include more populations with
specialized needs, such as blind or disabled individuals who qualify for
Medicaid under the Supplemental Security Income (ssi) program. As we
reported in July 1996, 17 states had extended their Medicaid managed care
programs to these more vulnerable populations.

5

States must comply with certain federal statutory requirements for the
development and oversight of their managed care programs. HCFA can
waive some of these requirements-such as a beneficiary's freedom to
choose any provider-to enable states to restrict beneficiaries to the
providers participating in a managed care network. Waivers also allow
states to expand the scope of their programs to populations not otherwise
eligible for Medicaid. These waivers are of two types: program or
demonstration.' Program waivers allow states to require beneficiaries to
join a managed care plan, but beneficiaries are generally allowed to switch
plans every 30 days. Demonstration waivers provide states with greater
flexibility, and while they are more difficult to obtain than program
waivers, they have been granted more frequently in recent years. States
request demonstration waivers to establish mandatory programs that lock
beneficiaries into one plan for periods of up to 12 months or to expand
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eligibility to uninsured populations. Table I compares various
characteristics of the two waiver types.

Table 1: Characteristics of Managed
Care Programs Under Program and
DemonstratIon Walver

Program waivers Demonstration waivers

Gantl characterIslcs

Allow for warver of certain Medicaid Allow for warver of a broader range of
requirements. Medicaid requirements _

Waivers renewed for 2- to 5-year periods. Generally not renewed

Generally used to establish primary care More recently used to establish broad
case management programs and home-and changes in Medicaid programs.
communitybased service programs.

Characterlstcs pertaining to capitatad managed care

Plans must comply with 25% requirement for Plans may enroll Medicaid patients
private enrollment. exclusively.

Full range of mandatory services must be Benefit package may be modified D
offered.

Beneficiaries may be mandated to enroll in Beneficiaries may be locked in for up to 12
plan and can be lacked in for no longer than months.
1 month.t

-The Congress has auth-cizet reimuiai of some demonsiration waivers

'To date. only Oregon has been pernmied te modfy the benefit package for adilonal Medicaid
benefcianes Other states have been permetted te ofte a modified package only to those newly
eligible for Medicaid covewnge nder, he d nemonsutron

Lack.in is up Lo 6 months f1O capiated plans meeting cenain fedetal reqoirements

At the time of our review, Arizona and Tennessee had demonstration
waivers for their mandatory statewide programs, which served both AFDC

and sst populations. Wisconsin had a program waiver for its mandatory
program, which served only the AFDc populations in 5 of its 72 counties. In
contrast, Pennsylvania had voluntary and mandatory managed care
programs. The voluntary program-the larger program at the time of our
review-served both AFTc: and sst populations In 13 of its 90 countiest This
program required no federal waiver.

To ensure that states comply with statutory and HctA requirements, HCFA
reviews state contracts with managed care plans. It also monitors state
programs through Independent evaluations and periodic reviews of
state-submitted Information on expenditures, medical services, and
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enrollment data, which HCFA requires all states to report. The nature of
HCFA'S requirements and oversight role depends on the waiver type. For
example, under a demonstration waiver. HCFA develops terms and
conditions that vary by state, depending on the provisions being waived.
(For a more detailed discussion of federal regulations and HCFA
requirements for waiver programs, see app. 11.)

Difficulties in
Monitoring Managed
Care Stem From
Limited Standards of
Care and Data on
Service Utilization

Purchasers of managed care face a number of difficulties in ensuring
enrollees receive the care that they need. In contrast to fee-for-service
care-where the incentive is to oversupply services to increase
revenues-capitated managed care, with its fixed payment system,
contains incentives to provide fewer services to maximize short-term
profits. Assessing how well the care delivered matches beneficiary needs
is difficult because few aggregate or population-based utilization
standards or benchmarks on delivery of care patterns have been
established for managed care. Benchmarks derived from providers and
patients in the fee-for-service sector may not be appropriate since service
utilization patterns are expected to change under managed care.

Even where standards of care do exist for selected conditions or
procedures, such as for prenatal care or childhood immunizations,
monitoring the actual delivery of such services in capitated managed care
is difficult because data on service utilization do not flow as readily as in a
fee-for-service environment. In fee-for-service care, data on service
delivery are captured in individual claims, which are submitted for
payment as services are provided. In managed care, however, purchasers
prospectively pay plans a monthly fee for services not yet provided. Unless
plans capture service data in another form, It is difficult to identify the
services actually provided. Without specific data collection requirements,
providers may lack the incentive to accurately report individual-level data
on all services provided since payment is not linked to documentation of
the care provided.

To learn more about what transpires in the delivery of managed care
services-and to help ensure that the health care services they contract
for are appropriately provided-private and public purchasers also rely on
other measurement tools and data sources. Among these are reviews of
patient medical records and surveys of patients on the care they receive
from plans. Reviews of medical records can help purchasers assess the
care provided to individual patients. These assessments, however, are
time-consuming and costly and are generally undertaken for small
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numbers of patients. Information from patients, while more accessible
than medical records, can be problematic as well. Patients typically are
not in a position to know what specific care or services they need for a
given condition and often cannot assess the appropriateness of the care
they receive-or do not receive. In addition, patients new to managed care
may confuse differences in the way the system is meant to operate with
deficiencies In the care provided. Problems associated with obtaining
meaningful patient survey information may be even more pronounced for
those in the surveyed population with unique language or cultural needs or
who are unaccustomed to receiving routine health care in a structured
system. Educating and Informing prospective and newly enrolled
beneficiaries about managed care and helping them learn how to use the
system-as some states have done in their Medicaid managed care
programs-can mitigate these problems.

8

Most states are grappling with these and other issues associated with
adapting and developing systems and processes for managed care-a
relatively new health care environment. According to some experts, many
states are struggling to maintain the staff needed to establish and oversee
their programs, since frequent turnover of staff with managed care
expertise is common. It is not surprising, then, that states are at various
stages in their program development and monitoring efforts. The four
states that we visited have taken a number of steps to overcome these
various challenges and improve the odds that their money is well spent in
their managed care programs. These states have established contract
requirements that aim to ensure that participating managed care plans
have the capacity to provide adequate care to enrolled Medicaid
beneficiaries. Prominent among these requirements are standards for
plans' provider networks. In monitoring participating plans, these states
obtain information to assess actual services delivered from various
sources, including plan-collected and -submitted data, state reviews of
patient medical records, and beneficiares reports on their experiences.

Measures to Assess Before a contract is awarded, managed care plans must demonstrate thatMeasures to Assess their provider networks are sufficient to meet the anticipated needs of
Beneficiaries' Access enrolled Medicaid beneficiaries. In an attempt to measure provider
to Care Are Still network sufficiency, the states we visited-Arizona. Pennsylvania.

Tennessee. and Wisconsin-have focused on quantitative or otherEvolving measures related to primary care physicians and specialist care. But just
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as there are few standards for health service utilization, there are few
standards for what constitutes a sufficient provider network. Three of the
four states have established a specific number of primary care physicians
that a plan must have, and all require plans to provide a full range of
specialty services. The states also have relied on criteria that measure
beneficiaries' ability to reach their primary care physician within a
reasonable timue, in terms of miaximum travel distances and waiting times.
After contract award, the states use various monitoring techniques to
determine the extent to which provider practices are in fact open to
Medicaid beneficiaries. These measures, however, do not necessarily
ensure that beneficiaries have access to the care that they need. Whether
these measures provide meaningful information on beneficiary access is
largely dependent on whether state monitoring efforts are independent
and systematic and go beyond plan-reported, paper-based indications of
compliance.

Compliance With Primary
Care Physician
Requirements Provides
Incomplete Information
About Network Adequacy

One criterion that states have established in an effort to ensure a sufficient
provider network relates to the availability of primary care physicians,
expressed as a ratio of enrolled beneficiaries per primary care physician.'
At the time of our review, Arizona and Tennessee used a maximum
patient-to-primary-care-physician ratio of 2,500 to 1, as required by the
conditions of their demonstration waivers, and Pennsylvania required
plans to meet a ratio of 1.600 to IL. Wisconsin did not have specific
contractual requirements for plans but looked for a ratio of approximately
1,200 to 1. To monitor plan compliance with these ratios, the states require
plans to submit updated provider listings either annually, to coincide with
contract renewal, or as frequently as monthly. The states also require
plans to report all changes to the network as they occur and to note in
their provider directories given to beneficiaries those providers who
currently do not accept new patients."

The states that we visited have found that plans in their managed care
programs have complied with their patient-to-primary-care-physician
ratios, But compliance with these ratios may not indicate actual physician
capacity or Medicaid beneficiaries access to care. We believe that the
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number of primary care physicians and their availability to treat patients
may be overstated for two reasons. First, if the state reviews a plan's
network capacity by looking at only that plan rather than looking at all
plans collectively, providers who participate In more than one plan may be
counted more than once. Second. if the state does not use full-time-
equivalency data to determine network capacity. network physicians'
other lines of business, such as treating Medicare or privately insured
patients, are not taken into account. Of the states that we visited, only
Arizona reviews provider participation across plans and assesses provider
capacity in full-time-equivalency terms.

For patient-to-primary-care-physician ratios to be an effective measure of
patient access to care, states must also ensure that plan physicians are
actually available to treat Medicaid beneficiaries. Ratios simply indicate
the number of physicians that have contracted with a plan; they do not
indicate the number of patients physicians are willing to treat and the
extent to which physicians actually provide services. Arizona and
Pennsylvania independently assess the extent to which physician practices
are open to Medicaid beneficiaries by periodically or randomly calling
physician offices to determine whether they are accepting new Medicaid
patients. When done on a systematic basis. these checks can better ensure
that provider practices are open to Medicaid beneficiaries.

To improve oversight of its provider networks, Arizona increased plans'
quarterly provider reporting requirements in September 1996. Previously,
plans were required to report provider names and the number of
beneficiaries seen by providers. Plans must now submit additional data on
provider access, such as the maximum number of Medicaid beneficiaries
that a provider will accept, the total number of beneficiaries currently
assigned to a plan, the providers who are accepting new members,
specialty services that are available, and foreign languages spoken by
providers.

Specialist Mix Is Not Patients often require more specialized care than their primary care
Specified in Plan Contracts physician can provide-such as oncological, urological, or pediatric

subspecialty care. Yet, assessing beneficiary access to such care is even
more difficult than assessing access to primary care physicians. And as
states move more beneficiaries with special needs or chronic conditions
into managed care, ensuring beneficiary access to appropriate specialty
services will become even more critical.
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Assessing the availability of specialty providers within a network is
problematic for at least two reasons. First. there are no criteria or
standards-in fee-for-service or managed care-for the number and mix of
specialists needed to serve a population or for when and how often
beneficiaries should be referred to specialists. Second, some
specialists-especially those that are used infrequently-often are not
included in the network and can nnly be accessed outside the network.
Since these specialists are not in the network, states cannot readily assess
their availability to beneficiaries when needed.

The four states that we visited require that contracted plans provide a full
range of specialty services, even if this requires referring beneficiaries to
providers outside the plan's network. Without recognized standards.
requirements for specialists are often vague and expressed in terms of an
objective-such as, 'provide access to necessary specialty care'-that
cannot be measured before the contract award. While the four states do
not specify in the contracts the types and numbers of specialists that plans
must include in their networks, they do count the number and type of
specialists available in any one plan. This is done by reviewing the listing
of providers in a plan network during the contracting and contract renewal
processes. Each of these states also reviews plan listings periodically and
requires plans to report all changes in their specialty networks. For
example, Tennessee officials told us that the state uses a zip-code-based
computer program to check the location of specialists each quarter-or
more frequently if inquiries or questions come up on a particular provider
type. States then rely on thejudgment of their experienced contract
staff-which may include health care professionals-to determine
whether the plans' specialist networks are adequate.

This type of review, however, does not inform states of the specialist
services that Medicaid beneficiaries may use or request, especially if the
services involve out-of-network referrals. In the absence of accepted
standards for specialty care, states have relied on other information
sources-such as data on service utilization and beneficiary
satisfaction-to help them monitor the appropriateness of care provided.

Maximum Travel and As additional criteria for assessing the adequacy of provider networks.
Waiting Requirements Are states commonly stipulate the maximum time and distance beneficiaries
Additional Criteria for must travel to their primary care physician's office, the number of days
Assessing Beneficiary they must wait for an appointment to see their physician, and the time they
Access to Care wait in the physician's office to be exatnined. These measures were
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developed on the premise that certain factors-such as lengthy travel
times and distances, a physician's failure to schedule appointments in a
timely manner, and excessive wait times in the physician's office-can
discourage patients from seeking care.

In general, the states we visited established maximum travel requirements
of 20 miles or 30 minutes for urban areas and 30 miles or 30 minutes for
rural areas. For their specialist networks, the four states do not have or
grant some exceptions to travel requirements, since significant portions of
their Medicaid population can reside in rural areas where certain types of
specialty care may not be available. These states also require providers to
meet state-established standards for scheduling appointments and
attending to beneficiaries in a timely manner.'

2

To determine whether plans are complying with the time and distance
travel requirements, each state we visited reviews documentation on the
location of provider sites prior to contracting with a plan and on a periodic
schedule after contracting. Arizona and Tennessee, for example, use a
computer-based zip-code program. This allows them to determine whether
the locations of the primary care physicians and other providers in the
network, such as dentists and hospitals, meet contractual time and
distance requirements. In addition, each state requires plans to provide
transportation for beneficiaries who require medical attention and who
cannot get to their provider's location on their own, such as the elderly.

These four states use various approaches-involving plan-provided data or
independent checks-to monitor provider compliance with wait-time
requirements. For example, each state requires plans to include
appointment standards in its subcontracts with providers and to review
logs to ensure that providers comply. During their periodic compliamce
reviews, the states review the plans procedures to ensure that providers
have complied with the standards: the states also review selected sign-in
and appointment books. For example, Tennessee found during one
quarterly review of plan networks that some plans were not complying
with the contractual travel requirements for their dental networks.
According to state officials, the plans were notified of the deficiencies, and
most took actions to resolve them. In at least one case, a plan did not take
action and the state withheld 10 percent of the plan's capitation payment
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until it was in compliance. States also have independently assessed
provider compliance by periodically or randomly calling provider offices
to schedule appointments. However, such periodic calls may not be
systematic enough to provide the information required to identify
problems. As one means of gaining additional Insight into beneficiary
experience with providers, Arizona and Tennessee have included
questions in their beneficiary satisfaction surveys that arc specifically
related to wait times.

Systems for Assessing
Adequacy of Medical
Care Provided Can Be
Further Improved

Recognizing the challenges associated with measuring the capacity of plan
provider networks and their ability to ensure adequate care, states can use
other accountability measures and processes to assess the actual care
Medicaid beneficiaries receive. To identify average levels or recent
changes in the use of services by beneficiaries enrolled in managed care,
states can use plan reports of utilization statistics, which summarize
selected services provided to specific populations. For more extensive
analyses, states can use encounter data, which are individual-level data for
each service provided to each enrollee. Encounter data allow states to
identify the care received by any individual and the provision of any
procedure. In addition, states can conduct, or require plans to conduct.
other analyses-such as clinical studies and medical record audits-that
review the full medical records to assess the appropriateness of the care
received by a sample of beneflclarles. '

The four states that we visited have taken different approaches in
implementing their data collection methods. For example, Pennsylvania
and Wisconsin have relied primarily on collecting and using aggregated
utilization statistics to measure the adequacy of care. Arizona and
Tennessee also have required plans to collect and submit encounter data.
However, both states have found that developing reliable and useful
encounter data has required lengthy and continuing Investment. As a
result, these two states have primarily used their encounter data to
identify services that may be over- or underutilized and health care areas
on which to focus their studies and audits. Arizona has begun to use its
encounter data to develop standards for measuring the quality of the care
provided." For all four states. we found that certain improvements in their
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methodologies for conducting clinical studies and medical record audits
could increase the usefulness of these reviews.

States Challenged to
Develop Effective
Utilization Statistics and
Encounter Data for
Monitoring Managed Care

Although utilization statistics and encounter data both capture patient use
of services, utilization statistics are summary data that are generally relied
on to show the frequency with which a service is accessed by a specific
population. As such, there are several difficulties associated with using
these summary statistics in assessing services provided under managed
care. For example, utilization statistics are often compiled for only specific
types of services, such as mammograms or childhood immunizations.
Consequently, utilization statistics cannot be used to determine the full
range of services that beneficiaries may receive. For example, in a prior
study, we found that analyses of utilization statistics on early and periodic
screening, diagnosis, and treatment (EPSDT) could not determine the actual
number of EPsDT-eligible children who received required screenings or
whether children with post-screen referrals actually received follow-up
diagnosis and treatment.

5
Utilization statistics also have generally not

been used to assess the performance of individual providers. To obtain
utilization statistics for other sets of services or services supplied by
individual providers, states would need to modify their reporting
requirements-which could be problematic for plans if they have to alter
their data systems or provider reporting requirements to meet new state
requirements.

Unlike utilization statistics, which aggregate service use by a population,
encounter data document all services that individual patients receive.
While encounter data have certain limitations, these data provide states
more flexibility to detect problems in beneficiary care by identifying
patterns of service use by individual beneficiaries and services provided
by individual providers. For example, these data can be used to assess the
participation of any provider or group of providers and analyze patterns of
care for specific diagnoses or procedures. With encounter data, states also
can explore service delivery beyond what is captured by utilization
statistics. These statistics allow plans and providers to 'teach to the test,'
that is, focus on service delivery areas that they know will be measured,
perhaps to the exclusion of other services. Since encounter data
encompass all services for all beneficiary populations, all plan-provided
services are subject to state review, and the services being reviewed can
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be changed periodically without adding to the administrative burden of
plans.

Certain analyses of encounter data, however, are currently constrained by
the limited number of benchmarks or standards against which states can
measure the care provided for certain conditions. For example, while
recognized standards exist for prenatal care and childihaoo il auurizations,
many diagnoses have multiple alternative treatments or therapies. Vocal
chord stress, for instance, might be treated with medication, voice therapy,
or surgery. Individual-level encounter data cannot show the
appropriateness of many treatments provided to beneficiaries, nor can
they provide information about beneficiaries who do not seek treatment.
Regardless of these constraints. encounter data are valuable In that they
support a wider array of analyses than do utilization statistics. Moreover,
they provide the potential for supporting even more analyses as additional
benchmarks are developed.

To ensure that the utilization statistics and encounter data are usable, data
collection standards must be established and plans must be monitored for
compliance with these standards. Validating the accuracy and
completeness of encounter data requires additional measures-especially
in a fully capitated system where provider payment is not directly linked
to the documentation of each service provided. Although the data
collection efforts in the four states that we visited varied
considerably-due, in part, to the federal guidelines and requirements
associated with their waiver type-overall, their use of encounter data to
identify problems in beneficiary care has been minimal.

Wisconsin requires contracted plans to collect and submit on a quarterly
basis utilization statistics on 59 types of health care services, including
maternal and child health, mental health, and emergency room visits."'
Using fee-for-service experience as the benchmark. the state
analyzes-and publicly discloses in periodic reports-plan-submitted
statistics on certain services, such as childhood Immunizations: lead
testing: mammograms: and dental, vision, and hearing examinations. For
example, the state found that certain preventive services. such as Pap
smears and childhood Immunizations, increased in managed care, whereas
emergency room visits decreased-a redistribution of service settings that
is consistent with the goals of managed care. In addition, the state found
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that beneficiary use of dental services was less in managed care than in
fee-for-service care and took action to improve beneficiary access to these
services. In relying on utilization statistics rather than on encounter data,
however, Wisconsin cannot easily or independently assess the care that
Medicaid beneficiaries receive beyond the 59 services. Such analyses
would require encounter data for 100 percent of the services provided.
which the state has opted not to collect in an effort to limit the
administrative burden that collecting encounter data can place on the
state and the plans.

Pennsylvania requires each plan participating in its voluntary managed
care program to collect both utilization statistics and encounter data. But
the state does not prescribe a method for collecting and validating the
encounter data and does not require plans to routinely submit these data
to the state for review and analysis." In April 1996, the state required all
plans to submit EPSDT data for a specific time period to respond to
concerns regarding Medicaid beneficiaries' access to this service.

As part of their demonstration waiver requirements,"
7

Tennessee and
Arizona require plans to collect and submit encounter data on 100 percent
of services. potentially giving these states the greatest flexibility in their
analyses. Tennessee's efforts to date have focused on providing technical
assistance to help plans configure their computer systems and data
elements to ensure accuracy. HCFA is also providing the state with
technical assistance in developing methodologies to analyze its encounter
data. Despite these start-up issues, the state has begun to analyze its
encounter data and to review provider practice patterns to identify
potential over- or underutilization of care.

Of the states we visited, Arizona has the most comprehensive system for
validating and analyzing plan-generated encounter data and has made the
most use of these analyses to guide state actions. To ensure that its
encounter data are accurate, complete. and timely, the state conducts two
validation studies of plan-submitted encounter data each contract year.
The first study takes a random sample of medical records and manually
compares these records with the encounter data submitted by the plans.
The second study compares the number of inpatient maternity
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hospitalizations with newborn reports from hospitals. The state also uses
its encounter data to evaluate individual plan performance. Furthermore.
beginning October 1997, Arizona will require plans to compile encounter
data on specific measures, including mammography screening, cervical
cancer screening, children's dental services, and well-child care. " In
essence. Arizona will require plans to use their encounter data to compute
certain utilization statistics. lhis should make the infoltation available to
the state sooner. Arizona also is creating a quality management system
that uses outcome-based standards and, over the past several years. has
been creating a baseline for these standards. The system will seek to
produce data that could indicate whether preventive care-such as dental
visits for children, mamnmograms, and Pap smears-prevent more serious
health problems.

In the three states with mandatory managed care programs, plans may be
sanctioned if they do not comply with utilization statistics or encounter
data requirements. Tennessee assesses a 10-percent withhold on
capitation payments for each month that a plan does not comply with data
submission requirements. If the problem is not corrected within 6 months,
the state keeps the withheld funds. Arizona imposes a financial penalty
based on the number of data errors identified in its plans encounter data.
Wisconsin may impose financial penalties if plans do not meet accuracy
and timeliness requirements. Over the last 2 years. the amount collected in
penalties by Tennessee and Arizona has been minimal, and Wisconsin has
not assessed any penalties.

More Targeted Clinical
Studies and Medical
Record Audits Are Needed
to Assess Impact of
Medicaid Managed Care

Recognizing the limitations of utilization statistics and encounter data.
each of the four states that we visited uses reviews of samples of
individual patient's medical records to determine whether appropriate and
adequate care has been provided. Each state requires contracted plans to
conduct at least one clinical study each year. A clinical study focuses on
certain aspects of health care services, such as maternal health, to answer
questions about the quality and appropriateness of care that has been
provided. Each state also conducts its own medical record audits-as
required by federal regulation-either internally or through a contracted
external review organization, such as the State Peer Review Organization.
Medical record audits also have the potential to assess the appropriateness
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of the care provided as well as determine whether patients' medical
records properly document the health care and services that they received.

The states current approaches to conducting these studies and audits
could be improved to yield more useful findings. For example, we found
that clinical studies often focus on the Medicaid population as a whole and
less frequently target populations that may not fare as well under managed
care, such as people with disabilities or chronic illnesses." In addition, the
states' sample sizes for its medical record audits appear to be insufficient
to enable states to draw conclusions about the adequacy of the
documentation of beneficiary care, particularly for certain populations or
conditions too small to show up in pure random samples.

Managed Care Plans' Cinical Pennsylvania, Tennessee. and Wisconsin allow plans to select a topic to
Studies study from one or more health care areas that the state identifies.

2
In

selecting study areas. the three states rely on the professional judgment
and experience of staff in the state Medicaid agency and on independent
expert opinion the states may seek. While studies of this nature can
provide states with valuable information on plan performance and a
baseline for evaluating subsequent plan performance, we found that the
plan-conducted studies had several limitations. For example. only
Wisconsin specified study areas that included conditions for which
beneficiaries might require more care than the general Medicaid
population, such as children with special care needs. Problems in the care
for such beneficiaries may not be detected in studying samples of the
overall Medicaid population because, relative to the larger population,
their numbers are too small. In addition, allowing plans to select their
clinical study topics gives them the latitude to select a topic where
improvement may be needed, but it also allows them to select a topic that
would yield positive results about plan performance. Finally. allowing
plans to select topics to study does not enable states to compare results
across plans for certain conditions or topics.

We also found that the states we visited conducted limited reviews of plan
methodologies for clinical studies. Pennsylvania. for example, reviews
plan methodologies during periodic quality assurance audits-after the
plans' clinical studies have been completed. Wisconsin recently revised its
process for reviewing plan methodologies. Previously, the state required

2
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plans to submit a one-paragraph description of their methodologies, on
which the state would base its approval. For the contract year beginning
October 1996. Wisconsin began to require plans to submit detailed
descriptions of the study topic and the methodology for conducting the
study. To validate the results of the plans clinical studies. Pennsylvania
and Tennessee review a sample of patient records during compliance
reviews for their annual contracts. However, these states generally pull
only a handful of records to verify the clinical study results.

States' Medical Record Audits Medical record audits document problems with patient medical records.
such as incomplete patient histories, lack of indiration of follow-up care,
and illegibility and unavailability of records. These audits also can help
identify underlying causes of service delivery or access problems. If a
plan's medical records are inadequate or indicate a service delivery
problem, a state can require the plan to take corrective action. All four
states that we visited use utilization statistics, encounter data, or both to
focus their audits of Medicaid beneficiary medical records. For example.
Wisconsin found through its analyses of utilization statistics that use of
dental services was infrequent and, therefore, conducted a medical record
audit to determine why Medicaid beneficiaries were not getting dental
care.

While these states' periodic audits of beneficiary records have revealed
weaknesses in the documentation of beneficiary care. we found that their
audit methodologies often yielded results that were not statistically valid
or may not have been sufficient to identify problems experienced by
different groups of Medicaid beneficiaries. Specifically, the samples of
records that the states used to conduct their audits generally were not
stratified by specific conditions or populations-which could result in an
underrepresentation of Medicaid beneficiaries with special needs-and
the sample sizes may not have been adequate to identify areas that warrant
further investigation. For example, Wisconsin uses a random sample of
about 2 percent of cases for medical record audits. Arizona bases Its
sample sizes on the number of beneficiaries enrolled in a plan, with the
sample sizes ranging from 30 to 100 patient records. Although the state
agrees these sample sizes are not statistically valid, it believes that these
audits, when combined with other periodic on-site reviews, are sufficient
to identify best practices as well as problem areas to target for corrective
action.
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States Could Learn
More From Improved
Design and Analysis
of Data on Beneficiary
Experience With
Managed Care

Improved Beneficiary
Survey Designs Could Yield
More Useful Data

Plan-Conducted Beneficiary
Surveys

In assessing the performance of managed care plans. indicators of
beneficiary satisfaction can complement other analyses of provider
network capacity and the services provided. To gauge the extent to which
beneficiaries are satisfied with Medicaid managed care and their managed
care plan, the states that we visited review the results of beneficiary
satisfaction surveys, grievance data, and the rates at which beneficiaries
choose to switch plans or, if enrolled in a voluntary program, leave
managed care altogether. While analyses of such data have helped these
states identify problems that Medicaid beneficiaries have with managed
care, such as difficulty in scheduling appointments or accessing
specialists, certain improvements in the design of their surveys and data
collection methods could enhance the usefulness of their analyses.

Although the results of patient satisfaction surveys may not be the best
indicator of quality care, periodic satisfaction surveys-administered
statewide or at the plan level-can help measure the degree to which
Medicaid beneficiaries are happy with the providers and services offered
in their managed care plan. To ensure that survey findings are reliable and
useful in identifying areas that need systemwide improvement, the survey
design and process must be methodologically sound. however." In
addition, the survey must be designed to address several difficulties
inherent in surveying the Medicaid population, such as effectively
administering a survey instrument In multiple languages and overcoming
historically low response rates.

Pennsylvania. Tennessee, and Wisconsin require plans to conduct periodic
surveys to assess beneficiary satisfaction with network providers and
services. Pennsylvania and Tennessee review the plans survey
methodologies during their annual contract compliance reviews. but they
do not routinely examine the survey methods before the surveys are
conducted. Wisconsin requires plans to describe In detail the methodology
they intend to use before the contract is awarded. Once the contract is
awarded, the state reviews and approves each plan's survey methodology
and instrument before it is administered. However, none of these states
prescribes a methodology for conducting satisfaction surveys.
Consequently, these states cannot compare survey results across plans.

0
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Statewide Surveys Statewide surveys allow states to compare results across plans for various
access and quality measures, such as use of specialty services. average
waiting time for physician office visits, and beneficiary perception of the
quality of care provided. As a condition of its demonstration waiver,
Tennessee Is required to conduct statewide satisfaction surveys annually.
Arizona-on Its own initiative-will soon complete a statewide beneficiary
satisfaccton survey. Pernsylvania and Wisconsin plan to conduct surveys
as part of their planned program expansions.

Since Implementing Its managed care program in 1994, Tennessee has
conducted two annual statewide surveys. HCFA required that the state's
beneficiary satisfaction survey include questions on referrals to
specialists, average waiting time for physician office visits, and reasons for
disenrollment. Tennessee has used these surveys to Identify trends In
service use. For example. the state found that between 1993-the last year
of fee-for-service care-and 1995, hospital use decreased 6 percent. and
visits to doctors offices increased 8 percent-a redistribution of service
settings that is hoped for in managed care. in addition, Its 1995 survey
showed that 75 percent of enrollees were satisfied with the care they
received through their managed care plan compared with a 6 1-percent
satisfaction rate In 1994. Although this showed improvement In overall
beneficiary satisfaction, the state also could use these survey results to
further explore remaining causes of dissatisfaction for one fourth of the
beneficiaries.

Arizona is issuing the results of its third statewide beneficiary survey in
spring 1997.23 The comprehensive survey included questions on the use of
health services, time elapsed in getting an appointment with a physician
and In waiting in the physician's office, problems with access to specialty
care, and an overall rating of the plan and quality of care. The state
conducted telephone Interviews, which allowed interviewers to verify that
they were speaking with the appropriate beneficiary and to ask
appropriate follow-up questions. Of the current 450,000 beneficiaries
enrolled in the program. over 14,000 were interviewed. The state intends
to use the survey results to provide feedback to plans.
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Targeted Analyses of
Grievance Data Help
Identify Areas That Need
Improvement

To satisfy a federal requirement for operating a Medicaid managed care
program, states must ensure that participating plans have an internal
grievance process through which beneficiaries can report their
dissatisfaction with plan providers, services, and benefits. Through these
grievance processes, the states that we visited have been able to identify
and address a number of beneficiary concerns. Some states also look at
individual beneficiary grievances to identify specific and localized
problems. Other opportunities for analyzing grievance data, however.
exist. For example, monitoring the volume of grievances
filed-particularly across plans-could reveal previously unidentified
problems. Even a low number of grievances could indicate that
beneficiaries do not understand the grievance process.

Arizona requires beneficiaries to submit grievances directly to the plan.
Pennsylvania and Wisconsin have no such requirement but encourage this
practice; they also allow beneficiaries to submit grievances directly to the
state. Tennessee requires beneficiaries to submit grievances directly to the
state. After receiving a grievance, the plans must provide beneficiaries
with resolution and action in a reasonable time frame, ranging from 30 to
90 days. If a beneficiary is not satisfied with a plan's decision, the
beneficiary can appeal to the state. Most grievances are resolved at the
plan level, however, according to officials in the states we visited. At a
minimum, the plans that directly receive grievances are required to
periodically report to the state the number and type of grievances they
received-such as denial of requests for out-of-plan services or difficulty
in locating a provider or in scheduling an appointment-and the status of
these cases. To probe beyond such aggregated information, which may
mask specific or localized problems. Arizona and Wisconsin informed us
that they review each grievance that plans receive.

In addition to the grievance process, each state has developed other means
for beneficiaries to voice their concerns. For example. Tennessee has a
toll-free information hotline to respond to beneficiary questions and
concerns. Tennessee also sponsors hotlines run by advocacy groups to
answer questions posed by beneficiaries with special needs, such as
persons with acquired immune deficiency syndrome (AIDs) or human
Immunodeficiency virus (HIV), hemophiliacs, and persons with disabilities,
as well as the general Medicaid population. In addition to state-run
hotlines. Wisconsin requires each plan to have a beneficiary advocate who
serves as a liaison between the state, the plan, and the beneficiary. The
plan advocate identifies major areas of concern, such as lack of access to
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mental health care, and works with the plan and the state to correct the
problem. This can obviate the need for beneficiaries to register grievances.

States' Analyses of
Disenroliment Data Could
Help Identify Problem
Areas

Beneficiaries who disenroll from a managed care plan may do so because
of dissatisfaction with the care they receive through the plan. Therefore.
collecting a-d analyzing data on disenrofinments can provide important
insights into plan performance. In a voluntary program, such as the one we
visited in Pennsylvania. beneficiaries can switch plans or return to
fee-for-service care. In mandatory programs-such as those in Arizona,
Tennessee. and Wisconsin-beneficiaries can switch plans during open
seasons, which occur every 6 or 12 months.

2
The states we visited,

however, generally do not conduct routine disenrollment studies.

According to officials in these states, they would conduct a disenrollment
study if a significant number of disenrollments were detected.n They
believe that disenrollments-especially in low numbers-could signify a
number of occurrences other than beneficlary dissatisfaction or problems
with the plan. For example, in 1992, Arizona conducted a disenrollment
study and found that most of the beneficiaries who changed plans during
open enrollment-which was less than 5 percent of all beneficiaries in
managed care-did so for reasons other than plan dissatisfaction.
Specifically, the state found that some beneficiaries disenrolled because
they wanted to continue to see a provider who was no longer in their
plan's network. Others switched to have all family members in one plan.
and still others wanted to enroll in a plan where provider location was
more convenient. Unless It sees a substantial change in enrollment rates
during an annual open season, Arizona has no plans to conduct another
study.

More analyses of these disenroilment data-even If the rate at which
beneficiaries leave or switch plans is low-could reveal significant
problems. Disenroilments concentrated In an area or among people having
similar needs, such as people with mm, may indicate a potential problem
in a plan. Also, any plan having higher disenrollment rates than other plans
may merit scrutiny to determine the reason.
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In view of the billions of dollars that are being paid prospectively to
managed care plans and the questions about the degree to which managed
care is meeting the health care needs of Medicaid beneficiaries, there is a
new demand for public accountability. The continuing trend toward
expansion of mandatory, capitated Medicaid managed care programs
requires that states have the ability to adequately oversee their contracts
with health plans and ensure that states get what they are paying for.
However, developing systems to hold plans accountable for ensuring that
Medicaid beneficiaries receive the care that they need has been a
challenge for states-especially since there are few benchmarks and
standards against which states can measure beneficiary access to network
providers and the appropriateness of the care provided.

The four states that we visited have made progress toward developing
accountability measures to ensure that beneficiaries have access to quality
care. As they expand or refine their Medicaid managed care programs,
these states continue to scale the steep leaming curve to becoming an
effective purchaser of managed care. Yet, to instill greater public
confidence that managed care can effectively and efficiently meet the
health care needs of Medicaid beneficiaries, more effort is needed. For
example, to varying extents, these states could improve their
methodologies for collecting and analyzing data-especially encounter
data-on beneficiary care. They could better target their clinical studies,
medical record audits, beneficiary satisfaction surveys, and reviews of
grievance data on specific services and beneficiary groups-particularly
those with special needs or conditions whose numbers may be too small
to show up in broad-scale surveys or studies. The need for these
improvements takes on even greater importance for those states planning
to expand their managed care programs to other geographic areas or
populations, such as people with disabilities or other special needs.

Agency Comments
and Our Evaluation

We provided a draft of this report to the Administrator. HCFA. We also
provided a draft to Medicaid officials in each of the four states we visited
and to independent experts and researchers from the Center for Health
Care Strategies. Medical College of Virginia, and National Academy for
State Health Policy. Each provided technical or clarifying comments,
which we incorporated as appropriate.

In addition to technical comments. each state informed us of recent or
planned initiatives for ensuring plan and provider accountability in their
programs. For example. in February 1997. Pennsylvania Implemented
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HealthChoices-a mandatory managed care program projected to serve
more than a half million Medicaid beneficiaries in the state by 1997. With
this new program, Pennsylvania plans to ifnprove those accountability
measures used under its voluntary program or adopt new accountability
measures, such as disenroliment studies. HCFA. Arizona, and Wisconsin
also noted that the draft did not discuss all accountability or quality
assurance measures that were in use at the time of our review and were
concerned that the account of state efforts was incomplete. In the final
report, we state that the focus of our work was on 10 key measures or
processes that states commonly use to assess plan accountability-not on
each state's entire quality assurance process.

Arizona and Wisconsin also commented that the draft report did not
reflect in all respects their experience with managed care. For example.
they disagreed with our premise that since managed care plans receive
prospective capitated payments, there is a financial incentive to limit or
not provide needed services. HCFA echoed this comment. The two states
pointed out. for example, that the use of certain preventive services
increased when they moved to managed care. In response to their
comments, we revised the report to include examples of their experience
in the changing patterns of care under managed care. Nevertheless, in a
prepaid raspitated system, the incentive remains to provide fewer services
in order to maximize short-term profits, as the HCFA Administrator recently
testified before the Senate Committee on Finance. Concern about plans
and providers having a short-term focus is exacerbated by the fact that
significant numbers of beneficiaries frequently gain and lose Medicaid
eligibility within a short period of time.

Arizona also made a number of comparisons between mamaged care and
fee-for-service and suggested that our report include such comparisons.
The purpose of our report was not to weigh the merits of one system
against those of another. Rather, we set out to identify potential problems
Medicaid beneficiaries may have in accessing services through managed
care and state efforts to address these access issues.

Several reviewers, including HcFA. agreed with our conclusion that certain
measures of physician capacity do not adequately ensure beneficiary
access to care. It was suggested that we report on other important criteria
states use to assess the adequacy of provider networks-specifically,
beneficiary travel and waiting times. The final report reflects additional
information on this issue.
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Finally, the experts we consulted generally agreed with the accuracy and
comprehensiveness of our presentation of the issues. They also
emphasized that the transformation of existing state systems and
processes to an effective managed care program-especially one with
meaningful oversight mechanisms-requires great change accompanied by
continuous refinements and adaptations. Each state-with varying levels
of experience with managed care, resources, and in-house
expertise-understandably approaches this evolutionary process with
varying strategies and time frames. Even as states confront their many
challenges in implementing managed care, strong and consistent
accountability systems remain integral to their success In meeting the
needs of Medicaid beneficiaries. This perspective is more fully reflected in
the final report.

As arranged with your office, unless you announce its contents earlier, we
plan no further distribution of this report until 30 days after the date of
this letter. At that time, we will send copies of this report to the Secretary
of Health and Human Services, the Administrator of HCFA, state officials in
the four states we visited, appropriate congressional committees, and
other interested parties. We will also make copies available to others upon
request.

Please contact me on (202) 512-7114 or Kathryn G. Allen on (202) 512-7059
if you or your staff have any questions. Major contributors to this report
are listed in appendix Ill.

Sincerely yours.

William J. Scanlon
Director, Health Financing and

Systems Issues
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Scope and Methodology

To ensure quality in their Medicaid managed care programs, states use a
number of quality assurance and oversight mechanisms. For example,
some states require accreditation of plans by independent entities, such as
the National Committee on Quality Assurance. Most states build into their
contracts with managed care plans a variety of accountability measures
and processes. Once states have contracted with plans, they monitor the
plans to ensure that they comply with these requirements.

Based on our review of federal requirements and guidelines and state
contracts and supporting documents, we identified a number of
accountability measures and processes that states commonly include in
their contracts with managed care plans. States can rely on various
controls to assess compliance with some of these measures-including
plan licensing, physician credentialing. and fiscal solvency requirements.
Some accountability measures are more difficult to develop controls for
and, therefore, are more difficult to monitor.

To assess state efforts to hold managed care plans accountable for
meeting Medicaid program goals and providing beneficiaries enrolled in
capitated managed care plans the care they need, we narrowed the focus
of our study to three areas: ensuring an adequate provider network,
tracking the medical care provided to beneficiaries. and assessing
beneficiary satisfaction. From among numerous quality assurance
measures and processes, we identified 10 that states commonly use to
monitor plan compliance In these accountability areas. Health Care
Financing Administration (HCFA) officials and experts we contacted agreed
that these measures and processes are essential to ensuring that plans
meet the terms of their contracts. (See table 1. 1.)

Table 1.1: Selected Accountability
Measures and P e Accountability area Measure or process

Adequacy of provider network -Patient-to-primary-care-physician raos
-Access to specialists
-Travel distances and waiting fimes

Adequacy of medical care -Utilization statstics
-Encounter data
-Cirnical studies
_Medical record audits

Beneficiary sassfacton -Satrsfaction surveys
-Grievance procedares
-Disenroliment data
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To examine how these accountability measures and processes were
Implemented, we visited four states-Arizona, Pennsylvania. Tennessee.
and Wisconsin-and reviewed their systems for ensuring access to quality
care In their managed care programs. To select these states, we first
Identified a universe of 14 states that, as of June 1994, had more than
100,000 beneficiaries enrolled in capitated Medicaid managed care
programs. We chose that date because we believed that, even for states
Just entering the managed care market, they would have had at least 2
years at the time we began our review to develop and implement their
accountability systems. We thenjudgmentally selected four states that
would provide a mix of experiences for a variety of factors. These factors
included type of program (Medicaid demonstration waiver, program
waiver, or voluntary nonwaiver), years of managed care experience, size
of program, and geographic diversity. (See table 1.2 for a brief description
of each state's Medicaid managed care program.)

Tabl. 1,2: Description of the Four
States Md1a Managed Car
Programs That GAO Reviewed

Stow Pragram name and dewription

Arizona Arizona Health Care Cost Containment System is a mandatory
statewide demonstration program. operational slnce 1982. with
Aid to Families Wlth Dependent Children (AFDC) and
Supplemental Security Income (SSI) enrollment of over 450,000
in 14 participating health plans. Arizona did not have a
Medicaid program before the waiver.

Pennsylvania The state's voluntary nonwalver program has been operational
since 1972, with enrollment of about 435.000 AFDC and SSI
beneficiaries in 18 counties in 11 health maintenance
organizations (HMO) as of June 1999. (The scope of our work
focused on the states voluntary program.) The state also had a
mandatory program. Health Pass. In certain areas of
Philadelphiaatrom 1986toJanuary 31, 1997. On February 1,
1997. a new program waiver. HeathChoices, began in S
Philadelphia-area counties: the nolunlary program will continue
in 13 counties. Within the next 2 years. the state plans to apply
for a statewide demonstration waiver.

Tennessee TennCare is a mandatory. statewide demonstration waiver
program, operational since 1994. with enrollment f 849.000
AFDC and SSI Medicaid beneficiaries and over 334.000
uninsured persons in 12 participating HMOs at the time of our
review.-

Wisconsin The stateos mandatory program waiver lor its AFDC population
has been operational since 1984 in 5 counties, with enrollment
d 138.OOD in 11 participating HMOs. A modified waiver as
approved October 1. 1996. to expand mandatory enrament to
68 of the state's 72 counties.

*As of Jaruay 1997. Tewiessee began to coreract solely wth HMs. Before thi Tenessee ario
canracted with aer heatr Plns. such as prefrred eVade organzatons.
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For each state, we reviewed the contractual and other requirements the
states have established with plans for these selected accountability
indicators. We also interviewed officials from the state Medicaid. health,
and insurance agencies to discuss specific contract requirements with
managed care plans, state oversight activities and state actions available
or taken as a result of monitoring, and state plans for changes in and
expansions to their managed care programs.

To identify federal requirements and guidance available to states to
oversee their Medicaid managed care programs, we interviewed officials
from HCFA'S central office and Chicago and Philadelphia regional offices.
the Department of Health and Human Services' (HHS) Office of Inspector
General, and state-level advocacy groups. We also interviewed experts
with The George Washington University Center for Health Policy
Research, the National Association of Managed Care Regulators, the
National Committee on Quality Assurance, and the National Association of
Insurance Commissioners. Finally, we consulted with the following
experts and researchers in the course of our work: Jane Horvath. National
Academy for State Health Policy, Washington, D.C.; Robert Hurley,
Medical College of Virginia, Richmond, Virginia; and Stephen Somers and
Karen Brodsky, Center for Health Strategies. Princeton, New Jersey.

We performed our work between October 1995 and March 1997 in
accordance with generally accepted government auditing standards.
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Federal and State Oversight Roles of
Medicaid Managed Care

By virtue of the mandated federal-state Medicaid partnership, states must

meet certain federal requirements when developing their managed care

programs. States may implement managed care programs under one of

three options. The first option is a nonwalver program that allows states to
contract with managed care plans to deliver health care services to

Medicaid beneficiaries who voluntarily participate. Certain conditions
must be met, such as allowing beneficiaries the freedom to stay in a
traditional fee-for-service system or enroll with a managed care plan from
which they can disenroll at any time. Plans also must adhere to a -75-25
rule,' which prohibits participating managed care plans from enrolling

75 percent or more Medicaid and Medicare beneficiaries. The managed

care program in Pennsylvania that we reviewed is a program of this type.

The other two options for managed care-program and demonstration

waivers-allow HCFA to waive certain provisions of the Medicaid statute,

including beneficiaries freedom to choose from among participating
providers. Under a program waiver, enrollment can be mandatory, but

states are still required to ensure that plan enrollment of Medicaid and
Medicare beneficiaries does not reach 75 percent and, in most cases, plans

cannot lock in enrollment for more than I month, Wisconsin operates its

mandatory managed care program under a program waiver. Under a
demonstration waiver, states may be given permission to contract with
plans that do not comply with the 75-25 rule and to exclusively enroll

Medicaid beneficiaries. They also have been permitted to lock in

beneficiary enrollment for up to 12 months. The managed care programs
in Arizona and Tennessee are statewide mandatory programs operated

under demonstration waivers. In addition, some states. such as Tennessee.
have used demonstration waivers to expand eligibility to include

non-Medicaid-eligible people who were formerly uninsured.

Certain federal regulations, requirements, and guidance influence the
development of state managed care programs and state monitoring of
managed care plan performance. The extent of these requirements often

depends on waiver type and can vary by state. In general, HCFA monitors
the planning for and implementation of demonstration waivers more than
for program waivers. The initial terms and conditions of approval for

demonstration waivers are more detailed than for program waivers and
are more specific in the content and timing of reporting requirements. For
example, HcFA's terms and conditions for a demonstration waiver have
required that states specify in their contracts with plans a specific
patient-to-primary-care-physician ratio that plans must meet. HCFA also
requires that most states establish travel-related requirements for plan
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networks, such as maximum times and distances beneficiaries must travel
to reach their primary care physician. In contrast, under a program waiver,
HCFA suggests that states establish a patient-to-primary-care-physician
ratio or that providers be located near beneficiaries. Under demonstration
waivers, HCFA also requires states to provide an overall quality assurance
monitoring plan and, as part of that plan, requires states to specify a
minimum data set of encounter data. This minimum data set must receive
prior HCFA approval. Program waivers, In contrast, have guidelines on
quality assurance programs but not as many specific requirements. For
example, HCFA does not require states to develop encounter data under
program waivers.

Table 11.1 summarizes federal requirements and guidance by selected
accountability measures and processes.
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Table l.: Federal Regulations,
Rtqulretenta. end Guidanc for
Selected Accountability Measures and
Process Within States' Medicaid
Managed Cars Programs

Additional HCFA
Accountabflity measure or requirements aind
procns Federal regultn guidance

Pauent-to-primary-care- Plans must ensure that For demonstration waivers.
physician ratio beneficiaries in managed states must meet maximum

care have tlie same access 2.50010o 1 raveo For
to providers ann services piuyi af waivers, HCFA
as beneficiaries in suggests ratios be
fee-farsemce plans. evaluated.
(42 C.F.R. 434.20(c)(2))

Availability of specialists Services are to be the same HCFA suggests that states
as these provided under have a system for
fee-for semce plans. (42 authorizing and
C.F.R. 434.20(c)(2)) coordinaing specialty

services.

Utilization statisucs and Requires plans to maintain . HCFA requires all stales
encounter data appropriate record systems with demonstration waivers

for services provided to to collect 10D% encounter
enrollees. (42 C.F.R. data and requires all states
436.6(a)(7)) to quarterlyrepon

aggregated statistics on
selected services.

Clinical studies Plans must have an internal HCFA Suggests states
quality assurance system, conduct quafity-of-c~are
(42 C.F.R. 434.34) studies.

Medical record audits States must annually HCFA requires states to
conduct an audit of medical comply with federal
records. (42 C.F.R. 434.53) regulation far medical

record audits.
Beneficiary satisfaction Plans must have an internal For demonstration waivers,
suiveys quality assuraten system. a state may be required to

(42 C.F.R. 434.34) conduct a survey as HCFA
prescribes For program
waivers. HCFA suggests
plans conduct periodic
surveys.

Grievance procedures Plans must have an internal HCFA requires states to
grievance procedure report grievance data
appruned by the state thut quarterly.
provides for prompt
resolution. (42 C.F.R.
434.32)

Disenrollment studies States must monitor HCFA suggests states
enrollment and termination analyze erollment statistics.
practices. (42 C.F.R. 434.63)

SFr demonstrateton aises. additional requirnewnts and guidance are in the term aind
caneltimis that HCSFA aderlaps when at appinses a state's maere request, These terms and
conditimns can vaty tby sWate Fm rinkihaned managed care plans. schi aSt prTghea earers.
HCFA'sguiaanceamanteed a Monitiin itskB.tSetManaedCaePlans A Guideha State
Medicasid Aqars. mintpn prepared undeV r canacTha te rh tdcaid Eureauir-HtA tiy am
M Oegfdiuidtn nt Instroe atf w Americrn Public Wellare Aueciaaten (Washingtr. D.C.:
HHS. July 1993l.
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The Honorable William S. Cohen
Chairman
The Honorable David HE Pryor
Ronldr.g Minority Member
Special Committee on Aging
United States Senate

The Honorable Bill Frit
Chairman
Subcommittee on Disability Policy
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Adults with developmental disabilities are highly dependent on public
programs for meeting their long-term care needs. Most persons with
developmental disabilities have mental retardation, but others have severe,
chronic disability resulting from cerebral palsy, epilepsy, or other life-long
conditions, except mental illness, that began before they were 22 years
old. The population with developmental disabilities receives more than
$13 billion annually in public finding for long-term care, second only to
the elderly. More than 300,000 adults with developmental disabilities
receive government long-term services financed primarily through
Medicaid and to a lesser extent through state and local programs.
Long-term care services can include supervision and assistance with
everyday activities such as help in dressing, going to the bathroom,
managing money, and keeping out of danger. Persons with developmental
disabilities have traditionally received their long-term care in institutional
settings.

Recently, states have begun to significantly expand the use of the Medicaid
1915(c) home and community-based waiver, enacted by the Congress in
1981, to provide alternatives to institutional care for persons with
developmental disabilities.' The waiver program has two advantages. First,
it gives states a tool to control costs by allowing them to limit the number
of recipients served. In contrast, states must serve all eligible individuals
in the regular Medicaid program Second, it permits states to meet the
needs of many persons with developmental disabilities by offering them a
broader range of services in less restrictive settings such as group or
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family home, rather than in a Medicaid intermediate care facility for
mental retardation (ICFvMR), the setting where most of the institutional care
for this population is provided.

At your request, we examined states' experiences in utilizing the flexibility
offered by the Medicaid waiver program to provide care for adults with
developmental disabilities in alternative settings. To understand changes
in services, cost, and quality assurance, we reviewed national data and
conducted three case studies on issues and choices states faced in using
the waiver program. Specifically, we examined (1) expanded state use of
the waiver program, (2) the growth in long term care costs for individuals
with developmental disabilities, (3) how costs are controlled, and
(4) strengths and limitations in states' approaches to assuring quality in
community settings.

To conduct our work, we reviewed the literature, interviewed Health Care
Financing Administration (HCFA) officials responsible for waiver programs
and national experts, and analyzed national data on Medicaid expenditures
and recipients. We also performed case studies in three states: Florida,
Michigan, and Rhode Island. We chose these states because they have
large waiver programs, provide a range m state size and geographic
representation, and have different strategies for using the waiver program.
In visits to these states, we interviewed program officials, providers,
recipients, families, and advocates. We also reviewed data on costs and
program participation for these states. We conducted our review between
May 1995 and May 1996 in accordance with generally accepted
government auditing standards. For a complete description of our scope
and methodology, see appendix 1.

Results in Brief State use of the Medicaid 1915(c) home and commurnty-based waiver has
changed the face of long-term care nationally for persons with
developmental disabilities by providing more persons with the kind of
services that most recipients and families prefer. It has significantly
expanded the number of persons served overall and resulted in more
people being served by the waiver program in group home and home
settings than in the more restrictive and often large icFrSuM Florida,
Michigan, Rhode Island, and other states have used the waiver program to
pursue various objectives, such as closing many large and some small
icestMa, expanding services to persons previously in state-financed
programs, and including persons not previously served. Waiver program
services have been provided primarily in group homes. However, some
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states have begun to shift the focus of their waiver programs to serve more
people at home-their own home, their family's home, or an adult foster
care home-and to provide a broader range of services tailored to
indmiduals' needs and preferences.

From 1990 to 1 995, Medicaid costs for long-term care services for persons
with developmental disabilities nationwide rose at an average annual rate
of 9 percent Although most of the increase reflected increased costs for
waiver program services, increased costs for IcF/NR program services also
were a factor. Waiver program costs grew primarily because more people
were served as per capita costs for the program increased slightly less
than inflation. icFlm program costs increased even though the number of
ICFlM residents declined 7 percent The program's cost increases resulted
solely from per capita cost growth for the icF/mR program, which was
somewhat higher than inflation.

If not for a cap on the number of waiver program recipients in each state
and state management practices, cost growth would likely have been
higher. HcFA requires each state to set limits on the number of persons to
be served in the waiver program subject to federal approval. Therefore,
HCFA allows states to deny services to otherwise eligible individuals once
the cap is reached. In contrast, the regular Medicaid program requires that
states serve all those who meet eligibility requirements. In addition, states
use their own management practices to control costs. In the three states
we visited, these management practices include fixed agency budgets for
waiver program services and linking of the management of the care plan
and use of non-Medicaid services to individual budgets for each person
served.

A 1994 change in federal rules could result in higher caps and costs. In this
change, HCFA eased the process by which waiver program caps were
established, giving states more discretion in determining the number of
waiver program recipients. In doing so, HCFA recognized the risk of cost
increases if states increased the number of people served, but it expected
that state budget pressures would likely inhibit the size of the increase. If
states elect to use this discretion, as two states we visited said they
planned to do, a risk exists that the number of waiver program recipients
and costs could increase more rapidiy.

Some states are changing their quality assurance approaches to improve
quality as services offered by the waiver program continue to evolve, but
more development is needed to reduce risks. States continue to use
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traditional mechanisms such as provider certification to assure recipient
safety. At the same time, states are introducing promising innovations to
customize quality assurance for an individual's circumstances. For
example, states may use a combination of methods to monitor quality,
including arranging for a roommate to live with a disabled individual;
home visits from community volunteers to check on an individual's status;
and visits from program staff at locations where the individual is likely to
be, such as his or her home or local park or library. At the heart of this
effort is the recognition that reducing the level of program restrictions and
the amount of supervision in these individuals' lives and increasing their
choices of where they live, whom they live with, and what they do during
the day are desirable goals but can pose risks because of the cognitive and
physical impairments of the population served. State officials recognize
that increasing recipient choice and making providers compete can play
an important role in improving the quality of services provided. But they
and HCFA officials acknowledge that more remains to be done to fully
develop the quality oversight mechanisms being used. Until this occurs,
some recipients may not have better service quality and may face some
health and safety risks.

Medicaid funds most publicly supported long-term care services for
persons with developmental disabilities. In 1995, Medicaid provided more
than $13.2 billion to support over 275,000 individuals with these services.
To be eligible for Medicaid, individuals must generally meet federal and
state income and asset thresholds. To be considered developmentally
disabled, individuals must also have a mental or physical impairment, with
onset before they are 22 years old, that is likely to continue indefinitely
and they must be unable to carry out some everyday activities, such as
making basic decisions, communicating, taking transportation, keeping
track of money, keeping out of danger, eating, and going to the bathroom,
without substantial assistance from others.

Until recently, states provided the bulk of services for this population
through the Medicaid icF/mR program. The icF/MR program funds large
institutions and smaller settings of 4 to 15 beds, and both sizes of settings
are subject to the same regulatory standards. ICF/MR program services are
available and provided as needed on a 24-hour basis. These services
include medical and nursing services, physical and occupational therapy,
psychological services, recreational and social services, and speech and
audiology services. ICF/MR program services also include room and board.
Providers of icF/mR program services must adhere to an extensive set of
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regulations and are subject to annual on-site inspections as mandated by
Medicaid-

In 1981, the Congress enacted the 1915(c) waiver allowing states to apply
to HCFA for a waiver of certain Medicaid rules to offer home and
community-based services By 1995,49 states had 1915(c) home and
community-based waiver programs for persons with developmental
dWilities.2 Waiver program services vary by state, but include primarily
nonmedical services such as chore services, respite care, and habilitation
services, which are all intended to help people live more independently
and learn to take care of themselves. (See apps. HI and III for a list of
waiver program services and definitions in the three states we visited).
Unlike ICF/mR program services, waiver program services do not include
room and board and are often provided on less than a 24-hour basis.

HCFA carries out its waiver program oversight responsibilities through
review of applications and renewals and monitoring of implementation
through on-site compliance reviews. In approving waivers,

3
HSFA reviews

applications to ensure that (1) services are offered to individuals who, "but
for the provision of such services ... would require the level of care
provided" in an institutional setting such as an icF/tR;

4
(2) total Medicaid

per capita costs for waiver program recipients are not greater than total
Medicaid per capita costs for persons receiving institutional care; and
(3) states properly assure quality.

The waiver program enables states to control utilization and costs in ways
not permitted under the regular Medicaid program. The waiver program
has a cap for the number of persons served at HcFA-approved levels. It also
allows states, with HCFA permission, to target services to distinct
geographic areas or populations, such as persons with developmental
disabilities or the elderly; offer a broader range of services; and serve
persons with incomes somewhat higher than normal eligibility thresholds.
In contrast, the regular Medicaid program generally requires that each
state provide eligible beneficiaries with all federally mandated services
and any optional services it chooses to offer.

States, however, provide some community-based services to
developmentally disabled individuals through the regular Medicaid
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program. These services include federally mandated services, such as
home health cam, and other services that states may elect to provide,
which are called optional services. Some of the more important optional
services for the population with developmental disabilities are
rehabilitative services,' case management, and personal care. Because the
regular Medicaid program operates as an entitlement-that is, all eligible
individuals in a state are entitled to receive all services offered by the
state-states have less control over utilization and the cost of services
than in waiver programs.

States Use Waivers to
Expand and Change
Programs for
Developmentally
Disabled

States Serve More People
and Shift Balance by
Serving More in Waiver
Than in ICF/MR Program

Through the use of waivers, states have changed long-term care nationally
for persons with developmental disabilities in two ways. First, states have
significantly expanded the number of individuals being served. Second,
states have shifted the program balance from serving most people through
the icF/MR program to serving most through the waiver program. Generally
the shift to the waiver program has been part of an evolution of services
away from large and more restrictive settings to providing services in
small and less restrictive settings, which are preferred by recipients and
their families. Some state waiver programs are continuing to evolve from
their earlier approach of providing services primarily in group home
settings to one of serving people at home.

From 1990 to 1995 the number of persons served by the waiver and ICFfmR
programs combined rese at an average annual rate of 8 percent (see table
1). The number served by the waiver program more than tripled to over
142,000 persons during this period and accounted for the entire increase in
the number of persons served by both programs. States dramatically
increased the number of people who received waiver program services
using a variety of strategies, including substituting waiver program for
IcFmR program services, services provided under state-only programs, and
services to persons who were not being served before.
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Table 1: Growth of Developmental
DlsablItles Population Served by
Medicatd Long-Term Care

Recipients 1982 19 1990 1994 1995
Total 140.53 156,505 154.129 257,4Zt 579.452
Served bywarver prograrrm 1.381 17,180 39,838 115.302 142.068
Served by ICF/MVIR program 139.212 139,325 144,288 142,118 134,384

*Ooeso r= -rode frane ered by Aro-'. 1115 werve program a Se on ol iternarote netos.

Sora. Resaarcn and Treinog Center -r Cr-rraoty trrg. nrote on Co-.nerrrty
IItegrarort-JAP. College at Eoaan aIr HUes, D-eelpreero. Ur-erody at Mrner.
Meoreeoh.

More people are now served through the waiver program than the ICF/MR
program. Although the percentage of persons served through the waiver
program varies by state, 30 states provide services to more people through
the waiver program than the iCmms program (see fig 1).
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Figure 1: Staftes Use of Medicaid Wa~e,, for Long-Ter Came for Person WMi DeVelapmental DisablIfties, 1995
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With the support of recipients and their famnilles, state officials have made
changes to serve more people through the waiver program. AU three
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groups have come to believe that the alternatives possible through the
waiver can better serve persons with developmental disabilities. They
believe that in many cases individuals can have a higher quality of life
through greater community participation, including relationships with
neighbors, activities in social organizations, attendance at public events,
and shopping for food and other items. This can result in expanded social
networks, enhanced family involvement, more living space and privacy,
and improvements in communication, self-care, and other skills of daily
living.

States believed that they could use the waiver program to expand services
while simultaneously reducing or limiting access to IcFrt/s program care as
a means to control growth in expenditures. As a result, many states have
closed large institutions or held steady icFrmit capacity even as the
population in need has grown. Some states have also reduced smaller
icF/MoR settings by converting them to waiver programs. The number of
people in ICF/MRt settings has dropped 7 percent from 1990 to 1995. These
actions have been part of an overall strategy to change the way services
are provided and financed.

Flexibility of the Waiver States have used the flexibility of the waiver program to pursue distinct
Program Has Allowed strategies and achieve different program results as shown in the three
States to Pursue Distinct states we visited (see table 2). These states used the waiver program to
Strategies substitute for IcFsatrt that were being dosed, expand the number of

persons being served, or both.

Table 2: Changes In Number of Waiver
and ICFMR Program RcIpIenth, 1990
end 1994

1990 1994

Waveer ICF/MR Waiver ICF/MR
program program program program

State reclpiants recipients recfplenta recipients
Florida 2,488 3,243 6,547 3,395

Michigan 1,647 3,337 3.130 3.205

Rhode Island 738 903 1.262 458

Note. ts owblo cooting -,.S tar rocipier t .noo.e. 5000 the Santa ,ndnvduw rrtey
reesi -senaSto theQh &ta a ta ICF/MR pogrn. it 0h sane h ye

Srca: stato egecie".

Rhode Island targeted waiver program services as a substitute for icvmts
program care with little change in the number of persons served. The state
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began the 1990s with short waiting lists for services and a goal of closing
all large institutions of 16 or more beds. Providing waiver program
services to many of its former residents, the state closed the Ladd Center,
its last large institution, in 1994 to become one of only two states along
with the District of Columbia to close all its large institutions.

6
Rhode

Island also substantially reduced the number of recipients of services in
smaller icessmR by converting the icFSWt to the waiver program. As a
result, a substantial number of persons who had been supported through
the state's icwrms program are now supported by its waiver program. The
number of developmentally disabled persons served through the waiver
and icFmR programs in Rhode Island, however, did not expand
significantly.

In contrast, Florida's strategy for the waiver program was to expand
services to a much broader population rather than using the waiver
program to close imsmis settings. Florida began the 1990s with substantial
waiting lists for services and fewer iCFiMR beds than most of the country
relative to the size of the population with developmental disabilities.
Florida chose to greatly expand the number of persons with
developmental disabilities served to include people who had not been
served or who needed more services. The overwhelming source of growth
has been from the large increase in waiver program recipients, although
Florida has also experienced modest growth in the number of iCFsMR
recipients. The state's increase in waiver program recipients includes
persons who were receiving services from state-only programs and
persons who were not previously served.

Michigan used the waiver program in the 1990s to continue pursuing its
goals of closing large institutions, offering placements for persons leaving
small ICFWmR, and expanding services to those with unmet needs.
Michigan, like Florida, began the 1990s with many persons who needed
but had not received services. Michigan, however, had more icmru
capacity than Florida. Most of Michigan's ICFr/M capacity was in smaller
settings, many of which had been developed to help the state close some
of its large institutions. As a result, Michigan has closed all but about 400
beds in large institutions and significantly increased the number of
persons served. State officials told us that by 1995, Michigan was serving
more individuals in the waiver program than in its IcF/MR program.

vennont s asetherostsateatolosesnilt'siv~sta orts6orenorbeds Neweanmpshree4 the onle
other stae to close ill os liege stae orstasthlons, but it stall t.o onle large potolo asalotioo it
Opreatain.
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Are Changing Their In the continuing evolution of services for persons with developmental
Waiver Programs to Serve disabilities, some states, such as Flonda, Michigan, and Rhode Island, areMore Individuals at Home changing the focus of waiver program services from group home care tomore tailored services to meet individuals' unique needs and preferences

at home. These states and most others began their waiver programs by
providing services primarily in group homes. Recently, siate officials have
come to believe that for many persons, services are best provided on a
more individualized basis in a recipient's home-his or her family's home
or own home or an adult foster care home-rather than in group home
settings. The three states we visited became convinced that this was
possible even for persons with severe disabilities, in part, because of their
success in using this approach in the recently conciuded Community
Supported lUving Arrangements (-s) program.

7

Slightly more than one-half ofall waiver program recipients nationally are
estimated to have been living in settings other than group homes in 1936.8
In each of the three states we visited, many 1915(c) waiver recipients now
live in their farnily's home or their own home. In Florida, more than
one-half of all waiver recipients live in settings other than group homes,
including nearly 50 percent who live in their familys home. The majority
of Michigan's waiver program recipients live in small settings other than
licensed group homes. Just under one-half of Rhode Island's recipients live
in settings other than group homes. Each state expects the percentage of
waiver program recipients living in nongroup home settings to increase.

Officials in the states we visited and other experts told us that serving
individuals with developmental disabilities who live in their own or their
fanily's home and receive less than 24-hour support often requires
changes in the service delivery modeL For example, these settings may
need environmental changes and supports to make them suitable for
persons with developmental disabilities. Such changes could include the
instaliation of ramps for persons with physical disabilities or emergency
commusication technology and other equipment for persons with
communication or cognitive impairments or a history of sewizures who may
need quick assistance. Paid assistance may also be needed to provide a
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variety of other services, such as supervision of or assistance in toileting,

dressing, bathing, carrying out routine chores, managing money, or

accessing public transportation and other community services. Assistance
for such services is often provided on an individual basis rather than for

several persons in a group home. Respite care may also be provided for

family caregivers.

Although the three states we visited have made major commitments to

convert their waiver programs to individualized supports at home, these

changes will require significant change on the part of everyone involved

and could take years to fully implement For example, some public

agencies own or have long-term contracts for the use of group homes or

have encouraged the development of private group homes. In addition,

state officials told us that public agencies and other service providers may

find it difficult to adapt to designing services for each individual living at
home rather than offering services in the more familiar group home

program setting. In addition, some family members and advocates have

expressed concern that the level of funding available for and the range of

services offered under the waiver program may not be sufficient for
individuals who require constant supervision and care.

Med*caid Costs Rose Nationwide, Medicaid costs for long-term care services for persons with
Medicaid Costs Rose developmental disability rose at an average annual rate of 9 percent

During Planned between 1990 and 1995 as states implemented their planned increases in

Expansion in Persons the number of persons served. Costs rose from $8.5 billion in 1990 to
$13.2 billion in 1995. (See table 3.) Most of the increase reflected increased

Served costs for waiver program services, but increased ICF/MR program costs also

were a factor. Waiver program costs grew primarily because more people

were served as per capita waiver costs increased slightly less than

inflation. icF/mR program cost increases resulted solely from growth in per

capita icFarR program costs, which rose somewhat faster than inflation, as

the number of residents declined. In 1995, per capita waiver program costs

($24,970) remained significantly lower than per capita icFrmR spending

(S71,992).9
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Table : Growth In Mediaid
Long-Term Camr Costa for Persons DUollrs in billions
With D.vsopn ntald Dlsablltlea, 1990. Progrnm 1i1 19n4 in
1994, and 19985 To 88A78 $12 06 113M

Warir prograrme 0.846 2.862 3.547

1CF/MR program 7.632 9.222 9 675
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State Costs and Cost
Increases Vary

Table 4: Per Capita Costa and Cost
Incries, Very

In the three states we visited, average per capita costs and average
increases in per capita costs varied according to eacht state's waiver
program strategy and other factors (see table 4). Florida per capita waiver
costS, for example, were among the lowest in the nation, in part, as a result
of the state's strategy to expand services to more persons. According to
state officials, limited resources were stretched to cover as many people
as possible by providing each individual with the level of services required
to prevent institutionalization rather than providing all the services from
which an individual might benefit

Average ennr pen
Inrase In Par capita cost,

Per Capita costa, 194 1990-14

Wedvr ICF/MR Wahivr ICFMR
progrem program progrem program

United States S24,824 864,892 4

Florida 9,955 62,815 9 8

Mirhigan 27,537 E66361 5 1

Rhordelsland 49.884 117,118 27 11
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By contrast, from 1990 to 1994 Rhode Island's per capita costs under the
waiver and IcMRt programs were much higher than the national average.'°

The large increase in per capita waiver program costa resulted because
unlike Florida and Michigan, Rhode Island substituted waiver program
services for persons receiving high-cost icFmEt care and closed its last large
institution. As a result, Rhode Island was serving a substantial number of
persons through the waiver program who had previously received
expensive icwMRi care. At the same time, ICF/MR per capita costs were also
higher, in part, because as the number of people in IcF/mR settings
declined, the fixed costs were spread over a smaller population. In

addition, the population that remained in icF/sm settings was substantially
disabled and required intensive services.

Enrollment Caps and
Management
Practices Helped
Limit Cost Growth

Fixed Agency Budgets

Cost growth has been imited by two factors. First is a cap on the number
of program recipients. Second, states have employed a variety of
management practices to control per capita spending.

Fundamental to waiver program cost control has been the federal
Medicaid rule which, in effect, capped the number of recipients who could
have been served each year. HCFA approves each state's cap, and states are
allowed to deny admission for services to otherwise qualified individuals
when the cap is reached. By contrast, under the regular Medicaid program,
all eligible recipients must be served and no limits exist on the number of
recipients. As a result, waiver caps have given states a greater ability to

control access and thereby cost growth than would have been possible if
they had expanded services through the regular Medicaid progran.

States have also used several management practices to help contain costs.
In the three states we visited, these management practices include fixed
agency budgets for waiver services and linking management of care plan
and use of non-Medicaid services to individual budgets for each person

served.

States have developed fixed agency budgets within limits established
under waiver rules. In Florida, Michigan, and Rhode Island, appropriations
for waiver program and other services are in the budgets of developmental
disability agencies. In Florida, budgets are aliocated among 15 state

. district offices. In Michigan, budgets for serving persons with
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developmental disabilities are allocated among 52 local government
community mental health boards and three state-operated agencies, each
responsible for serving a local area State or local agencies are responsible
for approving individual service plans, authorizing budgets for the costs of
these services, and monitoring program expenditures on an ongoing basis
to elsue rhi total expenditues are within apprupriated budgetary
amounts as the three states transition to a person-centered planning basis
in their waiver programs.

Management of Care Plan
Linked to Individual
Budgets

Use of Non-Medicaid
Services Linked to
Individual Budgets

The three states we visited require that case managers or service providers
in consultation with case managers develop a plan of care linked to an
individual budget for each person being served in the person-centered
platnning approach. This care plan and its costs must be approved by the
state developmental disability agency, state district office, or community
mental health board, depending upon the state. Upon agency approval, the
case manager oversees the implementation of the care plan and monitors
it on an ongoing basis. Significant variation from the plan requires agency
approval and changes in service and budget authorizations. This process
provides more stability for the budget process and allows state agencies to
monitor their overall spending on an ongoing basis and plan for
contingencies to remain within budget levels.

State developmental disability agencies in the three states we visited also
require that case managers build into the care planning process and
individual budget determination the use of non-Medicaid services, both
paid and unpaid. State officials told us that this is a part of better
integration of persons with developmental disabilities into the community
and making it possible to extend available waiver dollars to serve as many
people as possible. When paid services are needed, states try to take
advantage of services funded for broader populations, such as recreation
or socialization in senior citizen centers or the use of public
transportation States also attempt to use unpaid services when possible
by increasing assistance from families, friends, and volunteers. State
officials told us that use of these paid and unpaid services reduces the
need for Medicaid-financed supervision and care.
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Change in Federal
Rule Could Result in
Higher Caps and
Costs

A change in federal mrles could result in high waiver caps on enrollment
and therefore higher costs. Until August 24, 1994, HCFA limited the number
of waiver recipients in a state under the so-called cold bed rule. This rule
required that each state document for HCFA approval that it either had an
unoccupied Medicaid-certified institutional bed-or a bed that would be
built or converted-for each individual waiver recipient the state
requested to serve in its application However, in 1994, HCFA eased waiver
restrictions by eliminating the cold bed rule so that states were no longer
required to demonstrate to HCFA that they had 'cold beds.'

HCFA took this action because it believed that the cold bed rule placed an
unreasonable burden on states by requiring them to project estimates of
additional institutional capacity. HCFA now accepts a state's assurance that
absent the waiver the people served in the waiver program would receive
appropriate Medicaid-funded institutional services. As HCFA recognized
when it eliminated the cold bed rule, this change could result in higher
waiver costs if states elect to increase the number of waiver recipients
more rapidly than before. HCFA, however, recognized that the state budget
constraints could play a restrictive rule in waiver growth.

State officials told us that elimination of the cold bed rule allows them to
expand waiver services more rapidly than in the past, both to persons not
currently receiving services and to others receiving services from
state-only programs. State officials told us that converting state program
recipients to the waiver was particularly advantageous given the federal
Medicaid match)' Officials in Florida and Michigan told us that they are
planning to expand the number of people served in the waiver program
more rapidly than they could have under the cold bed rule. This could
increase costs more rapidly than in the past. Officials in Florida and
Michigan said that they will phase in increases in the number of waiver
recipients to stay within state budget constraints and to allow for a more
orderly expansion of services to the larger numbers of new recipients.
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More Development of
Promising Quality
Assurance
Approaches Needed
to Reduce Potential
Risks

States Continue to Use
Traditional Mechanisms to
Assure Adequate Quality

To increase quality for recipients and families, states are introducing
promising quality assurance innovations while simultaneously building in
more flexibility in traditional quality assurance mechanism These
changes are intended to provide recipients and families with a greater
choice of services within appropriate budget and safety limits. However,
until states more comprehensively develop and test these approaches,
some recipients may face health and safety risks and others may not have
access to the range of choices state programs seek to provide.

One of the most important mechanisms that states use to assure adequate
quality is service standards. Each state, as required by HCFA guidelines,
adopts or develops standards for each waiver service. Waiver standards
are specified in state and local laws, regulations, or operating guidelines
and are enforced by specific agencies. As a result waiver standards reflect
specific state processes and choices in how states assure quality, and are
not uniform across the nation as are ICF/nM standards. (For example, see
app. IV for a summary of how Florida meets HCFA requirements for
speciying waiver standards.) Waiver standards may include professional
licensing standards, minimum training requirements for staff and criminal
background checks for providers. The standards may also include
requirements for certification of group home or other facilities and
compliance with local building codes and fire and safety requirements.

States review providers and services on an ongoing basis and have abuse
and neglect reporting procedures in place. Florida, Michigan, and Rhode
Island, for example, conduct routine and unannounced reviews of
providers. As a result of these reviews, providers can be required to
provide plans of correction for identified problems and implement
improvements. In some cases, providers have lost their certification to
participate in the program. These states also have formal grievance
procedures and a grievance unit, such as a state agency or human rights
committee, to investigate complaints on a statewide, regional, or agency
basis. Through these processes, the states have also identified problems in
quality and taken steps to ensure corrective action.

In addition to state quality assurance efforts, HcFA regional staff conduct a
compliance review of each state's waiver program before its renewal. HCFA
uses a compliance review document for this process. HCFA reviews involve
random selections of recipients for interviews and visits to their homes.
The reviews also involve interviews with and visits to service providera
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and advocates. If HCFA determines that quality is not satisfactory, it can
require that a state take corrective action before a waiver can be renewed.

States Are Introducing
Innovations to Promote
Better Quality for
Recipients

States are taking steps to develop or enhance existing mechanisms to
promote better quality in waiver program services. Many of these
mechanisms were used in the recently concluded CSLA program to provide
individualized services to people at home and are now being incorporated
into the home and community-based waiver program even for persons
with substantial disabilities. Advocates, family members, and recipients
have been generally positive about this shift to support individuals in more
integrated community settings.

Person-centered planning is a key element of providing better quality in
waiver services, according to officials in the three states we visited and
national experts. The planning process and the resulting plans are
individualized to incorporate substantial recipient and family input on how
the individual will live and what assistance the individual will need. The
case manager, called support coordinator in some states, has primary
responsibility in person-centered planning, which includes working with
the recipient to develop the plan, arranging for needed services,
monitoring service delivery and quality, and revising the plan as necessary.
A budget for the individual is established to provide the services identified
as appropriate and cost-effective. Recipients and case managers choose
providers on the basis of their satisfaction with services. State officials
told us that this approach not only gives recipients more say in how they
are served but that the resulting competition motivates providers to
increase service quality.

Linking persons living in the community with volunteers who can provide
assistance and serve as advocates is seen as another important mechanism
for promoting quality. For example, some states, including the three we
visited, have a circle of friends or similar process for individual recipients.
A circle of friends is a group of volunteers, which can include family,
friends, community members, and others, who meet regularly to help
persons with disabilities reach their goals. These volunteers help plan how
to obtain needed supports; help persons participate in community, work,
or leisure activities they choose; and try to help find solutions to problems.
By integrating recipients in the community, recipients have more choice
and can get better quality services, according to national experts and state
officials we interviewed. This community integration increases the number
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of persons who can observe and identify problems in service quality and
notify appropriate officials when there are deficiencies.

Because program quality depends on the active participation of recipients,
families, and service providers, states are also providing substantial
trsin nr to these groups to encourage a-id s-trengther. their participation
Training can include informing recipients and families of available service
providers, procedures for providing feedback about services, and steps to
take if quality is not improved Training for service providers may focus on
reinforcing the fact that the recipient and family have the right to make
choices about services and that staff must be responsive to those choices
unless they are inappropriate for safety concerns or for other compelling
reasons, such as available financial resources.

States are also modifying how they monitor quality. Traditionally, they
emphasized compliance with certain criteria, such as maintaining a
minimum level of staff resources and implementing standard care
processes. Some states are focusing their quality monitoring more on
outcome measures for each individual while still assessing providers'
compliance with program standards. For example, states, including the
three we visited, are trying to determine whether the recipients are living
where and with whom they chose, whether they are safe in this
environment, and whether they are satisfied with their environment and
the services they receive.

States are also attempting to make their oversight less intrusive for the
recipients. For example, some states use trained volunteers to interview
recipients at their homes on a periodic basis to check the quality of
services received In other instances, although case managers are required
to meet recipients on a regular basis, meetings can be arranged at the
recipient's convenience, including in the evening or on weekends or at a
place the recipient likes to meet at, such as at his or her home or local
park or library. Case managers talk with the recipients and their families
about the quality of the services they receive and take any actions
necessary to correct deficiencies.

Some Recipients May Face While officials in the three states we visited and other experts agree that
Avoidable Risks Until many persons prefer services provided at home to services provided in
States More Fully Develop institutions or other group settings, they also note that providing services

and Implemet Evolving at home presents unique problems in ensuring quality. Because the newand ohplement Evolving focus is on providing individual choice, the types of services that are
Approaches to Quality
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offered and the means for providing these services can vary greatly. To
promote quality and ensure that minimum standards are met requires a
broad range of approaches.

Although states continue to develop quality assurance mechanisms, state
officials acknowledge that these are not yet comprehensive enough to
assure recipient satisfaction and safety. In the three states we visited, state
officials and provider agencies told us that they are still developing
guidance and oversight in a number of key areas. Michigan, for example, is
revising its case management standards and statewide quality assurance
approaches. Rhode Island is developing a more systematic monitoring
approach statewide, and Florida is continuing to implement and evaluate
its independent service coordinator approach

One of the greatest difficulties in developing quality mechanisms for
services in alternative settings is balancing individual choice and risks."

2

Where greater choice is encouraged and risks are higher, more frequent
monitoring and contingency planning need to be built into the process. Yet
some professional staff and agency providers in the states we visited
believe that they do not have sufficient guidance on where to draw the line
between their assessment of what is appropriate for the disabled person
and the individual's choice. For example, some persons with mental
retardation cannot speak clearly enough to be understood by people who
do not know them; cannot manage household chores, such as cooking in a
safe maimer, or have no family member to perform overall supervision to
keep them from danger. Yet these people express a desire to live
independently, without 24-hour staff supervision.

Florida, Michigan, and Rhode Island each attempt to customize supports
to reduce risks for individuals who live in these situations. They may
arrange for roommates, encourage frequent visits and telephone contact
by neighbors and friends, enroll individuals in supervised day activities,
install in-home electronic access to emergency help, and provide paid
meal preparation and chore services. As this new process evolves, states
and providers seek to develop a better understanding of how to manage
risks and reduce them where possible. This should lead to improved
guidance for balancing risks and choices for each recipient's unique
circumstances
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Determining what recipients' choices are can be difficult for a number of
reasons. First many of these individuals have had little experience in
making decisions and may also have difficulty in communicating. In
addition, some recipients have complained that they are not being
provided the fange of choices to which they should have access and that
quality monitoring is too frequent or intrusive despite the changes states
have introduced. However, concern has been expressed that quality
assurance is not rigorous enough to reduce all health or safety risks and
that the range of choices is too great for some individuals '

3

State officials and other experts we interviewed have emphasized the need
for vigilance to protect recipients and ensure their rights. They have been
especially concerned with assuring quality for recipients who are unable
to communicate well and for those who do not have family members to
assist them The states we visited are taking special precautions to try to
assure quality in these cases-such as recruiting volunteers to assist and
asking recipient groups to suggest how to assure quality for this vulnerable
population. However, state officials and HCFA agree that more development
of quality =asurance approaches is needed.

Agency Comments Officials from the Office of Long-Term Care Services in HCFA's Medicaid
Bureau and from Florida, Michigan and Rhode Island reviewed a draft of
this report They generally agreed with its contents and provided technical
comments that we incorporated as appropriate.
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We are sending copies of this report to the Secretary of Health and Human
Services; the Administrator, Health Care Financing Administration; and
other interested parties Copies of this report will also be made available
to others upon request

If you or your staff have any questions, please call me at (202) 512-7119;
Bruce D. Layton, Assistant Director, at (202) 512-837; or James C.
Musselwhite, Senior Social Science Analyst, at (202) 512-7259. Other major
contributors to this report inciude Carla Brown, Eric Anderson, and
Martha Grove Hipskind.

William J. Scanlon
Director, Health Systems Issues
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Appendix I

Scope and Methodology

We focused our work on Medicaid 1916(c) waivers for adults with
- developmental disabilities. We also examined related aspects of

institutional care provided through Icnas, state plan optional services, and
the csLA program, all under Medicaid.

To address our study objectives we (1) conducted a literature review,
(2) interviewed national experts on mental retardation and other
developmental disabilities, (3) collected national data on expenditures and
the number of individuals served, and (4) collected and analyzed data from
three states. National experts interviewed included officials at HCFA; the
Office of the Assistant Secretary for Planning and Evaluation (AsrE) in the
Department of Health and Human Services; the Administration on
Developmental Disabillties; the President's Committee on Mental
Retardation; the National Association of Developmental Disabilities
Councils; the Administration on Aging; the National Association of State
Directors of Developmental Disabilities Services, Inc. (NADDDS); and the
ARC, formerly known as the Association for Retarded Citizens. We also
interviewed researchers at University Affiliated Programs (uAp)u on
developmental disabilties at the Universities of Illinois and Minnesota and
Wayne State University.

We conducted our case studies in Flocida, Michigan, and Rhode Island. We
chose these states for several reasons. The three states provide a range of
state size and geographic representation. Each state has a substantial
developmental disability waiver program that serves more people than its
ICFrMR program. Experts told us that these states would provide examples
of different state strategies for utilizing the Medicaid waiver. This included
their policies regarding large and small institutions as well as the design
and implementation of their waiver programs. The three states also have
important differences in the administrative structure of their
developmental disability programs. Rhode Island administers its waiver
program statewide through the Division of Developmental Disabilities in
the Department of Mental Health, Retardation and Hospitals. Florida
places statewide administration and oversight responsibility for its waiver
program in Developmental Services, the Department of Health and
Rehabilitative Services, but operational responsibility rests with its 15
district offices of Developmental Services. Michigan places statewide
administration and oversight responsibility for its waiver programs in the
state Department of Mental Health, but operating responsibilities rest with
52 Community Mental Health Boards (cMHs), which are local government
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entities covering one or more counties and three state-operated agencies
each responsible for serving a local area Florida district offices and
Michigan cmais have discretion in the design and implementation of
waiver program and other services within the broad outlines of state
policy.

We visited each state to conduct interviews with state and local officials,
researchers, service providers, advocates, families, and recipients. These
interviews included state Medicaid officials and developmental services
officials and officials in agencies on aging and developmental disability
councils. In Florida, we also visited state district offices in Pensacola and
Tallahassee to conduct interviews with district government and
nongovernment representatives. In Michigan, we visited the Detroit-Wayne
and Midland/Gladwin cmHBs to conduct interviews with government and
nongovernment representatives. We followed up with state agencies to
collect additional information.

The national waiver and icF/?R program expenditure and recipient data
used in this report are from the uAIM on developmental disabilities at the
Research and Training Center on Community living, Institute on
Community Integration, at the University of Minnesota The Institute
collects these data, with the exception of ICFrMR expenditures, directly
from state agencies. The Institute uses icF/mra expenditure data, compiled
by the Medstat Group under contract to HcFA. National data from the
Institute were available thmugh 1995. The expenditure and recipient data
we report for Florida, Michigan, and Rhode Island were provided to us by
the state agencies responsible for developmental services and the
Medicaid agencies. The latest complete data available from these three
states were for 1994. We therefore used 1994 national data for comparison
purposes.

Some differences occur in the recipient counts among the national data we
used from the Institute and data we collected from agencies in Florida,
Michigan, and Rhode Island. These differences could affect some aspects
of our comparisons of national trends and trends in the three states,
Institute data on recipients show the total number of persons receiving
services on a given date-June 30 of each year-whereas data for the
three states show the cumulative number of persons receiving services
over a 12-month period. Therefore, data supplied by the states could result
in a larger count of program recipients than the methodology used by the
Institute. This could have the impact of making per capita expenditure
calculations smaller for the state data than for the national data. Our
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comparisons of data from the two sources, however, showed few
substantial differences in the data for the three staes

We excluded children from our analysis because (1) their needs are
different in many respects from those of adults, (2)family responsibilities
for the care of children are more couprehensive thamn for adults, and
(3) the educational system has the lead public responsibility for services
for children. Recipient and expenditure data in this report, however,
include some children because it was not possible to systemitatically
exclude them. However, the percentage of children in these services is
small. In 1992, for example, about 11 percent of Icr/Ma service recipients
were less than 21 years old.'

We conducted our review from May 1995 through May 1996 in accordance
with generally accepted government auditing standards.
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Appendix H

Medicaid Waiver Program Services Offered
for Persons With Developmental Disabilities
in Florida, Michigan, and Rhode Island

States, with HCFA'S approval, choose which services they offer through
waiver programs and how the services are defined. States can choose from
a list of standard services and definitions in the HCFA waiver application or

design their own services. In designing their own services, states can add
new services or redefine standard services. States can also extend optional

services to offer more units of these services to waiver program recipients
than are available to other recipients under the regular Medicaid program.

The three states we visited chose to offer a number of standard services

under their waiver programn Each state also modified the definition of

some standard services that it provides or offered services not on the
standard waiver list. (See fig 1. 1.) For example, Florida modified the

definition of case management to include helping individuals and families
identify preferences for services. Florida also added several nonstandard,
state-defined services such as behavior analysis and assessments and
supported living coaching. Rhode Island's modified definition of

homemaker services includes a bundle of services often offered

separately, including standard homemaker services, personal care
services, and licensed practical nursing services. Rhode Island also added
nonstandard services to provide minor assistive devices and support of

family living arrangements. Michigan modified the standard definition of
environmental accessibility adaptations to include not only physical

adaptations to the home, but to the work environment as welL Michigan
also recently added a new state-defined service, community living
supports, which is a consolidation of four services-in-home habilitation,

enhanced personal care, personal assistance, and transportation-
previously provided separately. Florida and Michigan also chose to offer
several optional services in their waiver programn
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Figure NA: Waiver Progrem Services Providd In Florida Rhode Island, and Michigen

r | X ~~~~~~~l 5

. [
Services Used From Standard Waiver List Extensions of State Plan Optional Services

Adut Companion Services O Dental O

C~ase Manage ant U 03 _ Enhanced Medical Equipment and

Chore Services rn Supplies 0

Day Habilitation 03 0 Oncupatonal Therapy 0

Educational ServIces 0 Physical Therapy 3

Environmental Accesaibilty
Adapations O * * Prescnbed Drugs 0

Family Training 0 Speech Therapy 0

Homemaker 0 * Nonstandard Waiver Servicee Provided by States

Personal Cam Services 03 Behevior Analyss and As essments 0

Pemonal Emergency Renponre
System (PERS) 0 O Communnty Lining Supports 0

Prenocational Serviaces O Day Training 0

Private Duty Nursing 0 0 Femily Living Arrangemenbo 0

Residential Habuitation 0 0 Minor Aestie Devinces

Respte Cara 0 0 0 Nonresidential Support 0

Skilled Nuraing 0 Psyconalogial Services 0

Specialized Medical Equipment and
Supplies 0 Specia Medical Home Care 0

Supported Employment Services 0 0J Specrialed Homemaker 0

Transportation 0 Supported Living Coaching 0

O Samk Ofered
* State Dntion Diners From rShndard HCFA Dofirlinion
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Ibe HCFA definiion for each standard waiver service offered in Forida,
Michigan, and Rhode Island is shown in appendix III.
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Appendix mI]

Standard Services as Defined in HCFA's
1915(c) Waiver Application Format

This appendix shows HCFA's definition for each standard waiver service
offered in Florida, Michigan, and Rhode Island. These service names and
definitions are written as they appear in the latest version of the HCFA

1916(c) waiver application format, dated June 1995. Because states have
the flexibility to modify these definitions, the definitions and how services
are imopleniented vary among the states.

GAOMERS-9s-120 W.e- Pam- rof DeosIp-t.y Dt.bWP.a so



450

App-.i. il
_-.1 - Desd s UCFVA'.

131(.) Wskee A tpeds Pse

Adult Companion Services Non-medical care, supervision end
socielioesion, provided to a functionnaly impaired adult.
fmmpanions may assist or supervise the individual with such tasks
as meal preparation. laundry and shmppimg, but do met perfor these
mctucities as discrete seevices. The provision of comepanion
estvicee de-a mot entail hand--on nursing mare Providers may also
perform light hmusekeeping ts s which sre incidental to the care
end supervision of the individul. This service is provided in
accordance with a therapeutic goal in the plan ef care. and is not
pucely diver-ional in nature

Cese e.anspeneni Services which sill .assit individ-ale ohm
maceims waiver services in gaining access to needed waiver and
other Sate plan services. as well ma nesded medical. social,
eduictmonal and othei seiices., regrdless of the funding source
for the services to which acces is gained.

Chore services nervinos needed to maintain the home in . a mle,
sanitary and safe environment This sarvice includes heavy
household chores auch as washing floors, windows and walls. tacking
down loose rues and tiles. omovng heavy ites of furmiture in order
cm provide safe access and egress These services will be provided
only in cases where neither the individual. nor anyone else in the
household, is capable of performing or financially providing for
them, and where no other relative, caregiver. landlerd.
_cm.unit/vclunteer agency. or third party payor is capable vf or

responsihle for their provision In.The cas of rectal property.
the respensibility of the landlord, pursuant to the lease
agreement, will be examined prior to any authorieation mf servica

anvitnomenol accessibility adaptations: Those physical
adaptations ho the home. roguired by the individualsy plan of care.
which are necessaty to ensure the health welfare and safety of the
individual. orcwhich enable the individual to fuoctioc with greater
independence in the hone, and without which, the individual would
require-inottutionclieation Such adaptations my include the
installation of ramps and grab-bar., widening of doorways,
mdificstin cf baitroom facilities. or installation cf specialized
electric and plumbing sys-ms which are n.cessary me accoesodate
the medicoS eguipoent and supplies which are necessary for the

elfero of the individual. d acluded are those adaptations or
improvements ct the home which are of general utility, and are mom
of direct medical or remedial benefit to the individual. such as
carpetingI roof repair. cntral air conditioning. etc Adapteisons
thici add to the metal aguare footage of the hone are excluded from
this benefit All services shall bh provided in mcccrdce uth
applicable Stato or local building codes

Fa ily Trainung Training and counselicg services for the families
of individuals served on this aiver. For purposea of this
service, family is defined as the parsons wh. live with or
provide care toaperson served on the waiver, and may include
parents pouse, children, relatives, foster family. or in- laws.

Family does not inclode undividuols who are employed to rare for
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reolem s end use of equipment spooifled it the plan of care, end
shall include updates as necessary to safely meintain the
individa 1t home. All family -rnimio mus he included in the
individu e's written plum of care

Hebilistion Services designed in assist individuels in
ecquicing, reteinineg md improving the self-help, sccielieetiom end
adaptive skills necesssy To reside successfully in tame end
coosonity-based settings This service includes:

-- nesidentisl habilistion Assistence mith acquisition.
reten ' "or iprove-ent in skills related to ativities of
doily living. suchas personal grooming end cleanl iessh bad
makine end household choes. esting end the preoction of fend,
and the social end ndaptive skills necessery to enable the
individuel to cesids iaton- institutuotl setting. Payments
for restidentl hahbilitatiom are not ends for room end board
the cost of facility mauntenane. upheep end iprovment othec
then sush costs for adific-tions or adaptetio.s to a feciluty
required to assure the health end safety of re-idete, or to
meet the requirmns of the applicsble life esfety cede.
Payment far resident-il hebilitatiom does not include payments
made, directly or indirectly, to me brs of the lodividuel's
immedinte family. Payments ill not he made for the routine
rare end supervision ehich mould he empected to hb provided by a
fami ly or grou p home proider, orfraciiie rspervisio
for which e payment is made by soudrce cerhen or edisid.

Day habil itetion Asistenoe with ecquisution. retention, or
improvement in self-help. socisliestiom end adaptive skills
shinh tokes plane to a moo-residential setting, separate from
the home or facility in which the individual resides Services
shall noomally he furnished 4 or mre hours per day on a
regularly scheduled hosts, fur 1 or more days per seek unless
provided es en -djunot to other day activities itcluded in en
individuel's plsn of cae. Pay habilitatiom services shel
focus on enabling the individual toattait or maintain his or
her samen fu..ntin.l level end shall he coordimnted mith amy
physial, -occupetinel. or speech therepies listed in the plen
of care. Inadditiam, they may serve to reinforce stills or
lessons sught i, school. rher-py, Or other setings.

Prevacetiomel services not svailable under a program funded
udr sectio ill oIftthe Oehahllirs... ot of1 197 or sectionu r2(16 d med 171 of the Idihviduel1 sith Diisbilities Education

Act (21 USnC. 1401 (16 end 17)). Services re simad at
preparing en individmal for paid or unpeid emplaoyent hot are
not job-task oriented services include teathing such con.ept.
as complienco ettendance, task ompletuan problem solving end
safety. Prvocettonal services are provided to persons met
empected to he able to jmoi the gente.l mark farce or
participate in a transitional sheltered workshop mithin one year
leAcluding supported mloynt pogre). Pr-vocational
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ser-ices ore available only to individuols who hove prei.o.sly heo.
diacharged from a StF [skilled norsing facility) IC. [itermedate
care tocility). 5F [oursinc facilityl or yCFIn 4In-er-ediate care
fcility for mental retrdaticci. Activities included in thia

rvice are not lnirliW directed at teaching specific job kills.,
hot at underlyino htbilicative gools. such as attention spac and
etnr okills. All prevocarioil serviceosi 11 be collected in the
individnal's plan of care ao directed to habilitative. rakher than
opliocit employment objectives.

-ducational services, chich consist if speciel ed-uccioc and
related services as defined in setions (15) and (11) of the
Individuels a ih Disabilities EdAcetion Act, to the extent to
which they ore net available coder a program funded by ennA.

- pported employment serviceswhich consist f paid cplyment
for personn for whom cnnpetitive employment at orabvethe
minim sage is unlikely. end who. beciuse of their
disabilities, need ictensive onoing supportt performin a
work setting. nipprted employment is conducted i a variety of
settings, particuarly work sites in which persons eithout
disabilities ore smployed tupporled mmployment icludes
activities needed to sustain paid cork by individuals receivicg
waiver services, including siperisio and traning. Whe
oupporned employmect sertices are prvoided at a sorb site in
chich persons winheat disabilities are mployed, payment sill be
made only for the adaptation, supervsion and training reguired
by individuals receiving waiver services asaresult of their
disabilities. ard eill lot inclode p.ymeci for the supervisory
etnivities rendered as a normal port of the business setting
hupported emplymect services furniohed ucder the waiver are tno
availeble under a progran funded by either the Rehabilitation
Act of 1973 or P.L. 94-142.

Homemaker: Services consisting of general household activitins
(meal reparation and routine household care) provided by a trained
homemaker, when the individul regularly responsible for these
activities its tprarily ahoent or nnable to manage ihe home and
care for hin or herself or others in the hone. Hovemakers stall
seen such standards of edication and training as are established by
the state for the provisiun of these actvites.

Personal care services: Assistance ih eating, bathing. dresoino.
personal hygiene, actiities of daily lving. This service may
include asssisnrce with preparatic cf meals. but dces not inclide
the unit of the meals thennelves ohen pecified in the plan of
care. this service mapy lse include such h.osekeeping chores as
bedmakino dsting andnacuming, which are incidental no the cre
furnished. or hich ee essen. tl to the health and welfare ef the
individual, rather then th. individnalt family. Personal care
providers most meet Scne standards fr this ervice

Personal imergency Response Syste- (-PES): PERS is an electronic
devite shinh enables certain individuals at high risk of
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institutionalizatin to ere help i n emergeny. The
inoividuat say also wearsaportobue 'heip'o utito to sunow for
nbuli.ty The ysten is rongeoted to the person's phone ond

programed to sisnal a response netter once a help button is
rtivated. The reoponso renter it staffod by traitod

professionals. PEn sorvites are hooited to thoso individuals who
livo alono, or who are lots for sugnificont parts of the doy, ond
have no regular raregiver for ootended periods of tins, end who
would otherwise require extensuve routino supervision

Private duty orsing: Individual end rontinuous rare (in contrast
to port ti-e or intermittent tore) provided by liro.oed nurses
within tho snipe of Stste lew These servioss -re provided to o
individusl nt hone.

Respite rare Servires provided to individuals nable to rare for
theeelves; furoished one short-term basis hersoso of the absents
or need for relief of those persons normally providing theosre.

siilled utsing Seorvices listed iu the plan of csrewhirh ore
within the sope of the Stst's Nurse Practioe Art end are provided
by d registered professionsl nurse. or lirensed prartiral or
vocationol nurse under the supervision of a registered nurse
litensd to practice in ths stato.

Sponielined Mediual Equipment end Supplies Speoislized oedirot
equipment end supplies itolode devis ntol r a .
sPe.ifdin the pen of c . which e le indivudusl to noros
thoir abilities to perform artivities of daily livin.g or to
porroive. control, or communicateoith thee viro- ttin thioh
they live. This servioo also itoludos ite-s neresosry for lifo
support. enoillory supplies end equipment necessary to tho proper
funotioning of such items, end durable end non-durablo mediost
equipment tot av-ilablo under the Medicoid tstte pln. Itens
reiMbursed with waiver funds shall be in addition to eny sedicol
equipment end supplies furnished under the itate plen end shall
exclude those items whioh ere not of dirert .edicel or oemedis1
benofit to the individul. All items shall meet applicable
Stendatds Of f nufeoture, design, end installtion.

Trensportation: servie offered in order to enable individuels
served no tho oaiver to gain acceso to woiver sod other co-uity
services, actuvitie nsod resouroes. opeified by the plot of oto.
This oervice is offered in addition to modiral toansportation
r Pquired under 42 CFR 431.53 end trn rt o nde th

_rt le.dfined ci 42 440.1ll4s) (if oPploblo.).ed sat o
replsoe then. Trensportation servioes under tho wauver shall ho
offered in accordance with individual's plen of rare. Wenever
possible family neighbors, friendo, or community sgencies which
can provide thio servite without charge will ho utiliood.

ixtended State plan servics: Tho followtng servuoos. avsilable
through the approved stote plot, will be provided. ecept thst the
limittiuons on aoont. duration end soope spocifiud it the plen

GAOxEns-ai20 Wsle P as the Do.-lsesgly DissidP.b So



454

Appedi. M
St.d.ed Se&ee s Dneoed in HCFA's
1915(e) WW-ee App til.es Fana

will not apply. Services will be as defined aod described in the
approved State plan. The provider qualifications listed in the
plea will apply, and are hereby incorporated iota this waiver
requeat by reference These services will be provided under the
SO-- plan until the plan lmian i..ons haee been reached.

- Physical therapy services
-Occupatioal therapy services
Speech, hearing and language services
Prescrihed dross
Other State plan services

P7GADAHEBS-D Wae. Pega- fe Deels.._11y DisabkedP. 7
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Appendix IV

Licensure, Certification, and Other
Standards for Waiver Program Services

HCFA requires that each state specify licensure, certification, or other
standards for each service in its waiver application These requirements
are detailed in state and local laws, regulations, or operating guidelines
and enforced by state and local agencies. Such requirements may include
professional standards for individuals providing services, minimum
tAdiring requirements, crimial background checks, certification for
facilities, local building codes, and fire and health requirements. For
example, the information below shows how Florida addresses HCFA
requirements for licensure, certification, and other standards for each of
its waiver program services. The information, unless otherwise noted, was
obtained from Florida's Department of Health and Rehabilitative Services'
July 1995 Services Directory, which provides the details of service
standards in Florida's approved waiver. "

Services

Behavoral Analysis and
Assessment

Provider Types Psychologists, clinical social workers, marriage and family therapists,
mental health counselors, or providers certified by the Department of
Health and Rehabilitative Services (HRs) Developmental Services (DS)
Behavior Analysis Certification program.

Licensure/Registration Psychologists shall be licensed by the Department of Business and
Professional Regulation is accordance with Chapter 490, Florida statutes
(F.S.). Clinical social workers, marriage and family therapists, and mental
health counselors shall be licensed in accordance with Chapter 491, F'S.
Others must be certified under the HRS Behavior Analysis Certification
program.

Other Standards Background screening is required for those certified under the HRS
Developmental Services Behavior Analysis Certification program.

'All p- d Of Deprrteil Semnic (DS) -vr - , muet be rertifmd by the dikr 1-1
Deps~ of Heslth and Rd1bdiwhu S.end.i (HRS) DS prog Offke.
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Chore

Provider Types Home health agencies, hospice agencies, and independent vendors

Ucensure/Registration Home health and hospice agencies must be licensed by the Agency for
Health Care Administration. In accordance with Chapter 400, Part IV or
Part VI, Fs Independent vendors are not required to be licensed or
registered.

Other Standards Independent vendors must have at least I year of experience working in a
medical, psychiatric, nursing, or child care setting or working with
developmentally disabled persons College or vocational/technical
traning equal to 30 semester hours, 45 quarter hours, or 720 classroom
hours can substitute for the required experience. Background screening
required of independent vendors.

Companion

Provider Types Home health agencies, hospice agencies, and independent vendors.

Ucensure/Registration Home health and hospice agencies shall be licensed by the Agency for
Health Care Administration, Chapter 400, Part IV or Part VI, Fa

Independents shall be registered with the Agency for Health Care
Administration as companions or sitters in accordance with Section
400.509, Fs.

Other Standards Background screening required for independent vendors.

Day Training (Adult)

Provider Types

Ucenisure/Regitration

Other Standards

Centers or sites designated by the district os office as adult day training
centers

Licensureegistration is not required.

Background screening required for all direct care staff.

P.p so
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Environmental
Modifications

Provider Types Contractors, electricians, plumbers, carpenters, handymen, medical supply
companies, and other vendors.

Licensure/Registration Contractors, plumbers, and electricians will be licensed by the Department
of Business and Professional Regulation in accordance with Chapter 489,
F.s. Medical supply companies, carpenters, handymen, and other vendors
shall hold local occupational licenses or permits in accordance with
Chapter 205, Fs.

Other Standards None.

Homemaker

Provider Types Home health agencies, hospice agencies, and independent vendors.

Licensure/Registration Home health and hospice agencies shall be licensed by the Agency for
Health Care Administration in accordance with Chapter 400, Part IV or
Part VI, Fs. Independent vendors must be registered as homemakers with
the Agency for Health Care Administration in accordance with Section
400.509, Fs.

Other Standards Background screening required for independents.

Nonresidential Support

Provider Types

Licensure/Registration

Other Standards

Independent vendors and agencies.

Licensuretregistration is not required.

Independent vendors must have at least I year of experience working in a
medical, psychiatric, nursing, or child care setting or in working with
developmentally disabled persons. College or vocational/technical training
that equals at least 30 semester hours, 45 quarter hours, or 720 classroom
hours may substitute for the required experience. Agency employees
providing this service must meet the same requirements. Background

Pra. 40 GtOMER&W120 W.1- P-V- f- D-�Ip-tn, DI-bid
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screening required of agency employees who perform this service and of
independent vendors.

Occupational Therapy and
Assessment

Provider Types Occupational therapists, occupational therapy aides, and occupational
therapy assistants Occupational therapists, aides, and assistants may
provide this service as independent vendors or as employees of licensed
home health or hospice agencies.

Licensure/Registration Occupational therapists, occupational therapy aides, and occupational
therapy assistants shall be licensed by the Department of Business and
Professional Regulation in accordance with Chapter 468, Part HI, Fs. and
may perform services only within the scope of their licenses. Home health
and hospice agencies shall be licensed by the Agency for Health Care
Administration in accordance with Chapter 400, Part Iv or Part VI, F.S

Other Standards None.

Personal Care Assistance

Provider Types

Licensure/Registration

Other Standards

Home health and hospice agencies and independent vendors.

Home health and hospice agencies shall be licensed by the Agency for
Health Care Administration in accordance with Chapter 400, Part IV or
Part VI, F.S Independent vendors are not required to be licensed or
registered.

Independent vendors shall have at least I year of experience working in a
medical, psychiatric, nursing, or child care setting or working with
developmentally disabled persons. College or vocational/technical training
that equals at least 30 semester hours, 45 quarter hours, or 720 classroom
hours may substitute for the required experience. Background screening is
required of independent vendors
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Personal Emergency
Response System (PERS)

Provider Types Electrical contractors and alarm system contractors.

Urensure/Registration Electrical contractors and alanr system contractors must be licensed by
the Department of Business and Professional Regulation in accordance
with Chapter 489, Part 11, Fs.

Other Standards None.

Physical Therapy and
Assessment

Provider Types Physical therapist and physical therapist assistants. Physical therapist and
assistants may provide this service as independent vendors or as
employees of licensed home health or hospice agencies.

Licensure/Registration Physical therapists and therapist assistants shall be licensed by the
Department of Business and Professional Regulation in accordance with
Chapter 486, F.a, and may perform services only within the scope of their
licenses. Home health and hospice agencies shall be licensed by the
Agency for Health Care Administration in accordance with Chapter 400,
Part IV or Part VI, Fs.

Other Standards None.

Private Duty Nursing

Provider Types

Ucensure/Registration

Other Standards

Registered nurses and licensed practical nurses. Nurses may provide this
service as independent vendors or as employees of licensed home health
or hospice agencies.

Nurses shall be registered or licensed by the Department of Business and
Professional Regulation in accordance with Chapter 464, F s. Home health
or hospice agencies shall be licensed by the Agency for Health Care
Administration in accordance with Chapter 400, Part IV or Part VL, F.S.

None.
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Psychological Services

Provider Types Psychologists.

Ucensure/Registration Psychologists shall be licensed by the Department of Business and
Professional Regulation, Chapter 490, FS.

Other Standards None.

Residential Habilitation

Provider Types Group homes, foster homes, and adult congregate living facilities and
independent vendors.

Licensure/Registration Group and foster homes facilities shall be licensed by the Department of
Health and Rehabilitative Services in accordance with Chapter 393, Ft.
Adult congregate living facilities shall be licensed by the Agency for Health
Care Administration in accordance with Chapter 400, Part m, Ft.
Licensure or registration is not required for independent vendors.

Other Standards Independent vendors must possess at least an associate's degree from an
accredited college with a major in nursing education; or a social,
behavioral, or rehabilitative science. Experience in one of these fields
shall substitute on a year-for-year basis for required education
Background screening required of direct care staff employed by licensed
residential facilities and independent vendors.

Respite Care

Provider Types

Licensure/Registration

Group homes; foster homes; adult congregate living facilities; home health
agencies; hospice agencies; other agencies that specialize in serving
persons who have a developmental disability; and independent vendors,
registered nurses, and licensed practical nurses.

Group and foster homes shall be licensed by the Department of Health and
Rehabilitative Services in accordance with Chapter 393, F5. Adult
congregate living facilities shall be licensed by the Agency for Health Care
Administration in accordance with Chapter 400, Part m, F5. Home health
and hospice agencies shall be licensed by the Agency for Health Care
Administration in accordance with Chapter 400, Part IV or Part Vl, Ft.
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Nuses who render the service as independent vendors shall be licensed or
registered by the Department of Business and Professional Regulation in
accordance with Chapter 464, ps. Ucensure or registration is not required
for independent vendors who are not nurses.

Other Standards Background screening is required of direct care staff employed by licensed
residential facilities and other agencies that serve persons who have a
developmental disability and of independent vendors who are not
registered or licensed practical nurses. Independent vendors who are not
nurses must have at least I year of experience working in a medical,
psychiatric, nursing, or child care setting or working with developmentally
disabled persons. College or vocational/technical training that equals at
least 30 semester hours, 45 quarter hours, or 720 classroom hours may
substitute for the required experience.

Skilled Nursing Care

Provider Types Registered nurses and licensed practical nurses. Nurses may provide this
service as independent vendors or as employees of licensed home health
or hospice agencies.

Ucensure/Registzation Nurses shall be registered or licensed by the Department of Business and
Professional Regulation in accordance with Chapter 464, Fs. Home health
and hospice agencies shall be licensed by the Agency for Health Care
Administration in accordance with Chapter 400, Part IV or Part VI, Fs.

Other Standards None.

Special Medical Home
Care

Provider Types

UcensureLlegistration

Group homes that employ registered nurses, licensed practical nurses, or
licensed nurse aides.

Group homes shall be licensed by the Department of Health and
Rehabilitative Services in accordance with Chapter 393, Fs. Nurses shall be
registered or licensed by the Department of Business and Professional
Regulation in accordance with Chapter 464, Fs. and may perform services
only within the scope of their license or registration.
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Other Standards Background screening required of direct care staff employed by licensed
group homes.

Specialized Medical (See Florida's approved waiver renewal application for 1993-98.)
Equipment and Supplies

Provider Types Medical supply companies, licensed pharmacies, and independent
vendors.

Licensure/Registration Pharmacies must be licensed by the Department of Business and
Professional Regulation in accordance with Chapter 465, Fs. Medical
supply companies and independent vendors must be licensed under
Chapter 205, F.S

Other Standards None.

Speech Therapy and
Assessment

Provider Types Speech-language pathologists and speech-language pathology assistants.
Speech-language pathologists or assistants may provide this service as
independent vendors or as employees of licensed home health or hospice
agencies.

Licensure/Registration Speech-language pathologists and pathology assistant shall be licensed by
the Department of Business and Professional Regulation in accordance
with Chapter 468, Part 1, FS. Home health and hospice agencies shall be
licensed by the Agency for Health Care Administration in accordance with
Chapter 400, Part TV or Part Vl, Fs.

Other Standards None.

Support Coordination
(Case Management)

Provider Types

Licensure/Registration

Single practitioner vendors or agency vendors.

Licensure is not required.
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Other Standards Single practitioners and support coordinators employed by agencies shall
have a bachelor's degree from an accredited college or university and 2
years of professional experience in mental health, counseling; social work,
guidance, or health and rehabilitative programs. A master's degree shall
substitute for 1 year of the required experience. Providers (single
practitioners and agency directors/managers) are required to complete
statewide training conducted by the Developmental Services Program
Office, as well as district-specific training conducted by the district Ds
office. Support coordinators employed by agencies are also required to be
trained on the same topics covered in the statewide and district-specific
training; however, this training may be conducted by the support
coordination agency if approved by the district and the agency trainer
meets specific requirements described in Chapter 10F-13, Florida
Administrative Code.

Supported Living Coaching

Provider Types Independent vendors and agency vendors.

1Ucensure/Registration Licensure is not required.

Other Standards Independent vendors and employees of agencies who render this service
shall have a bachelor's degree from an accredited college or university
with a major in nursing; education; or a social, behavioral, or rehabilitative
science or shall have an associate's degree from an accredited college or
university with a major in nursing; education; or a social, behavioral, or
rehabilitative science and 2 years of experience. Experience in one of
these fields shall substitute on a year-for-year basis for the required
college education Agency employees are required to attend at least 12
hours of preservice training and independent vendors must attend at least
one supported living-related conference or workshop before certification
AD providers and employees are also required to attend human
immunodeficiency virus/acquired immunodeficiency syndrome (Hmv/Ams)
training. Background screening is required

Transportation

Provider Types Independent vendors and commercial transportation agencies.
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Licensure/Registration

Other Standards

Providers shall hold applicable licenses issued by the Department of
Highway Safety and Motor Vehicles and shall secure appropriate
insurance. Proof of license and insurance shall be provided to the district
as office.

Background screening required for independent vendors.
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GAOUnited States
t ~~~~~~~~General Accounting OffikeG OWebbingion, n-r- 2lS4

Health. Education. and
N Services Division

8-276078

October 1, 1997

The Honorable Henry A. Waxman
Ranking Minority Member
Committee on Government Reform

and Oversight
House of Petp.rmen"Iave

Dear Mr. Waxman:

California's Medicaid program, Medi-Cal, served 5.2 million
beneficiaries-almost one-seventh of Medicaid beneficiaries
nationwide-at a cost of nearly $18 billion in federal, state, and local
Medicaid funds in fiscal year 1996. Over the past 2 decades, Medi-Cal has
increasingly relied on managed care delivery systems with the aim of
improving beneficiary access to quality care while reducing the rate of
program cost growth. In 1992, California began planning a major
expansion of its Medi-Cal managed care program-one that would
eventually require more than 2.2 million beneficiaries in 12 counties to
enroll in one of two managed care plans participating in each county.

In a 1995 report, we expressed concern about Califomia's ability to
successfully carry out such an expansion because of several weaknesses
that we identified in the Medi-Cal managed care program, including the
state's potential inability to effectively monitor its contracts with managed
care plans and to ensure that the services that plans were contracted to
provide were actually provided.' Now, nearly 5 years after planning began,
the state has repeatedly delayed its completion date for full
implementation of the expansion.

In light of these delays and the magnitude of the state's Medicaid program,
you asked us to follow up on our earlier report and (1) determine the
implementation status of California's managed care expansion, including
identifying the primary causes of delays; (2) assess the degree to which
state efforts to educate beneficiaries about their managed care options and
enroll them in managed care have encouraged beneficiaries to choose a
plan; (3) evaluate the management of the state's education and enrollment
process for the new program, including state and federal oversight of
enrollment brokers that the state contracted with to carry out these
functions; and (4) make an initial assessment of the impact of the managed
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care expansion on current safety-net providers, such as community health
centers, that serve low-income beneficiaries.

To conduct our work, we interviewed officials from Calfornia's
Department of Health Services (oIas); Dils' former and current enrollment
brokers; selected managed care plans and advocacy groups; and the
Department of Health and Human Services' Health Care Financing
Administration (HCFA), which oversees the Medicaid program. We also
reviewed relevant state statutes and regulations and inis policies and
procedures on the education and enrollment process, as well as the
enrollment broker contracts. For more detailed information on our scope
and methodology, see the appendix.

Results in Brief Despite California's extensive planning and managed care experience,
implementation of its 12-county expansion program is more than 2 years
behind its initial schedule and is still incomplete. California originally had
planned to implement the program simultaneously in all affected counties
by March 1995. However, as a number of unforeseen difficulties arose,
such as in contracting with and developing managed care plans, the state
began to stagger implementation as it became.clear that some counties
would be ready before others. Still, as of July 1997, the program had been
fully implemented in only seven counties. The most recent schedule
estimated complete implementation in all 12 counties by December 1997,
at the earliest.

The state's efforts to encourage beneficiaries to choose a health plan have
been undermined by problems in the process for educating and enrolling
beneficiaries. According to HcFA, beneficiary and provider advocates, and
managed care plans, a number of problems contributed to confusion for
many beneficiaries, including incorrect or unclear information about the
mandatory Medi-Cal program and participating plans as well as erroneous
assignments of beneficiaries to plans. Officials from one plan said that
beneficiaries did not understand the changes in their health care coverage,
and some beneficiaries thought that they were losing Medi-Cal benefits
altogether. Available data show that, on average, almost half of affected
beneficiaries have not actively chosen their own plan but instead have
been automatically assigned to one by the state.

Other problems were evident in DIs' management of the program, such as
insufficient performance standards for the enrollment brokers that mIS
had contracted with to provide information to beneficiaries about their
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managed care options and enroll them in the Medi-Cal progranL The
enrollment brokers also believed that difficult operating conditions-such
as continual changes in state program and policy directives-contributed
to the implementation problems. Poor internal communication and weak
ties with advocacy and community-based organizations further
exacerbated the difficulties Dis encountered in implementing its
mandatory managed care program.

California has taken a number of actions to improve the implementation
and administration of its mandatory expansion program. For example, tins
has begun translating into a number of different languages and redesigning
the enrollment materials to make them more comprehensible and has
instituted on-site monitoring of the enrollment broker's processes for
enrolling beneficiaries DIIS also has taken steps to work more closely with
community-based organizations to improve outreach efforts. However,
these actions were taken too late to benefit the many beneficiaries who
have already enrolled in the seven counties where ful program
implementation has been completed And problems persist-some serious
enough to have prompted IICFA to delay full implementation of the
program in several counties earlier this year. HCFA is in the process of
developing federal guidelines on designing and implementing an education
and enrollment program. But these guidelines are not expected to be
available before October 1997-too late to help influence design and early
implementation issues for California's program.

Despite the fact that the state's 12-county expansion program was
designed to help ensure that federally qualified health centera, community
and rural health centers, and other safety-net providers participate in the
provider networks, some safely-net providers have reported difficulty
maintaining their patient base. Though the new mandatory program
provides some assurances that health plans assign beneficiaries to
safety-net providers, it does not guarantee these providers any specified
level of enrollments Many beneficiaries who have chosen a primary care
physician have opted to select a provider other than a participating
safety-net provider.
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Medi-Cal was implemented in 1965; the year the Medicaid statute was
BackgrOIII enacted.2 Administered by the California DHs,3 in fiscal year 1996, Medi-Cal

provided a wide range of services to approximately 5.2 million low-income
individuals at an estimated cost of about $17.7 billion-about 11 percent of
national Medicaid expenditures. Medi-Cal managed care, which is
composed of several programs, including the 12-county expansion
program, is expected to serve over 3 million Medi-Cal beneficiaries once
fully implemented

Since 1968, the state has contracted with prepaid health plans
(PHP)-California's equivalent of the federal definition of 'health
maintenance organizationsa-to provide, on a capitated basis, preventive
and acute-care Medicaid services, as well as case management In the
1980s, the state established three additional managed care programs:
Primary Care Case Management (PoccM), County Organized Health System
(coiJs), and Geographic Managed Care (Gmc).' In early 1993, the state
completed conceptual development of its most ambitious program to date:
the 'two-plan model," which requires more than 2.2 million Medi-Cal
beneficiaries to enroll with one of two health plans participating in each of
12 counties.'
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The Two-Plan Model California's managed care expansion program-often referred to as the
two-plan model-was designed to ensure that each of the two managed
care plans operating in each county could achieve an enrollment level
sufficient to spread risk and that beneficiaries could obtain care from
health plans that also served privately insured individuals. In addition, the
model was developed to make the most of limited state resources by
restricting the number of plans the state would need to monitor.

Selection of the 12 counties to use the two-plan model was made on the
basis of two criteria.

6
First, the counties must have had a minimum of

45,000 Medicaid beneficiaries eligible to participate in managed care,' and,
second, the counties must have had an interest in the program or a
significant managed care presence already established in the county. (See
table I for the number of eligibles and current enrollees by county and
plan.)
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Tab 1: Mad-C Eiglbli and Enro.tm by County and Plan

O _M _
E0glat. a of Apri 1997 W Erol as

Theplan coufts Mano Non _andatmy Of ay 17f7 N a" pa n _ _

Alameda 116.934 61.105 73.535 Alameda Alliance lor Heath
25.440 Ble Cross of Carorrnia

Contra Costa 55.431 27.734 42.706 Contra Costa Health Plan
3.392 IFondaton Healt Systems

Frcsno 145.559 44.352 105.015 Blue Cross of Cailrnia
17.429 _jundaton Heah Systems

Kern 102.639 30.606 53.212 Kern Family Health Care
23.195 Bler Cross ef Calfornia

LosAngeles 1,119.120 435.208 191.964 LACare
256.812 Foundatrion Heah Systems

RNerside and San 368.588 106,249 130,624 Inland Empire Health Plan
Bernardino N/A Molina Mediral Centers

San Francisco 44.155 58.408 23.079 San Francsco Healths Plan
15.585 Blue Cross Of Calirfrnia

San Joaquin 84.383 29.427 59,199 Health Plan o San ioaqun
11.329 OMNI

Santa Clara 97.815 51,029 42,917 Santa Clara Heash
34.466 AuthOrdy Blue Cross ol California

Stanislaus 63.901 21,410 N/A Blue Cress ofCaifi1n(as ia al
iniiaVCe)

9.145 OMNI
Tulare 71.608 19.945 N/A MediCo

N/A Founda9ton Health Systems
Tobl 2,270132 5,473 1,119,44

N/e: NA -em pplrble.

1/1/96
7/1/96

2/1/97
3/1/97

11/1/96
1/1/97

7/1196
9/1/ 96
4/1/97
7/1/97

9/1/96
Unknown

1/1/97
7/1/96
7a1/s
2/11 96
2,1/97

2/1/97
r1/1/96

1r11/97

2/1/97
41h quaner 1997
41h quare 1997

In each county, beneficiaries are required to enroll in either the local
initiative'-a pubtict sponsored health plan cooperatively developed by
local government, clinics, hospitals, and other providers-or the
commercial plan, under contract in a beneficiary's county of residence.'
The local initiative concept was developed to support health care
safety-nets-those providers, such as conmmity health centers and
federally qualified health centers, that provide health care services to the
indigent Minimum enrollment levels were set for both the commercial and
local initiative plans to ensure their financial viability. A maximum
enrollment level was also set for each commercial plan to further protect
local initiatives and their subcontracted safety-net providers. The state

p....
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contracted with the local initiatives on a sole-source basis, while the
commercial plan contracts were awarded on a competitive basis.

The situation in Los Angeles County, however, is unique. While California
contracted with a local initiative and a commercial plan in Los Angeles
County, the county has, in essence, IA plans beesirse the Iocal Ln~itistive
plan subcontracted with 7 plans, and the commercial plan subcontracted
with 2 plans.) Beneficiaries can choose a primary care physician from any
one of the Ill plans.

Health Care Options Medi-Cal beneficiaries required to enroll in the two-plan expansion
Programn Educates and program are infonned about managed care and their choices of health care
Enrolls Beneficiaries plans through oDR' Health Care Options (nuo) program, nun also enrolla

and disenrolls beneficiaries in managed care plans)
0

The state contracts
with an enrollment broker to conduct Iwo program activities.

Beneficiaries are informed about the mandatory expansion program and
their available choices primarily through an enrollment packet that they
receive through the mall. The enrollment packet includes information on
managed care, how to join a health plan, available plans and participating
providers, phone numbers to call for assistance, and an enrollment form.
The packet also includes the first of three standard notices that inform,
beneficiaries of the 30-day tone frame in which they have to choose a plan
and the plan to which they will be automatically assigned if they do not
retura an enrollment form.l

Beneficiaries also can teamn about the two-plan model and their plan
options at iio presentations, which are often held daily at county social
service offices. At these face-to-face presentations, nun0 counselors provide
information on managed care, plans available in the county, how to fill out
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the enrollment form, beneficiary rights and responsibilities, how to resolve
problems with plans, and who to contact for more information.
Enrollment materials are available at the presentations. Beneficiaries also
can contact Hco's toll-free call center to obtain enrollment packets and to
have enrollment-related questions or concerns addressed.

Since 1984, Dtus has contracted with an enrollment broker to provide
certain education and enrollment services." Initially, enrollment broker
responsibilities consisted primarily of conducting Hco presentations in
selected counties and helping beneficiaries complete enrollment forms.
With the expansion of Medi-Cafs mandatory program, broker
responsibilities increased. In addition to distributing enrollment packets
and providing uaco presentations, the broker was tasked with processing
beneficiary enrollments and disenrollments in 18 counties with managed
care and operating a call center toassist beneficiaries.

Implementation of Full implementation of Medi-Cals mandatory expansion program is more
Implementation of than 2 years behind its initial implementation schedule. Originally, local

Expansion Program Is initiatives and commercial plans in each of the 12 affected counties were

More Than 2 Years to become simultaneously operational in March 1995. However, repeated
delays in the awarding of contracts and the development of plans made it

Behind InIltial clear that some counties would be ready for implementation before others.

Schedule Implementation therefore took place county by county. As of July 1997,
plans in 7 of the 12 affected counties had been fully implemented, and full
implementation in all counties was scheduled for the end of 1997 at the
earliest. Figure I shows the 12 counties and their stages of
implementation. As of July 1997, over 1.1 million beneficiaries were
enrolled in the 12-county expansion program.
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Figure 1:12 Counties Pawltrtsfng hi
the Expansion Program and Their _
Stage of Implmentftion as of
July 1997

Overly optimistic time frames and unanticipated difficulties resulted in a
number of delays throughout the state's planning and awarding of
managed care contracts Developing a Request for Applications for
commercial plans and a Detailed Design Application for local initiatives
took several months longer than expected. Once applications were
submitted, the state did not at first meet its 90-day turnaround goal for
approving submissions. Some plans protested the contract awards, further
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delaying the contracting process 6 to 8 months. In addition, the state
unexpectedly had to obtain-at the request of the developers of the local
initiatives-additional state legislative authority, such as exemptions from
regulations on public meetings that would enable the local initiatives to
hold closed-door sessions to negotiate rates with providers.

There also were delays in establishing local initiatives and commercial
plans. Some local initiatives took 3 years to develop, instead of the
expected 2 years Unlike commercial plans, local initiatives had to develop
health care plans from scratch and, as public entities, they had to interact
with community stakeholders. In Fresno County, consensus on whether or
not to develop a local initiative could not be reached. As a result, no local
initiative was developed, and the state awarded a second commercial
contract. The local government in Stanislaus County also had difficulty
establishing a local initiative. Consequently, the local initiative contract
was awarded to a commercial plan, which will operate in informal
partnership with the county. It also took longer than expected for some
commercial plans to begin operating under the two-plan model. In addition
to obtaining approval of material modifications to their operating licenses,
commercial plans had to develop provider networks in counties where the
plans were not already operating.

Even after implementation of the expansion program began-with
Alameda County in January 1996-the state and icFA took actions that
further delayed implementation For example, mis delayed full
implementation of the program in Fresno, Contra Costa, San Joaquin, and
Santa Clara counties to allow the new enrollment broker to fully test its
automated systems and capacity to handle all of the enrollment and
disenrollment functions. Because of concerns about the education and
enrollment process in Santa Clara, San Joaquin, and Los Angeles counties,
IiCA temporarily prohibited the automatic assignment of beneficiaries
who did not choose a plan and required Dits instead to maintain them in
the fee-for-service system. As a result, the pace of enrollment was slowed
in these counties, even though plans were allowed to receive voluntary
enrollments.

As of July 1997, the expansion program had been fully implemented in
seven counties-Alameda, Kern, Fresno, San Francisco, Santa Clara, San
Joaquin, and Contra Costa-with beneficiaries required to enroll in either
the local iitiative or the commercial plan. In four of the remaining
counties-San Bernardino, Riverside, Stanislaus, and Los Angeles-the
program was partially implemented, with only one plan operating in San
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Bernardino, Riverside, and Stanislaus counties. Although Los Angeles
County had both plans operating, the program was in effect only partially
implemented because ItCFA had delayed automatic assignment and the
state had prohibited additional enrollment in the commercial plan until
some remaining contract issues were resolved. In Tulare County, neither
plan was operating.

The December 1997 target date for full implementation may not be met
since some of the plans in counties where the program has yet to be fully
implemented have had difficulty developing and complying with
regulation& For example, although both plans in Tulare County were
tentatively scheduled to become operational by the end of the year, the
plans were having difficulty organizing provider networks; implementation
target dates have already been moved from spring 1997 to the end of the
year. In San Bernardino and Riverside counties, the local initiative began
operating in September 1996, but the commercial plan's operation was
delayed because it had not complied with the federal Medicaid
requirement that effectively prohibited plan enrollment of Medicaid
beneficiaries from reaching 75 percent. l This requirement was repealed in
August 1997; however, because of concerns the state has with other
aspects of the plan's operations, it is still not clear when this plan will
begin operating under the two-plan modeL

Education and
Enrollment Problems
Contributed to Low
Beneficiary Choice
Rate and Confusion

Despite California's efforts to encourage beneficiaries to choose a health
plan, many beneficiaries have been assigned to a plan by the state.
Long-standing problems with California's itoo program, which provides
beneficiaries with information about their managed care options and
enrolls them in a plan, may have contributed to this and to widespread
confusion among beneficiaries. While many agree that the HCo program is
running smoother now than in the past, deficiencies persist-some serious
enough to have prompted HCFA to delay full implementation in several
counties earlier this year.
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State's Education Process
Has Not Resulted in
Beneficiary Selection of
Plan

To encourage Medi-Cal beneficiaries to choose their own managed care
plan, California's iico program provides them information on managed
care and their available health plan options. Plans, advocates, and
researchers agree that beneficiaries who are well informed about managed
care-and how it differs from fee-for-service-are more likely to choose a
health plan, and those who choose a health plan are more likely to stay
with that plan. Experts also believe that well-informed beneficiaries are
more likely to use health services appropriately, such as relying more on a
primary care physician and less on inappropriate use of emergency room
services.

Despite its efforts, the state estimated in January 1997 that the majority of
enrollments had been the result of automatic assignments by the state. The
automatic assignment rate for Alameda County at the beginning of
implementation was estimated as high as 80 percent. Although automatic
assignment rates have declined-the automatic assignment rate for
two-plan counties averaged 45 percent from March to June 1997-the rates
ranged widely from county to county. For example, the automatic
assignment rate in Contra Costa County in April 1997 was 72 percent,
while in Santa Clara County it was 32 percent " Unlike other states,
California has not established a numeric goal for automatic assignments.
Regardless, California's automatic assignment rates have varied enough
across counties to indicate potential problems with ico's program.

ItcFA, advocates, and managed care plans have expressed concerns about
the adequacy of the state's efforts to inform beneficiaries about their
Medi-Cal managed care options. According to these groups, information in
the enrollment packet was complex, lengthy, and written at too high a
grade level."

5
In some cases, the information was incorrect For example,

enrollment packets sent to some beneficiaries in San Bernardino and
Riverside counties stated that automatic assignments would be made to
Molina Medical Centers-a plan not contracted to serve beneficiaries in
the expanded program in these counties at that time. Information in the
enrollment packets could also be confusing. In anticipation of the Los
Angeles County local initiative's beginning operations in April 1997,
thousands of beneficiaries in Los Angeles County received packets with
cover letters dated January 8, 1997, that instructed them to respond by
January 18, 1997-which did not allow beneficiaries the required 30 days
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to respond. Dois remailed the letters and provided additional time for
beneficiaries to respond. And it has only been recently-more than a year
after full implementation of the mandatory program in the first
county-that many of the enrollment materials have begun to be
translated into all of the state's "threshold' languages. ' Although DHS has
established a work group to address problems associated with the
enrollment packet, all planned changes are not expected unfil
November 1997, at which time many beneficiaries will have already been
enrolled. 17

Initially, there also were a number of problems with the toll-free call
center, which was set up to provide beneficiaries access to additional
information about how health plans operate and how to use them. The call
center, however, often was a source of frustration and confusion because
callers could not get through, messages went unanswered, voicemail
boxes were full, or counselors provided incorrect information. However, a
review of Hon'S recently instituted "problem tog' revealed that the
problems have largely disappeared under the current enrollment broker,
Maximus, which expanded the call-center operation

There also have been problems with the uico presentations. Through
county-by-county preimplementation reviews, HCFA often found that the
presentations were confusing, not conducted in the appropriate language,
not accurate or performed as scripted or scheduled, or not sufficiently
informative. In addition, beneficiary attendance has been low. State
officials recognize that the limited number of presentation sites may make
it difficult for beneficiaries to attend. For example, in June 1997, Los
Angeles County-which comprises 88 cities and 136 unincorporated areas
and covers over 4,000 square miles-had 35 presentation sites.

Officials from one managed care plan we contacted believed that poor
attendance at the ico presentations was due in part to Umitations in the

.state's outreach to beneficiaries. The officials believed that by working
closely with community-based organizations that beneficiaries know and
trust, such as churches and legal aid services, more beneficiaries could be
reached, in addition, these organizations could provide outreach services
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and thereby supplement ilcu presentations. IctA, advocates, and managed
care plans have long called for increased outreach efforts-not only to
beneficiaries, who can be difficult to reach, but to providers and others in
the community as well. Some plans and advocates have, at their own
expense, conducted outreach activities to fill the perceived gap in the
state's efforts.

Yet even with high automatic assignment rates and poor attendance at the
Hicu presentations, it was not until October 1996 that isis began
development of an outreach campaign that was implemented in selected
counties in March 1997. The campaign consisted of bus billboards and
posters sent to 1uo presentation sites, managed care plans, and
community-based organizations. Brochures, a video, and radio
announcements were also recently added.

DHs has recently begun to explore additional ways to improve outreach
and involve community-based organizations in nco activities, such as
participating in ts-sponsored work groups. Dtis asked community-based
organizations to identify additional fice presentation sites in Los Angeles
County and plans to require Maximus to contract with a number of
community-based organizations to provide nco presentations to their
clients. Recognizing that provider education could also be improved, DHS
has begun to better disseminate information to participating providers on
managed care programs, such as DnIS provider bulletins that give Hco
program updates. In addition, Diis created the HCO Education and Outreach
Unit in June 1997 to develop and implement strategies to ensure
beneficiaries, providers, legislators, advocates, and other interested
parties are well informed and educated about the expansion program.

Enrollment Processing Some of the problems with enrolling beneficiaries persisted throughout
Improved, but Problems the state's irst year of implementation of its new mandatory program and
Still Persist were exacerbated by the timing of the changeover between enrollment

brokers. While many agree that enrollment processing is functioning much
smoother now, there was enough lingering concern to have prompted HGFA
to slow the pace of enrollment in several counties earlier this year.

During the first year of unplementation, the volume of enrollments may
have overwhelmed Benova, the former enrollment broker. Enrollment
materials were not always sent on time, and, in one county, it could not be
determined whether they were sent at all. Enrollment data were not
accurately or completely entered into the enrollment information system,
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and some beneficiaries were enrolled in a plan other than the one they
chose or were assigned to a plan that was not an option for them. State
assignments of beneficiaries who did not choose a plan were not always
timely, which meant that plans lost capitation revenue. The situation
worsened when Benova lost its bid for the enrollment broker contract and
began losing significant numbers of staff.

HCFA and managed care plans agree that Medi-Cal's enrollment process has
begun to function more smoothly. Maximus has more resources to process
and track enrollments, and the state has begun to implement long-needed
fixes, such as improved monitoring of the enrollment broker. However,
problems have continued to occur. For example, in April 1997, thousands
of beneficiaries in Riverside County were sent letters with dates that
implied beneficiaries had already been assigned to a plan. The state
remaded the letters with corrected dates.

Because of continuing concerns, IICF'A slowed enrollment in several
counties earlier this year. According to itcrA, it would not approve the
February 1997 full implementation in Santa Clara and San Joaquin
counties because it had found, during its preimplementation reviews,
deficiencies in the education process that 'grossly violated" the ICO
process and the conditions of California's waiver. For example, enrollment
packets sent to beneficiaries were incomplete, and the state could not
verify whether a subsequent mailing was sent

At the end of March 1997, IICFA decided to slow enrollment in Los Angeles
County, prior to full implementation. HCFA took this action, in part,
because the enrollment broker had not yet demonstrated an ability to send
timely or accurate mailings to beneficiaries or to properly train tCXi
counselors to make accurate and informative presentations to
beneficiaries. Adequately educating beneficiaries in Los Angeles about
their plan options is especially difficult, since there are multiple plans
from which beneficiaries can choose. Furthermore, with over I million
beneficiaries who will be mandatorily enrolled, and another 400,000
voluntarily eligible, the consequences of enrollment errors in Los Angeles
County could be significant

Potential Impact of Based on anecdotal evidence from Hct'A, advocates, and managed care
Education and Enrollment plans, the problems with the education and enrollment processes
Problems on Beneficiaries throughout the implementation of the two-plan model have affected

and Plans beneficiaries and plans alike. Officials from one plan said that
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beneficiaries were not only confused but concerned because they did not
understand what was happening to their health care coverage-some
beneficiaries thought they were losing Medi-Cal benefits altogether.
According to some plans, enrollment problems have resulted in significant
financial loss due to lost capitation revenue and unanticipated operating
and administrative costs. For example, if enrollment was delayed, some
plans not only lost revenue but may have unnecessarily expended funds
for staffing, facilities, and advertising. Officials at one local initiative
claimed gross revenue losses of almost $2 million due to a 25-day delay in
the masing of enrollment materials. The lost capitation revenue required
the plan to draw upon an existing line of credit-with interest-from the
county.

Because of long-standing problems and concerns over the implementation
of the two-plan model, some groups wanted implementation either
stopped or further delayed. Yet, some plans urged the state and HCFA not to
delay implementation and enrollment further because of the financial
repercussions. HCFA officials agreed that long delays in implementation
could present financial hardship for some plans.

Weaknesses in State
Management of the
HCO Program
Contributed to
Implementation
Difficulties

Over the past several years, California has been criticized for a number of
weaknesses in the management of its Medi-Cal managed care program. In
a 1993 report, iicr questioned whether ojis, with its existing staffing and
processes, could effectively monitor the state's contracts with Medi-Cal
managed care plans.' Two years later, we echoed sunilar concerns. In
1994, HcFsA also cited a number of weaknesses in the implementation of
Sacramento's GMC program, including the need for early and ongoing local
input into the planning process and deficiencies in the education and
enrollment process." More recently, Mathematica Policy Research, Inc., in
its 1996 report on Medi-Cal managed care, cited limited time and resources
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as the cause of initial enrollment problems experienced by beneficiaries in
Sacramento's GMC program.

t e

These and other management weaknesses-such as insufficient contract
performance requirements for enrollment brokera, inadequate monitoring
of the um program, and poor communication with and involvement of
outside groups-contributed to the problems the state encountered in
implementing its two-plan model." Benova and Maximus also cited
reasons that made it difficult for them to perform as efficiently as possible.
The state has taken a number of long-needed actions aimed at improving
various aspects of the liac program. However, the effect of some of these
actions remains to be seen.

Federal guidance on designing and implementing a mandatory managed
care program, especially when education and enrollment functions are
contracted to an enrollment broker, may have assisted the state in
improving its program implementation in its earlier stages. Although HcFA
is currently developing such guidance, uicrA's oversight of California's
program has consisted primarily of approving the waiver application and
conducting preimplementation reviews of each county prior to full
implementation.a

Contracts Insufficient to Dius' contract with Benova, the former enrollment broker, contained no
Hold Enrollment Brokers specific performance standards. Performance standards should make clear
Accountable the level of service expected of the broker and enable a state to gauge the

sufficiency of the broker's operations. When tied to payment, performance
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standards can provide incentives for the enrollment broker to provide the
services required and penalties for nonperformance.

DIlS' contract with Maximus, the current enrollment broker, contained
several performance standards; however, few were tied to payment. For
example, although call-center staff were required to answer phones within
three rings and process enrollment forms within 2 days, there was no
penalty for noncompliance. More importantly, no performance standards
that were tied to payment related to potential quality indicators, such as
the rate of automatic assignment, beneficiary satisfaction with the
education and enrollment process, or the rate of beneficiary
disenrollnment. "California is planning to amend Maximus' contract to
include additional performance standards and to increase the number of
standards that are tied to payment, which should help strengthen the
contract and make it more enforceable.

HCO Program Poorly According to ncFA, many of the problems with the state's process for
Monitored educating and enrolling beneficiaries were the result of inadequate

monitoring of the ueco program. Until recently, ilis did not conduct on-site
monitoring of enrollment broker activities nor did it have staff with the
expertise to monitor the broker's automated systems. In addition, tico's
management information and reports were not adequate to effectively
monitor the program.

According to DoI is, regular, on-site monitoring of Benova was difficult since
Benova's operations were about 80 miles from lis headquarters in
Sacramento. Without on-site monitoring, however, Dits could not
guarantee that critical broker responsibilities, such as the mailing of
enrollment packets, were carried out- For example, it was not until
enrollment broker operations were transitioning to Maximus that mis
found that thousands of beneficiary enrollment packets had not been sent
from a Benova mail facility. To help ensure this does not recur, as a
condition of its contract, Maximus operations are located in or near
Sacramento. mis also has dedicated five full-time Payment Systems
Division staff, four of whom have autontated systems expertise, to conduct
on-site monitoring at Maximus' various locations. To help ensure Maximus
complies with the terms of its contract, outs staff observe the broker's
operations and test the automated systems. Staff also observe mad facility
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operations to ensure the timelness, completeness, and accuracy of the
enrollment materials mailed to beneficiaries.

Until recently, uioo program staff did not have the expertise to evaluate
automated systems operations and ensure that their outputs were valid
Without such expertise, the state could not determine if beneficiaries had
been assigned to plans as intended. Moving day-lu-day wCu program
operations from the Medi-Cal Managed Care Division to the Payment
Systems Division provided the program with the expertise required to
make such determinations In addition, in March 1997, Dus contracted with
a systems consultant, Logicon, to test Maximus' automated systems and
validate its output by July 1997. According to a ois official, the testing and
validation process will allow Dois to better understand the enrollment
broker's system and thus have greater confidence in its output. Validating
system output will likely enhance the reliability of the information that the
system generates, such as enrollment and disenrollment data. As of the
end of August 1997, however, Logicon had yet to complete its contract. As
a result, according to CFA, there remains no external verification that the
enrollment broker can effectively handle the increased volumes of
enrollment that will result when plans in the remaining counties, like Los
Angeles, become fully implemented.

Management information and reporting also were not sufficient to
effectively monitor the ior program. According to one Ous official, Ho
reports were not managerially usefuL For example, while data were
provided on the number of beneficiaries who chose a plan, the number
who were automatically assigned to a plan,r

t
and the number who

disenrolled from a plan, the reports did not include trend analyses. And
while an automatic assignment rate was calculated, a disenrollment rate
was not, which can serve as an important indicator of beneficiary
satisfaction with plans' In addition, certain key terms, such as
'disenrollment,' have yet to be defined, and the data have yet to be
verified, which provides lttle confidence in its meaning or accuracy."m As
part of its contract, Logicon is required to ensure that numbers across
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reports are consistent and reconcilable and to identify reports that are
needed for the state to effectively monitor enrollment broker activities.

Finally, DtS initially had no system to determine whether problems
reported to DnS were recorded or addressed Although llis began keeping
an mco 'problem log" in January 1997 to capture and track the status of
problems and complaints reported to either miss, the enrollment broker, or
the Medi-Cal managed care ombudsman isis had not summarized or
systematically analyzed the information collected at the time of our
review.

Insufficient
Communication and
Involvement of Outside
Groups

HCrA, managed care plans, and advocates have long expressed concern
over a lack of effective state internal communication and timely
communication with and involvement of outside groups in planning and
decision-making. We found, for example, that until recently, uco policy
decisions often were not officially documented or disseminated to the
appropriate state staff. Dts has taken some steps to improve its internal
communications, such as requiring tco's polcy unit to provide written
documentation of all iito policy decisions to the chief of the Headquarters
Management Branch, Payment Systems Division, for review and
systematic dissemination.

wis has also increased its communication efforts with outside groups. To
provide a forum to discuss and address issues and concerns, the state has
convened or participates in several work groups. For example, the Policy
Workgroup was formed in January 1997 to improve the education and
enrollment process, such as by redesigning and translating the enrollment
materials. The group includes representatives from Ditis, iicFA, health plans,
advocacy groups, and Maximus. The state also convened in June 1997 a
Stakeholder Advisory Group to provide policy advice on and oversight of
program implementation in Los Angeles County. The group is composed of
advocates, provider representatives, DiS, Maximus, and the Los Angeles
commercial plan and local initiative- It plans to meet monthly.

G 'heoiaroiin OfIiiiOmano began oiienioitogJo it9G tin uopa. hn poe, in iroignS soid
rSoive onipiojinotn Med-tCat muin~o oe od io pooide iotnbii Wonnlod to nd MedI-Col
boonfdoiel by imitoilog on itinir biio50d todogibali Damoioi eooccuolto

hA GOMSN-2 Cfr-d..- Mo.od Ca Eop-..iPa 20



487

WV-07U7

Enrollment Brokets Cite
Operating Conditions That
Affected Their
Performance

Limited Federal Guidance
on Education and
Enrollment Functions

Benova and Maximus, the two enrollment brokers Dos has contracted
with, also cited a number of factors that they believed adversely affected
their performance. According to these brokers, mis made frequent policy
and program changes and often provided little lead time to appropriately
implement these changes According to Maximus, during the first 7 weeks
of its contract penod-which began January 1997-Dis made about 300
poicy changes, sometimes giving Maximus little lime to implement them.
To comply with Des time frames, Maximus believed It necessary to
sometimes bypass quality assurance measures that it had established to
ensure that such system changes did not have unintended consequences.
In one instance, changes made to the mailing dates in one county caused
Maximus to inadvertently halt mailings to another county.

Benova believed that its performance as Medi-Cal's enrollment broker
suffered because of Dins' often-changing directions and its lack of
responsiveness For example, ois denied Benova's request to transfer calls
during peak times to call centers in other states-an arrangement Benova
believed would have improved service. According to Benova, Dis also
denied its request for cost-reimbursement for additional equipment
needed to handie increasing volumes of enrollment.

Benova and Maximus officials also stated that, relative to their experience
with other states, California limited their contact with plans, advocacy
groups, and community-based organizations. Dis was concerned about
remaining informed about program operations and not burdening liumited
contractor staff with additional responsibilities. tis recently has relaxed
its policy and begun to allow the enrollment broker to participate in
community meetings.

uCFA's oversight of California's education and enrollment functions has
consisted primarily of reviewing and approving the state's waiver
application to implement its mandatory managed care program and
conducting preimplementation reviews in each county. As of August 1997,
few federal guidelines existed for states to use for their process of
educating Medicaid beneficiaries and enrolling them in mandatory
managed care programs-two relatively new functions for states.' In
addition, guidelines did not exist for contracting out these functions. With
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such guidance, some of the problems that California experienced in
expanding its Medi-Cal managed care program might have been avoided.

IicFA is in the process of developing guidelines to assist states with
designing and implementing an effective education and enrollment
program, including contracting with enrollment brokers-an increasing
trend. Earliest issuance of these guidelines was projected for
October 1997.a

Some Safety-Net
Providers Are
Encountering
Difficulties

An expressed objective of the two-plan model was to protect existing
health care safety nets in the new competitive environment of managed
care. Safety-net providers-such as federally qualified health centers, and
community and nizal health centers-provide health care services to the
medically indigent. However, while the two-plan model provides some
assurances that plans will assign beneficiaries to safety-net providers, it
does not guarantee that these providers will receive a specified level of
enrollment, nor can it guarantee that they will maintain their enrollments.
Some providers have reported that they are having difficulty operating
under the two-plan model, especially in maintaining their former patient
base.

The two-plan model has several provisions and incentives aimed at
protecting safety-net providers. The model's local initiative arrangement
enables counties to develop a plan that reflects local needs and priorities
and includes county-operated health facilities. Once developed, the local
initiative must contract with any safety-net provider that complies with the
local initiative's specific requirements and standards and accepts the rates
offered. Although commercial plans are not required to contract with
safety-net providers, they were awarded extra points during the evaluation
process for the extent to which their networks included safety-net
providers. The model also requires that automatic assignments be made to
the local initiative until preestablished minimum enrollment levels are
reached. In addition, the local initiatives and commercial plans are
required to ensure-to the maximum extent possible-that existing
patient-physician relationships are maintained. Furthermore, the local
initiative must develop a process that 'equitably assigns" to safety-net
providers those beneficiaries who do not choose a primary care provider,
similarly, the commercial plan must develop a process that
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'proportionately' assigns such beneficiaries.a According to Dis, it did not
require plans to assign a specific number of beneficiaries to safety-net
providers because federal law requires states to ensure that beneficiaries
have a choice of providers.

Despite these protections, an initial assessment of the two-plan models
impact on safety-net providers suggasts that some are experiencing
difficulties, especially in maintaining their levels of enrollmenL According
to the state and ilca, a couple of factors have affected safety-net
providers' enrollment bases. Beneficiaries in managed care are required to
designate only one provider as their primary care physician, although they
may have visited more than one provider in fee-for-service care.
Consequently, some safety-net providers say that they have seen fewer
beneficiaries under the two-plan model. However, many beneficiaries who
choose a provider are not choosing safety-net providers, and many who
are assigned to these providers disenroll. HCFA has reported that in Los

Angeles County, 12,600 beneficiaries-or 70 percent-who had been
assigned to a safety-net provider chose to disenroll within 5 days.

The two-plan model does not prescribe, other than in general terms, how
plans are to assign beneficiaries to individual providers. However, a
number of plans favor safety-net providers in their assignment
methodology. One plan had designed a four-tier assignment methodology
that gives priority to contracted safety-net providers and other providers
that have at least a 50-percent Medi-Cal enrollment base. Another plan
seeks to maintain a 60/40 assignment ratio, with approximately 60 percent
of beneficiaries assigned to private providers and the remaining 40 percent
assigned to county and community clinicsa

3
'

State Assessing Safety-Net The state has begun to assess measures that could be taken to assist
Issue and Taking Some safety-net providers and has taken action in one county. To reduce the
Steps to Assist Providers number of beneficiaries assigned by plans away from their safety-net

providers, the state planned to provide information on beneficiaries last
provider of record to plans beginning August 1997. With this information,
plans could assign the beneficiary to that provider if the provider was part
of the plan's network.
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Safety-net providers in Fresno County were particularly concerned about
their viability since the county's two-plan model did not include a local
initiative. An agreement was reached between the state, providers, and the
two commercial plans that addressed some of the short- and long-term
concerns of these safety-net providers. For example, the two plans agreed
to assign all state-assigned beneficiaries who had not designated a primary
care physician to a safety-net provider. Over the longer term, a special
team composed of state, plan, and provider representatives will be
established to oversee the implementation of managed care in Fresno
County.

California's expansion of its Medi-Cal managed care program is currently
the largest effort of its kind in the nation in terms of the number of
beneficiaries involved. Although California invested nearly 5 years in both
conceptual and implementation planning of its two-plan mandatory
program, implementation has not been smooth. Many of the circumstances
that contributed to implementation problems were within the state's
control, while others were not For example, the timing of the transition
from one enrollment broker to another undoubtedly contributed to the
implementation delays and difficulties. Had the transition not occurred in
the midst of the two-plan implementation in several counties, some
problems might have been less severe.

Many of the problems that occurred in implementing the new mandatory
program were foreshadowed by the state's earlier efforts to implement
managed care. These earlier problems-documented in prior evaluations
by other organizations-should have convinced the state that many of its
policies and procedures needed retooling. The state is now taking certain
actions to improve the program, but many are too late to benefit those
beneficiaries already enrolled in the seven counties where implementation
has been completed.

HCFA'S preimplementation reviews enabled llcFA to identify problem areas
in California's implementation of its two-plan model; the reviews did not,
however, always result in immediate improvements. At the same time that
tis was attempting to address these problems, managed care plans were
exerting pressure to push ahead with program implementation since their
large investments-and financial viability-were dependent on receiving
enrollments and associated revenues according to set time frames. As a
result, while HCFAs identified the need for significant improvements, it did
not halt program implementation to effect such changes. iceFA also did not
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have sufficient written guidance in place to assist the state in developing
and implementing its program.

Despite these delays and difficulties, California's experience can be
instructive for other states as they develop, expand, or adapt their
mandatory Medicaid managed care programs. Specifically, California's
cxpcHrcncc points to secvral potcntial lessons learned:

Incremental implementation allows for adjustments and improvement
Simultaneous or quick-succession implementation in multiple areas does
not give sufficient time for program modifications when unforeseen
problems arise.
Sufficient staff-including individuals who have expertise in managed care
program design and implementation-are needed to conduct program
activities. Of particular importance are systems analysts and contract
specialists.
Stakeholder and community input and involvement, sought early and
often, can contribute significantly to effective education and enrollment
processes and problem resolution
Effective monitoring systems, including adequate management
information and reporting, can ensure accountability for program
operations-especially if there is heavy reliance on a contractor for
integral parts of the program. Including performance standards for key
areas of operation in enrollment broker contracts and tying these
standards directly to broker payment might help to ensure maximum
contractor performance.

Recommendation

Agency Comments
and Our Evaluation

To help states design and implement Medicaid managed care programs
that ensure beneficiaries who enroll-especially those who are mandated
to do so-are able to make an informed choice in selecting a plan, we
recommend that the Secretary of Health and Human Services direct HCFA
to promptly finalize guidelines for developing and operating an education
and enrollment program. To help ensure accountability, these guidelines
should include considerations regarding appropriate performance
standards and measures and monitoring mechanisms, especially when a
state contracts out these functions to an enrollment broker.

We provided a draft of this report to the Administrator, crFA; Director,
California Dus; and officials of Benova and Maximus, the former and
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current enrollment brokers. Each entity provided technical or clarifying

comments, which we incorporated as appropriate.

itCFA concurred with our recommendation and stated it is working to
finalize its education and enrollment guidelines. For example, it sponsored

ajoint industry and Medicaid managed care meeting in September to
discuss the draft guidelinesI HIFA did not, however, indicate a target date
for finalizing the guidelines. IICFA's Administrator stated that, because the

guidelines are not requirements, it is important to take the necessary time

to reach consensus on them in order to obtain necessary buy-in and
endorsement from those affected in order to give the guidelines credibility
and acceptability.

otis agreed with our conclusions and recommendation, saying that the

state has already adopted or is working toward implementing the lessons
learned that were outlined in the conclusions It acknowledged that there

have been problems associated with California's transition to managed

care for its Medi-Cal population and emphasized its efforts to address
these problems in partnership with HCFA, plan partners, medical providers,
and advocacy groups; however, the state was concerned that the report

did not sufficiently acknowledge its efforts in this regard. DHS provided to

us additional information on its efforts to be responsive to identified
problems, which we incorporated where appropriate. In terms of the
evidence and findings presented in the report, DILS questioned the

objectivity of information obtained from some sources, such as some
contracted health plans and the former enrollment broker, with whom the

state is involved in formal contract disputes or litigation. Being aware of
these ongoing disputes and litigation during the course of our work, we

were sensitive to the use of information obtained from all affected parties.

In this regard, we either corroborated the testimonial evidence we
obtained with independent sources or clearly attributed the information to

its source in the report.

Both Benova and Maximus generally concurred with our findings. Benova

provided additional information on several findings in order to more fully
explain its relationship with the state and the resulting impact on Benova's
performance. For example, Benova contends that its contract was not
adequately funded to fulfill the enrollment contract functions We chose,

however, not to include these additional details because of ongoing
litigation between the two parties. Maximus generally agreed with our

assessment of the program and implementation issues. Despite the

difficulties cited in the report, Maximus believed that it has gained sound
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administrative control of the basic enrollment processes, such as the call
center operations, the enrollment process, and the computer system
operations. While Maximus endorsed holding all program participants
accountable, it emphasized that establishing standards for functions that
are not entirely within its control can be problematic-especially when
these functions are tied to payment. Maximus added that the California
experience has served as an important learning opportunity in its role as
enrollment broker in other states.

As arranged with your office, unless you announce its contents earlier, we
plan no further distribution of this report until 30 days after its issuance
date. At that time, we will send copies to the Secretary of Health and
Human Services; the Administrator, IicFA; the Director, California itts; and
interested congressional committees. Copies of this report will also be
made available to others upon request.

If you or your staff have any questions about the information in this report,
please call me or Kathryn G. AUe6, Acting Associate Director, at
(202) 512-7114. Other contributors were Aleta Hancock, Carla Brown, and
Karen Sloan.

Sincerely yours,

William J. Scanlon
Director, Health Financing and

Systems Issues
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Appendix _ _ _ ___ _ _ _ _ __ _

Scope and Methodology

To determine the status of California's expansion of its Medi-Cal managed
care program and identify potential reasons for delays in implementing the
two-plan model, we interviewed officials from the California Department
of Health Services (Dets) and reviewed their implementation
schedules-the initial schedule and subsequent updates-for the two-plan
model. We also interviewed Medicaid officials in ncerA's region IX office in
San Francisco and examined their preimplementation reviews, which are
conducted in each affected county to determine the state's readiness to
implement the two-plan model in that county.

To identify the state's efforts to educate Medi-Cal beneficiaries about
managed care and enroll them into one of the state-contracted plans, and
to evaluate its management of the education and enrollment process, we
interviewed DHs and IDCFA region IX officials and obtained and reviewed
relevant state law, regulations, policies, and procedures; the state's
strategic plan for expanding its Medi-Cal managed care program; the
state's two-plan model waiver application submitted to ncFA; Health Care
Options (lico) program documents, including enrollment materials;
minutes from DsIS' Policy and Transition Workgroup meetings; tico's
problem log; enrollment broker contracts and the 1995 Request for
Proposal; tio management reports, including monthly enrollment
summaries; and HCFA'S preimplementation reviews. We also interviewed
officials from two commercial and four local-initiative health plans that
served 11 of the 12 two-plan counties; Benova, Medi-Cal's previous
enrollment broker, and Maximus, its current enrollment broker, and
advocacy and consumer groups. We reviewed documents obtained from
these officials, including minutes from the California Alliance of Local
Health Plan Enrollment Workgroup meetings and written testimony of
some stakeholders on the implementation of the two-plan model provided
in February 1997 before the California state legislature. We also reviewed
reports by Mathematica Policy Research, lnc., and the Medi-Cal
Conimunity Assistance Project that discussed issues and concerns about
Dots' expanded program.

To evaluate the state and federal oversight of California's enrollment
broker, we obtained and analyzed California's past and current enrollment
brokers' contracts and amendments. To obtain detailed information on
specific mis activities to monitor enrollment broker performance, we
interviewed Dtis and ncFA region IX officials. We also visited Maximus'
administrative office, which houses its systems operations and call center,
and one of the subcontracted mail facilities to observe broker operations.
At these facilities, we met with Dnts and Maximus officials to discuss
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oversight activities and broker operations. We also reviewed program
information generated by Maximus. To identify federal monitoring of
contracted enrollment broker functions and guidance for staten to use in
monitoring contracted enrollment broker activities, we met with officials
in HcFA's Baltimore Office of Managed Care and region IX Medicaid
officials In addition to reviewing HCFA'S guidelines for state compliance
with federal regulations on Medicaid managed care marketing, we
obtained and reviewed HCFA's 'Managed Care Pre-Implementation Review
Guide and its draft guidelines to states for enrolling beneficiaries in
managed care programs.

To make an initial assessment of the two-plan model's impact on
safety-net providers, we interviewed officials from DHs, iicttA and two
commercial and two local initiative plans. We also reviewed the state's
strategic plan, which discusses how safety-net providers would be
included under the two-plan model; state requirements for assigning
beneficiaries to plans; and selected plan assignment methodologies. In
addition, we reviewed reports by the Medi-Cal Community Assistance
Projectand Mathematica, which examined the experiences of some
safety-net providers

We performed our work between January and August 1997 in accordance
with generally accepted government auditing standards.
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Chapter 1
Program Design Issues

Overview of Medicaid Managed Care for Special Populations

Risk-based Medicaid managed care for older persons and persons with disabilities
continues to grow. By January 1997, 25 states plus the District of Columbia were
enrolling older people, people with disabilities or both into plans with some degree
of provider risk, up from 20 states in May, 1995.1 In many of these states, actual
enrollment is very low, reflecting decisions to proceed slowly with small, voluntary
pilot programs, but other states (notably Arizona, Minnesota, Oregon, and
Tennessee) have mandatory programs with significant numbers of elderly people or
people with disabilities or both enrolled. Many states report plans to expand their
efforts in the near future. Twenty-three of the 26 states currently enrolling the
elderly or people with disabilities reported impending.changes in their programs,
with most planning expansion of risk-based care in one manner or another. Forms
of planned expansion include: covering a specific population for the first time;
expanding an existing program geographically; moving from voluntary to
mandatory; including a particular service (such as long term care) in the capitation
for the first time; and phasing out primary care case management (PCCM) or
partially capitated programs in favor of full risk arrangements.

Despite the growth and evolution of individual programs, the states are not yet
converging on key program design decisions. The 26 states are about evenly divided
on whether to have mandatory or voluntary programs, and on whether to create
specialty programs or include special populations with Transitional Assistance for
Needy Families (TANF) beneficiaries. The subpopulations included in programs
covers a broad spectrum of conditions, including developmental disability, physical
disability and mental iliness.2

The variety of approaches reflects the diversity of the states themselves, but also
points out Medicaid managed care's lack of experience in this area. The body of

l Joanne Rawlings-Sekunda, Directory of Risk-Based Medicaid Managed Care Programs
Enrolling Elderly Persons or Persons with Disabilities (Update: January 1997), (Portland, ME: Center for
Vulnerable Populations, 1997).

2 It is important to note that Title IV-H of the Balanced Budget Act of 1997 will allow states,
effective October 1997, to mandate enrollment of all Medicaid beneficiaries into managed care without
need of a federal waiver except: dual eligibles (those receiving both Medicaid and Medicare), certain
children with special needs, and (in most circumstances) American Indians. States will still need to obtain
waivers before mandating enrollment of these three groups into managed care.
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independent research is growing, but most of the major work to date has focused on
older people generally, and Medicare risk plans in particular. With the exception of
the HCFA sponsored evaluation of Arizona's program, 3 states have no major
Medicaid managed care studies offering specific guidance on approaches to older
people and people with disabilities. This will change shortly, as independent
evaluations of other §1115 waiver programs are completed. In particular, the
disability module of the Oregon Health Plan evaluation should be of great interest
to other states. In the meantime, several studies can provide some insights into the
managed care's potential affect on the health care delivered to the elderly and
persons with disabilities.

The Medical Outcomes Study4 found that older people and poor chronically ill
people had worse physical health outcomes in HMOs than comparable people
treated in fee-for-service settings. Furthermore, this pattern was the opposite of that
found for non-poor, non-elderly participants, who fared better in HMOs, suggesting
that what works for the average person may not work for special populations. The
study included a variety of HMO settings in Boston, Chicago and Los Angeles.

In a study of 450 frail older people in San Diego, Experton et al.S identified a
troubling utilization pattern for those in Medicare HMOs. Compared to
fee-for-service study participants, those in Medicare HMOs received 71% fewer
home health visits. While this finding alone does not suggest worse care, the study
also found that the Medicare HMO members were over four times as likely to have
any hospital readmission, and over seven times as likely to have a preventable
hospital readmission. The authors conclude that, while managed care may
encourage more judicious use of services for younger, healthy populations,
application of the same utilization approaches may limit beneficial care for frail
older people. It should be noted that the Medicare HMOs in the study were not
responsible for long term care, perhaps lending support to the argument that
capitation of acute care without regard to long term care provides perverse
incentives to reduce acute costs, since long term care consequences are not borne by
the HMOs.

3 Nelda McCall et al., Evaluation of Arizona's Health Care Cost Containment System
Demonstration (Final Report), (San Francisco: Laguna Research Associates, 1996).

4 John E. Ware et al.,1996. 'Differences in 4-Year Health Outcomes for Elderly and Poor,
Chronically Ill Patients Treated in HMO and Fee-for-Service Systems.' Journal of the American Medical
Association 276 no. 13 (1996): pp.1039-1047.

5 Bettina Experton, et al., 'The Impact of Payor/Provider Type on Health Care Use and
Expenditures among the Frail Elderly," American Joumal of Public Health 87 no. 2 (1997): pp. 210-216.
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Other studies attest to improved access and equivalent or better outcomes for older

people in managed care. A 1994 article reviewed 16 studies comparing the quality of

care provided by HMOs to care provided to similar populations by other delivery

systems. The article found HMO quality of care to be equal to or better than care

provided by other delivery systems in 14 of 17 indicators.6 Another study concluded

that Medicare HMO enrollees are more likely to receive mammograms than those

on fee-for-service (62% versus 39%). This study also found that low income and

African American HMO enrollees were even more likely than the average HMO

enrollee to receive a mammogram.
7 Finally, another study found no differences in

access, satisfaction, and quality of care among Medicaid beneficiaries enrolled HMOs

and those in fee-for-service. This study found that HMO enrollees had lower

utilization but were equally as healthy as fee-for-service beneficiaries. (Health

outcomes measured included: general health status, physical functioning, activities

of daily living, visual acuity, blood pressure and diabetic control).8

Although not directly applicable to many state-based efforts these studies

demonstrate that managed care can have both positive and negative impacts on the

care delivered to members of special populations. Also, the Ware and Experton

studies offer an important caution to states undertaking managed care with special

populations: traditional HMO approaches proven to work with average people may

have different results with special populations. As states expand into this area, they

should be deliberate in their strategies, build in strong quality oversight
mechanisms, and remain flexible enough to make midcourse corrections as needed.

What Are the Program's Goals?

Given the untested nature of risk-based managed care for persons with disabilities

and the elderly, why would a state want to apply this approach to these special

populations? It is important for any state to ask itself this question early on, and to

establish goals and objectives that will guide the development and refinement of its

managed care initiative.

In every state, older people and people with disabilities account for a

disproportionate share of total Medicaid expenditures, stemming from above

average use of expensive, institution based care. Community care, when it is

available, is often marked by a confusing array of services that may or may not be

6 Robert H. Miller and Harold S. Lult, Journal of the American Medical Association, May

1994.

7 Nelson, et al, Physician Payment Review Commission, November 1996.

8 Lurie, et al., Annals of Internal Medicine, March 1994.
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precisely what beneficiaries need. Compared to current fee-for-service
arrangements, managed care offers the potential to improve beneficiary outcomes
and control expenditures.

Many states are working on programs that would integrate acute and long term care
for special populations. It is important to point out that integration itself is not a
goal, but an approach that many believe will improve outcomes and control costs.

Improve Consumer Outcomes
Many believe that replacing the fragmented fee-for-service system with a managed,
seamless system will result in a user-friendly system with better outcomes. States
also report improved access to certain services, particularly primary care and dental
services. States believe a good managed care program should:

* emphasize prevention and early intervention services;

* reduce overuse of institutional services in favor of expanded home-
and community-based services;

* add flexibility to benefits, allowing care to be highly individualized;

* enhance accountability by holding a single contractor responsible for
care over time and place; and

* strengthen coordination of care.

Control Expenditures
States also hope that expenditures can be controlled through the fixed capitation
payment method. Budgets continue to grow from year to year in managed care
systems, but the growth is a negotiated, predictable increase in rates paid to a
contractor, as opposed to unpredictable, open-ended provider reimbursement paid
on a fee-for-service basis. Moreover, the capitated payment gives the contractor a
strong incentive to manage services closely.

For special populations, states see greater opportunities to substitute less expensive,
more desirable home- and community-based care for more expensive institutional
care. The evaluators found this to be the case in Arizona's Long Term Care System,
where contractors are mostly county-based, but Experton's San Diego study, in which
home care was reduced and hospitalization increased for frail older people, is an
important reminder that commercial HMOs may not automatically move to
increase home- and community-based care in response to a capitated payment.
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Will the Program Be Voluntary or Mandatory?

An important and emotional issue states must face is whether to make participation
of special populations voluntary or mandatory. States are divided on this question.
About half of those enrolling special populations in risk-based programs do so on a
mandatory basis. The following table provides examples of voluntary and
mandatory programs serving special populations.

Medicaid Choice in Selected State Programs
(Program Status as of May 1997)

Program Eligible Populations Medicaid Choice

Arizona All Mandatory for all

California County Organized All Mandatory for all
Health Systems
(5 counties)

California Geographic All, though emphasis is on Mandatory for TANF;
Managed Care (2 counties) TANF Voluntary for all others

Minnesota Prepaid Medical Elderly and TANF Mandatory
Assistance Plan (PMAP)

Minnesota Senior Health Dually eligible elderly Voluntary
Options (MSHO)

Nebraska HMO Program All Mandatory for all

New Jersey HMO Program All Mandatory for TANF in most
counties;
Voluntary for all others

Oregon Health Plan All Mandatory for all

TennCare All Mandatory for all

Wisconsin ICare People with disabilities Voluntary

Wisconsin Partnership Elderly and people with Voluntary
disabilities who qualify for
long term care

The issue of mandatory or voluntary enrollment is more complicated for older
people and people with disabilities than it is for TANF beneficiaries, for a number of
reasons.

* Untested Nature. As the introduction to this chapter notes, managed
care is still a relatively new concept for special populations, and some
early research has given us reason to proceed cautiously. Some believe
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that voluntary programs are more appropriate for special populations
until success is proven.

* Equal Treatment. On the other hand, some states (particularly those
with statewide programs) established as a guiding principal that all
Medicaid beneficiaries, regardless of eligibility category, would be
subject to the same enrollment options. That's not to say that
individual exceptions are not made. Oregon, for example, allows
people to opt out of managed care when necessary to ensure continuity
of care, but exceptions are made on a case-by-case basis, rather than
through policy affecting entire groups of beneficiaries.

* Numbers. Risk-based managed care depends on large numbers of
members to spread risk. Voluntary programs typically have difficulty
attracting members. This has been the case in the Wisconsin
Partnership Program, for example, in which enrollment remains low
despite concentrated efforts to make the program attractive to potential
members. This issue is complicated by the fact that commercial HMOs
tend to view older people and people with disabilities as high risk
groups, and may be less inclined to participate in voluntary programs,
where enrollment (and thus funding) is not guaranteed.

* Waivers. States do not need a federal waiver to operate a voluntary
program that serves any group of Medicaid beneficiaries or a
mandatory program that serves any group of Medicaid beneficiaries
except: those who are also receiving Medicare, certain children with
special needs, and (under most circumstances) American Indians.9

Since many elderly and persons with disabilities also belong to one of
the 'exempted' groups it is likely that states wishing to pursue a
mandatory program for the elderly or persons with disabilities will
need to seek a waiver. In particular, states interested in including
Medicare in a mandatory program for those who are eligible for both
Medicare and Medicaid (dually eligible), should be prepared to
demonstrate to HCFA that full freedom of Medicare choice (which is
unwaivable) is preserved within the program;

* ADA/NRA. The Americans with Disabilities Act and National
Rehabilitation Act may impact a state's ability to create mandatory
programs for people with disabilities if they are different than the
programs serving other populations. As long as managed care is an

9 The ability to mandate enrollment without need of a federal waiver for some groups of
Medicaid beneficiaries is effective with contracts entered into or renewed after October 1, 1997. (§4701
and 4710, Title IV-H of the Balanced Budget Act of 1997).
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additional option for people with disabilities, it does not result in
disparate treatment, but if people with disabilities are required to join a
specialty managed care program separate from the program developed
for TANF beneficiaries, the state may be subject to legal challenges,
even if the state believes the specialty program is more comprehensive
or otherwise better than the one serving TANF beneficiaries;

Constituent Support. Older people and people with disabilities tend to
be more effective than TANF beneficiaries in expressing their
opposition to state initiatives in legislative and other forums. States
may find it easier to gather constituent support for voluntary
programs.

Who Will the Program Serve?

At the broadest level, the term "special populations" is generally broken into two
distinct groupings: the elderly, who are defined as being 65 years of age or older for
Medicaid purposes; and adults with disabilities. Many elderly qualify for Medicaid
through Supplemental Security Income (SSI), a needs based program available to
anyone 65 years old or older who meets income and asset tests. Although many
older SSI beneficiaries have disabilities, they need not be determined disabled to
qualify for SSI. Thus, the group of older people with SSI in any given state includes
individuals with a broad range of health and social needs, with poverty being their
common characteristic. States with medically needy programs extend Medicaid
eligibility to older people with income above SSI limits who have significant health
care costs. Most older medically needy beneficiaries are nursing home residents,
making them a more homogeneous group than SSI beneficiaries.

In order to qualify for SSI, people under 65 must be poor and have a disability. Yet
the under 65 SSI population is also a diverse group, including three major
categories: physical disability, mental illness and developmental disability. Within
these disability categories, a wide range of conditions and diagnoses are represented,
including AIDS, cardiovascular disease, cancer, cerebral palsy, mental retardation,
schizophrenia, paraplegia, multiple sclerosis, stroke and spina bifida.10

As a state develops its target group for managed care, the diversity of needs among
subgroups of special populations must be considered. The needs of the target group
will determine a state's criteria for network adequacy as it chooses managed care
contractors. For example, a state that includes all populations in a single managed
care program must assess whether all of the disabilities and conditions listed above
can be adequately addressed by or through individual managed care networks. By

10 Mard-Lynn Drainoni, Carol Tobias, and Tony Dreyfus, Medicaid Managed Care
for People with Disabilities: Overview of the Population, (Boston: Medicaid Working Group, 1995).
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contrast, a state that excludes people with developmental disabilities from its
managed care initiative can pay less attention to network adequacy in mental
retardation. The following table identifies various ways to refine target groups.

Target Group Considerations

Criterion Options

1. Eligibility Status A. All Groups (SSL Medically Needy, TANF and Related,
including Dually Eligible for Medicare)

B. SSI Only
C. 551 and Medically Needy Only
D. Any of the Above, but Exclude Dually Eligible

2. Age A. 65 orOlder
B. Adults with Disabilities Under 65
C. Children with Disabilities
D. Combination of Above

3. Long Term Services Need A. Nursing Facility (NF) Certified Only
B. NF Certified and Others not Certified
C. NF Certified Excluded

4. Type of disability A. Physical
B. Developmental
C. Mental Illness
D. Combination of Above
E. Subcategory of Above

Eligibility Status
Perhaps the broadest way to think about a target group is to separate special
populations into eligibility categories. The options next to Criterion 1 in the table
have been oversimplified, but at a gross level, major eligibility categories include
TANF and related, SSI and related (which includes both older people and people
with disabilities) and Medically Needy. Dual eligibility for Medicare must also be
considered, given that 90 to 98% of older Medicaid beneficiaries also have Medicare
coverage, as do 30 to 50% of adults with disabilities under age 65. (Percentages of
dual eligibility have been found to vary considerably from state to state.)

Several states (including Arizona, parts of California, Oregon and Tennessee) have
included all eligibility groups in a single program. Perhaps the most important
lesson those states cite is that special populations take longer to enroll, and that
other states considering this approach should enroll eligibility groups in stages over
a two to three year period.

States including Medically Needy beneficiaries will face particular concerns around
rates, given that this group pays a portion of their own cost of care. A major
question becomes whether to pay the contractor a uniform rate and have
beneficiaries make their spenddown payments to the state, or whether to have the
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contractor collect spenddown payments and adjust the contractor's rates. Most states
have excluded this group from managed care because the eligibility status is largely
used to qualify for nursing home services, and to date, only a few states include long
term care populations or services in their managed care programs.

Dual eligibility raises several complications (discussed in more detail later in this
chapter), and many states have excluded dually eligible people from their managed
care programs. Given the significant incidence of dual eligibility, however,
excluding dually eligible people places a serious limitation on enrollment.

Age
Another important criterion is age. A few states (Minnesota, Nevada) have created
programs that serve older people but not people with disabilities under 65. Others
(Delaware, Georgia, Ohio) include younger people with disabilities but not those
over 65.

Long Term Care Services Need
States have taken many approaches to people who require long term care (LTC)
services. Although LTC includes home- and community-based care, states generally
define the need for LTC as meeting a state's criteria for nursing facility certification.

In most states, people in this category are excluded from managed care altogether,
since only a few states include extended LTC benefits in their capitated payments to
contractors. Some states (such as Oregon) do not include extended LTC in their
managed care programs, but still enroll people with LTC needs. In those states,
managed care contractors are responsible for primary and acute care needs, and for
coordinating their services with LTC providers, who are paid directly by the state on
a fee-for-service basis.

Some states have developed programs targeted exclusively to people with long term
care needs. These include the Arizona Long Term Care System, pilot projects in
California and Florida, the Wisconsin Partnership Program, and several PACE sites
(Program of All-inclusive Care for the Elderly) around the country.

Type of Disability
Finally, states must decide whether to target particular disabilities and/or
conditions. A number of states (Missouri, Ohio, Wisconsin) have developed
programs serving predominately people with physical disabilities. Others (Arizona,
New York, Rhode Island) have or are developing programs targeted to people with
developmental disabilities. Though several states have mental health "carve-out"
programs, none have focused exclusively on people with severe and prolonged
mental illness. Rather, they have been constructed as service carve-outs, available
to a broad range of people with mental health needs, including TANF beneficiaries.
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What Services will the Program Include?

Bearing in mind that older people and people with disabilities have diverse needs,
states must consider what services to include in their managed care programs.
States can begin by analyzing the utilization patterns of their target groups.
Important services are likely to include durable medical equipment (DME), personal
care, mental health services and a broad range of long term care, including
institutional and community-based. States should also consider unmet needs in
their analyses. Perhaps the b3 st example of this is dental services. Most states report
difficulty obtaining access to dental services in their fee-for-service programs,
particularly for people with disabilities. Arizona and Oregon report that including
dental services in a managed care program has been found to improve access
significantly (particularly for persons with developmental disabilities); but, the
historical fee-for-service claims do not provide an adequate base for predicting
utilization in managed care.

What's In and What's Out?
The question for states is not whether a service currently covered will continue to be
covered, but rather whether it will be included in a capitated payment to a managed
care contractor. If it is not included in the capitation, it will continue to be provided
to beneficiaries and paid on a fee-for-service basis. Thus, the question becomes the
scope of risk that a state passes onto or shares with the managed care contractor. A
state has many options, some of which are portrayed in the following table.

Selected Medicaid Capitation Arrangements

All-Inclusive One Capitation Payment Two or More Capitation
Capitation Combined with Fee-for- Payments Combined with
(Option A) Service Fee-for-Service

(Option B) (Option C)

Primary and Included in Capitation Some or all Included in Capitation I
Acute Capitation

Mental Health Included in Capitation Included in Capitation or Capitation 2
Fee-for-Service

Long Term Care Included in Capitation Some or all Included in Fee-for-Service
Capitation, or Fee-for-
Service

Examples Arizona Long Term New York LTC Pilots; Parts of Oregon Health
Care System; Parts of Oregon Health Plan;
PACE Plan; TennCare;

. Wisconsin Partnership Washington
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Option A is still quite rare. Pioneered by the Arizona Long Term Care System and
PACE (Program of All-inclusive Care for the Elderly), this approach includes all
Medicaid funded services in a single capitated payment to the managed care
contractor. Minnesota recently moved in this direction with its Senior Health
Options program, though contractor liability for nursing facility services has been
capped at 6 months in that program, with additional nursing facility payments on a
fee-for-service basis when needed. The perceived advantage of this approach is the
ability to hold a contractor accountable for total care while closing off avenues for
cost shifting from capitated services to those reimbursed on a fee-for-service basis.
This may not be possible, however, if the contractor does not have a comprehensive
enough network to provide the full range of services or is not willing to be at risk
for the full range. Also, a state may not want to use a single contractor for policy,
program or political reasons. For example, a state may desire to preserve a direct
relationship with community mental health centers or home- and
community-based long term care providers.

Most managed care programs for older people or people with disabilities capitate
some but not all services, in some variation of Option B. The most common
arrangement (e.g., parts of California, Oregon, Pennsylvania) is to capitate primary
and acute care and reimburse LTC on a fee-for-service basis beyond short, post-acute
stays, but some states are experimenting with other combinations. For example,
New York has a set of pilot programs in which LTC is capitated, but primary and
acute care are paid fee-for-service. Regardless of which sector a state capitates, it
needs to consider the incentives for cost shifting that such systems can create. One
way to address this concern is to establish fee-for-service utilization targets and to
hold contractors financially responsible when they exceed the targets or reward
providers for containing its enrollees utilization of fee-for-service services, an
approach that has proven effective in Wisconsin.

Other variations on Option B stem from particular state laws passed with the
support of certain provider groups. These include arrangements that exclude
pharmacy or dental services from capitation.

Option C appears to be growing in popularity as a number of new states create
mental health carve out programs. In those states, mental health services are
capitated to a specialty contractor, which may be a national behavioral health firm
(as in Massachusetts) or a locally-created entity with roots in the county mental
health system (as in parts of Oregon). Primary and acute care are typically capitated
to a second contractor, with LTC remaining fee-for-service.

Medicare Services
As previously noted, most older beneficiaries and many younger beneficiaries with
disabilities also have Medicare coverage. When Medicare coverage exists, Medicaid
becomes the last payor for most primary and acute care services, raising implications
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for Medicaid capitation rates and coordination of services. These implications are
discussed later in this chapter.

How Will Quality Be Ensured?

Given the warnings of early research, how can states ensure high quality in their
managed care programs for special populations? Boothl' has suggested that the
design features of most state managed care programs for TANF (formerly AFDC)
beneficiaries do not fully address the needs of special populations, but provide a
solid foundation for state efforts in this area. States will most likely find that the
same techniques used in their quality management systems for TANF beneficiaries
(e.g. use of practice guidelines, credentialing, licensing and certification) can also be
used to ensure quality of care for the elderly and persons with disabilities, but that
the system will need to address new issues that are of particular importance to these
new enrollees.

One challenge is the broader range of providers often used by special populations.
Commercial managed care organizations are not generally accustomed to having
Independent Living Centers, home and community based service providers, or
adult foster homes in their networks. Even if these services are not the direct
responsibility of the capitated contractor, states should consider monitoring the
degree to which all of these distinct provider systems come together to provide
seamless care to the beneficiary. Health plans have their own quality initiatives
(e.g., NCQA accreditation). Also, many types of providers are already steeped in
their own quality initiatives (e.g., the Minimum Data Set (MDS) for nursing
facilities and the Outcome and Assessment Information Set (OASIS) for home
health) while others have virtually no focused quality improvement programs.

As a starting point, states should consider implementing dynamic processes that can
provide early warnings of problems and give voice to beneficiaries. State experience
has shown that complaint and grievance systems are most effective when they offer
multiple avenues for registering problems, include staff who can communicate
effectively with special populations, and are easy to use. Ombudsman or other
special positions might be created to address individual and systemic problems that
arise around the needs of special populations. (Volume R contains more
information on complaints and grievances.)

In the longer term, states will need to define desirable outcomes that are specific to
the groups their programs serve, and develop performance indicators to measure
success. This is a more difficult undertaking that will evolve as programs gain

11 Maureen Booth, Look Before You Leap: Assuring the Ouality of Care of
Managed Care Programs Serving Older Persons and Persons with Disabilities, (Portland, ME: National
Academy for State Heahh Policy, 1996).
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experience with special populations. (Volume II contains more information on the
use of outcomes measures.)

With Whom will the State Contract?

Medicaid agencies use a variety of contractors to serve vulnerable populations,
including commercial HMOs, county-based plans, community-based providers, and
HMO/specialty center partnerships. Selected examples are shown in the table below.

Special Population Contractors: State Examples

Type Examples

Commercial HMOs Arizona AHCCCS (CIGNA)
Colorado (Rocky Mountain HMO)
Oregon (Providence Health Plans)
Tennessee (Prudential)

Medicaid Plans, Arizona ALTCS (Maricopa County Health Plan)
including County Plans Oregon (Care Oregon)

Sister State Agency Arizona ALTCS (Department of Economic Security, for people with
developmental disabilities)

Community-based Massachusetts (Community Medical Alliance)
Providers Wisconsin (Partnership)

HMO/Specialty Ohio (ABC)
Center Partnerships Wisconsin (ICare)

A quick glance at the table shows that states are not limiting themselves to one
approach. In fact, in order to meet HCFA's two-plan requirement for mandatory
programs, states may need to encourage the development of multiple contracting
arrangements. Factors states consider when selecting an approach include the
following.

Purchasing Philosophy and Market Conditions
A state's purchasing philosophy and the market conditions within the state can
affect its contractor selection process in a number of ways.

* Commercial Market. Those states with a well-developed and
competitive commercial HMO marketplace may find that these
existing HMOs offer the best opportunity to obtain the highest quality
health care at the best price. Commercial HMOs already have the
infrastructure needed to manage care and so can generally afford to
offer the 'best deal'-although some states have also found that what a
plan can provide does not always match what a plan is willing to offer.
Generally speaking, Massachusetts fall into this category, and Arizona
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is moving in this direction now that its managed care program (and
managed care marketplace) has matured.12

* Large Risk Pools. In general, a large portion of the total cost of caring
for vulnerable populations is due to the cost of caring for a small
number of people within these populations. Some states have found
that spreading the risk of subpopulations across the broader Medicaid
population better accommodates this situation. The more 'average'
costing enrollees a plan has, the less likely it is that a few enrollees with
very expensive conditions will cause financial difficulties (with its
potential effect on access and quality of care). These states tend to use
large, usually commercial, plans instead of small specialty plans.

* Existing Relationships. Most states began their managed care programs
with TANF beneficiaries and expanded their programs (or plan to
expand them) to special populations. Some states find it practical to
build on successful relationships with existing contractors, rather than
developing separate relationships for special populations.

* Preserving a Role for Traditional Providers. Many states wish to
preserve a role for traditional-providers generally, and this issue
becomes more significant when special populations are involved.
Community-based long term care providers, developmental disability
services providers, and county mental health systems may all be
valued as critical to the success of any managed care program.

Target Group and Services Purchased
The type of contractor desired will also depend on the target population and services
included in the program. A state will want any potential contractor to demonstrate
experience working with the target group and network adequacy in all services
included in the capitation. If a state is including long term care in its program,
commercial HMOs may not be able to show network adequacy, especially in terms of
home- and 'community-based LTC services. Subpopulations may need very
specialized services currently available only through traditional providers. States
constructing risk-based programs may want to consider combining the insurance
expertise of an HMO with the service expertise of a specialty provider.

Availability
Even if the state is willing to do business with certain contractors, those contractors
may not be interested in taking on the perceived risk of special populations,

12 It is interesting to note that in at least one state (Minnesota) the managed care
marketplace has become so consolidated that this State is considering moving away from purchasing from
commercial HMOs and instead purchasing from county-based or network models.
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particularly on a full risk basis. Thus, the state may have to stimulate the
development of specialty contractors through technical assistance and special
payment systems. Many states do not have well-developed commercial managed
care markets, particularly in rural areas. They too may need to build systems from
the ground up.

Legal Authority
Federal and state laws also influence contractor selection.

Title IV-H of HR 2015 (PL 105-33) changed several federal regulations to
make it easier for states to contract with managed care entities that are
not federally-qualified HMOs. For example, this law removes the
federal requirement for a Medicaid contracted plan to have at least 25%
commercial enrollment and enables states to lock-in enrollees of
managed care entities that are not federally-qualified HMOs.

* Medicare Capitation. If a state wishes to include Medicare services on a
capitated basis and does not want to go through the waiver approval
process, it may need to consider entities with existing legal authority to
receive capitated Medicare payments, such as Medicare HMOs, Social
HIMOs and PACE sites.

* State Insurance Laws. Risk arrangements are subject to state insurance
laws, which favor large, financially sound commercial entities. Several
states, including Arizona, Connecticut, Oregon and Wisconsin, have
obtained exceptions to state insurance laws for at least some of their
Medicaid managed care initiatives.

How Will the Program Address Medicare Services?

Medicare can not be ignored as an inconsequential issue among special populations.
As previously noted, 90-98% of older Medicaid beneficiaries also have Medicare
coverage, as do 30-50% of adults with disabilities under age 65. As first payor for
primary and acute care, Medicare coverage carries great cost and coordination of care
implications for dually eligible people in Medicaid managed care.

Until recently, states with Medicaid managed care programs took one of two courses
toward dually eligible persons. Either they 1) excluded them from the programs or
2) made an adjustment in their Medicaid capitation rates to reflect Medicare
eligibility and took no further actions regarding Medicare. More recently, states
have pursued a far more active role in ensuring that Medicaid and Medicare work
well together for the maximum benefit of dually eligible persons. Approaches fall
into two broad categories: those that attempt to coordinate the distinct Medicare and
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Medicaid systems, and those that attempt to fully integrate them by building one
new program from the two.

Two Basic Approaches to Dual Eligible Beneficiaries

Perhaps the most mature example of a coordination approach is Oregon's, in which
the state, HCFA and contractors have gone to great lengths to make the Oregon
Health Plan (through which most Medicaid beneficiaries are enrolled in managed
care) work well with the substantial Medicare HMO market that exists in that State.
In most cases, dually eligible beneficiaries who elect a Medicare HMO have their
Oregon Health Plan benefits delivered through that HMO's counterpart Medicaid
prepaid health plan, though the State has no direct role in the oversight of the
Medicare HMO's services. The contracted HMO remains accountable to HCFA for
Medicare services, and maintains a separate prepaid health plan contract with the
State for Oregon Health Plan services.

By contrast, Minnesota Senior Health Options is pioneering an integration
approach, in which HCFA has, in essence, allowed the State to act as its agent for
Medicare. This allows the State to contract for a unified health system that
encompasses both Medicaid and Medicare services. Participants are subject to a
single enrollment process and the State oversees a single quality assurance system.

The National Academy for State Health Policy e0 8/97

Distinguishing Feature

Emphasis on making two service systems appear and feel as one to the consumer.
Examples

Medicare and Medicaid enrollment remain separate, but contractor, state and
HCFA develop coordinated enrollment process to approximate simultaneous
entry into two systems (Oregon).

. HCFA and state agree to share the Medicare and Medicaid data collected
respectively by the two systems.

* HCFA and state maintain separate contracts for Medicare and Medicaid
payments, respectively, but payments are made to the same contractor (PACE
and Oregon).

Emphasis on unifying two service systems into one.
Examples
* HCFA authorizes the state to enroll dually eligible persons into a single

service system that includes both Medicare and Medicaid (Minnesota).

* The state collects (and shares with HCFA) Medicare and Medicaid data
(Colorado).

* A single contract covers both Medicare and Medicaid services (Minnesota).
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Dual eligibility raises a distinct set of design questions which have been addressed in
detail elsewhere. 13 Some of the more significant questions are discussed below.

Is it Possible to Establish a Mandatory Program?
If a state wishes to include Medicare in a program for special populations, the
program must be voluntary. This stems from the unwaivable Medicare
requirement that Medicare beneficiaries have freedom to choose the providers of
their choice.

It is possible, as in Oregon, to have a mandatory Medicaid managed care program
that coordinates with Medicare for dually eligible persons, but the program must be
constructed in a manner that allows enrollees to exercise their Medicare options.
For example, if an Oregon Health Plan (OHP) member chooses a Medicare HMO for
Medicare benefits, the member is enrolled in that HMO's counterpart Medicaid
prepaid health planl4 for OHP benefits. If the member opts for Medicare
fee-for-service benefits, OHP still (with some exceptions) requires enrollment in
managed care for Medicaid benefits.

Is Lock-in to a Managed Care Network Possible?
While lock-inl5 to a network is clearly possible in Medicaid managed care, its
application to Medicare is more complicated. In a Medicare HMO, a Medicare
beneficiary agrees to be restricted to using providers that belong to the network of
the HMO he or she joins on a month-to-month basis, considerably shorter than the
12 months that may be required in Medicaid managed care. The same
month-to-month lock-in was approved by HCFA for the Minnesota Senior Health
Options program, but no precedent exists for a longer Medicare lock-in. However,

13 Paul Saucier, Managed Care for Dually Eligible Beneficiaries: Key Program
Design Issues for States, (Portland, ME: National Academy for State Health Policy, 1996).

14 In other words the same managed care entity signs a contract with HCFA to provide
Medicare services as a Medicare HMO and a separate contract with the State of Oregon to provide
Medicaid services as a prepaid health plan. Since the same entity is providing both plans' of service that
entity is referred to as the 'Medicare HMO' for Medicare services and the 'HMO's counterpart Medicaid
prepaid health plan' for Medicaid services.

15 A lock-in is the length of time an enrolled beneficiary must wait before changing plans
without cause.
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recent legislation provides for longer lock-ins including an annual lock-in for
Medicare beneficiaries after 2002.16

Absent explicit Medicare lock-in to their Medicaid networks, some states (e.g.,
Arizona and Minnesota's PMAP program) have fashioned defacto Medicare lock-in
to Medicaid plans by limiting their payment of Medicare cost sharing to the
Medicaid plan in which the dually eligible person is enrolled. These states
established this policy to encourage enrollees to use a primary care provider within
the Medicaid plan's network. Network lock-in is an important issue because the
primary care provider plays the major role in deciding what specialty and LTC
services and which providers (through referral arrangements and admitting
privileges) enrollees will use. Therefore, those that use a primary care doctor that is
not part of the plan's network are more likely to obtain other services outside the
network-including services that Medicaid pays for. However, this defacto lock-in
is a controversial policy which HCFA has stated it will not approve in the future.

Is it Possible to have Capitated Medicare Payments Outside of Medicare
HMOs?
As part of its waiver, Minnesota did get approval to have capitated Medicare
payments made to contractors that are not necessarily Medicare HMOs. The
payment is made directly to the contractor by HCFA, but is triggered by successful
execution of a contract between the State and the contractor.

However, doing so requires a Medicare waiver, which is likely to take a considerable
amount of time to obtain, given the still new and somewhat controversial nature of
the approach. Several states, such as Maine, have begun or plan to begin enrolling
dually eligible people with a Medicare fee-for-service component, with plans to
capitate Medicare in the future, pending waiver approval. Either way, the main
challenge becomes convincing dually eligible beneficiaries of the value of obtaining
their Medicare and Medicaid services through a single entity, since beneficiaries are
free to pursue Medicare services from any provider who will see them.

Summary

Managed care for the elderly and people with disabilities is still in its infancy.
Though several Medicaid managed care programs have included older people and
people with disabilities for some time, a limited amount of research has been
completed, and it has not focused on comparative analysis of different program
models. Thus, little consensus has developed regarding best approaches to take to

16 Specifically, Title IV-A of the Balanced Budget Act of 1997 will allow for continuous
enrollment and disenrollment for Medicare beneficiaries only during the first three months of each
calendar year after 2002.
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special populations, and states continue to design diverse programs consistent with
individual state values, policy, experience, and infrastructure.
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Chapter 2
Care Delivery

Introduction

Once the broad program outline of the managed care system is designed (as
discussed in the previous chapter), the Medicaid agency then needs to decide how
contractors should deliver care and communicate these expectations to them. If the
contractors do not understand Medicaid's expectations they are very unlikely to
meet them. This chapter seeks to assist.state Medicaid agencies in this process by
identifying specific strategies states use to define the care delivery system of
programs serving the elderly and persons with disabilities through risk-based
managed care. Of course, the information in the chapter on program planning in
Volume II of this Guide also applies to this population. Indeed give the widely
divergent needs of groups within these special populations, states developing
programs for these populations may wish to devote even more effort to obtaining
public input.

Information in this chapter is pertinent to all risk-based managed care programs that
serve special populations (elderly persons and persons with disabilities)-regardless
of the type of contractor, or the specific subpopulation served. This chapter will
specifically address state options in areas of particular importance in serving elderly
and persons with disabilities such as, access, care coordination, long term care
services, marketing and enrollment, and quality.

For best results, a state should ensure that its care delivery expectations are reflected
throughout the program-in the process used to select health plans, the contract
under which plans will operate and the systems used to monitor managed care
plans. For example, if a state decides to require contracted plans to provide a choice
of two psychiatrists within 20 miles of every enrollee's home:

* the plan should be required to demonstrate this ability during the
selection process-perhaps by supplying a provider list or a map
showing the location of each psychiatrist in the network;

* the plan should sign a contract agreeing to meet that specific
requirement;

* the state should establish monitoring strategies to determine whether
the plan meets that standard-perhaps through monitoring
complaints or periodic network reviews; and
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* the state should develop corrective action strategies to improve the
health plan's performance-perhaps through a corrective action plan
or the imposition of contract penalties.

This chapter is based primarily on information gathered during site visits and
interviews with state officials, managed care organizations and advocates in
Arizona, California, New Jersey, Oregon and Tennessee. All of these states enroll
some members of special populations into their Medicaid managed care programs.

Site Visit State Background

State Year Risk-Based SSI Enrollment as of Aged Enrollment as of
Iogram. Begar. jun^e 30, .996 Junre 30 ,1996

Arizona 1982 Acute care 57A412 33,690
1989 Long term care
(Both programs are
mandatory.)

California 1983 Mandatory 48,832 13,657
1972 Voluntary l

New Jersey 1985 Mandatory 5,387
198145 Voluntary l

Oregon 1995 11,799 (MH only) 7.871 (MH only)
31,311 (dental only) 20,909 (dental only)
31,671 (comprehensive) 16,759 (comprehensive)

Tennessee 1994 217.666 151.370

Accessl

Most states use multiple methods for ensuring access for Medicaid managed care
enrollees (see Volume II for details about many of these methods). But, there are
access issues that are of particular concern to members of special populations.
People with chronic conditions worry that they will be unable to access physicians
and specialists familiar with their health and functional needs or specialists with
whom they have a long standing relationship. Members of these groups also want
services that maintain their functional capacity in their own homes or in residential

I Readers should be aware that Title IV-H, § 4705 of the Balanced Budget Act of 1997
requires states to have access standards (and monitor plan compliance with these standards) 'so that
covered services are available within reasonable timeframes and in a manner that ensures continuity of
care and adequate primary care and specialized services capacity.' Title IV-H also specifies that these
standards 'shall be consistent with standards that the Secretary first establishes within 1 year after the
date of the enactment of this section." These new requirements will become effective on January 1,
1999.
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settings. Finally, plans that serve members of these groups must accommodate the
physical access and communication needs of special populations.

General Measures for Assuring Access
One of the major reasons Medicaid agencies turn to managed care is to improve and
expand access to health services. A recent study found that people with chronic
conditions among the general population often could not find a provider (11%),
services were not available when needed (19%) or they could not get to the
service(15%). 2 This situation combined with the reluctance of many providers to
serve any Medicaid beneficiary could combine to make accessing care extremely
difficult for Medicaid beneficiaries with chronic conditions.

Many of the states enrolling members of special populations into Medicaid managed
care plans are doing so, at least partially, to improve access to care for these
beneficiaries. Charts A and B3 suggest that Medicaid agencies are responding to the

needs of special
Chadt A populations, who

Natioral Academy for State Health Policy have more complex
Medicaid Managed can,

Strategies for Assuring Access needs than other
Risk-Based Coniacinsg Medicaid

[l AFDC i d sN *ldedy'% beneficiaries, and
!10% ' U s Riat-d .2, 

1 9 O 1 3the access barriers
so.. _F76% some members of

94% 91% 9 7* these populations
70% 66% 68% 68%~~~~~~60 *.2

7 . . - _ ;17 -1 have encountered.
5% , S8% This attention may

also reflect the lack
of plan experience

20% Ctei oln cetaChoiCriAmraA serving members of

special populations.

This increased
scrutiny is

10% particularly
apparent during the

0% ~ ~ ~ ~ ot~plan selection
rais witiog H6 . t.. process and the use

2 Catherine Hoffman, ScD. et al, Chronic Care in Amenica: A 21st Century Challenge,
(Pninceton NJ: Robert Wood Johnson Foundation,1996).

3 All charts in this Volume are based on state-reported information from the survey that
forms the basis of volume l and reflects program status as of1June 30, 1996.
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Chart B
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of strategies such as: using geographic access mapping of providers and
beneficiaries; examining the plans primary and specialty care networks; and
examining the plan's ability to make new providers available to enrolled
beneficiaries. However, traditional measures such as the number of providers in
relation to the enrolled population and time/distance measures, may not be
appropriate to measure access for vulnerable populations. It is important to know
whether the plan's providers are willing to care for people with disabilities and
whether they have experience doing so. Consumers themselves may prefer to
travel significant distances to see a provider that is experienced with the person's
condition rather than a provider that is nearby but lacks this expertise. (For more
discussion of all of the strategies identified in the charts please refer to the access
chapter in Volume II of this Guide.)

Access to Primary Care Providers With Knowledge/Experience Caring for
Members of Special Populations
Members of special populations sometimes need primary care providers who
understand the connections between chronic conditions and primary health care
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needs. For example, women who are HIV positive should have PAP smears every
six months. Unless a primary care provider is familiar with the needs of this group
of women, this test may not be performed that often. Primary care providers with
geriatric training may recognize the signs of some conditions, such as Alzheimer's
disease, earlier than other providers.

States have responded to this need for primary care providers with knowledge and
experience serving members of special populations in several ways. First some
states allow plans to designate specialists as primary care providers to serve
members of special populations. For example, the plans participating in
Massachusetts' program for dual eligibles4 will be able to use physicians with board
certification in geriatric medicine or gerontology, as well as those with certifications
in family practice or internal medicine. New York uses a similar approach and
specifies that specialists may serve as primary care physicians for enrollees with
complex needs.

Other states focus on ensuring that the primary care provider, regardless of specialty,
has knowledge and experience treating persons that belong to special groups. For
example, Pennsylvania requires plans to "...consider the special medical needs of
each member when assigning a PCP to ensure that the member's PCP is trained and
experienced in treating the members special needs." Similarly, the contra cor for
Wisconsin's Independent Care Program must "subcontract with providers with
knowledge and experience relevant to the needs of the disabled population."
Wisconsin Medicaid staff then prepared a report identifying providers that served
many persons with disabilities in the plan's service area and reviewed a list of
subcontracted providers submitted by the plan against that list.

In Oregon, members of health plans who are Medicaid beneficiaries must have the
same access to providers as other plan members. In addition to meeting the
community standard, contractors must also be able to meet the needs of the enrolled
population. Under the administrative rules, contractors provide evidence that
vulnerable populations have access to providers with expertise to treat the full
range of medical conditions experienced.

Oregon's rules go beyond a generic access requirement. Plans are also required to
develop plans anc procedures for identifying members in need of interpreter
services, members needing accommodations under the Americans with Disabilities
Act (ADA), and to monitor, improve and manage risk in times of reduced provider
capacity.

4 Dual Eligibles' are those beneficiaries who have both Medicaid and Medicare coverage.
Most elderly Medicaid beneficiaries are dual eligibles as are many Medicaid beneficiaries with disabilities.
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Allowing beneficiaries to continue relationships with an established provider can
also address the need for knowledgeable, experienced primary care providers. One
strategy to ensure continuity is to enroll the beneficiary into a plan that contracts
with the beneficiary's current provider. Many states include information about
provider/plan affiliation in the enrollment material provided to the enrollee or
provide access to a data base of provider affiliations during face-to-face enrollment
counseling. The next step is to ensure that the enrollee can use the provider as the
enrollee's primary care provider once the individual joins the selected plan.
California, for example, specifies newly enrolled members wishing to maintain a
relationship with a provider in the plan's network must be assigned to that
provider.

Finally, the "conceptual framework" developed for the New England States
Demonstration Projects for Dually Eligible Personss recommends that specialists,
registered nurses, nurse practitioners or care coordinators be able to perform many
of the functions of a primary care practitioner. The framework indicates that
consumers with minimal health needs and significant psycho-social needs will
require extensive community-based services and coordination of health and long
term care services which do not require a physician. The alternative primary care
practitioner would notify the physician when a need for medical services occurred.

Physical Access and Communications Requirements
Some members of special populations have physical access and communication
needs that plans must address. Some enrollees use wheelchairs, walkers, or need
other assistance. Others may be blind, deaf, or need specially adapted
communication equipment. To address the needs of many people with disabilities,
plans will need special communication methods (interpreters for people with
hearing impairments, TDD, resources for people with visual impairments, as well
as assistance for people with cognitive impairments). Plans must not only provide
these types of services, but they must also ensure that enrollees who use these
services can access care.

Language requiring that all facilities comply with the ADA may be part of the
contract boilerplate but there is often little review to ensure compliance. As
Medicaid managed care programs enroll more people with disabilities, these
requirements warrant increased attention. Contract language might be considered
that describes how plans must review and document the accessibility of providers in
their network.

5 The conceptual framework describes a cQmmon approach to selected issues that will be
taken by each of the six New England states in their waiver demonstration proposals to integrate care for
dual eligibles.
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Oregon's rules require that plans monitor compliance and determine whether
members are receiving access accommodations, including steps that will be taken to
remove barriers or accommodate members with special needs. Access includes
street level access or ramp into the facility, wheelchair access to a lavatory, and
wheelchair access to an examination room.

Once enrolled, plans need to be able to communicate with members who have
special needs. States require plans to have TDDs, translate the handbook into
braille, tape or large print. For example, Oregon's regulations require that
contractors must have written procedures and trained staff to communicate with
hearing impaired OMAP members via TDD/TTY.

Interpreter services are typically required of plans. Contracts usually require that
plans have written procedures for communicating with members who do not speak
English. Administrative offices, providers, and hospitals are required to have
arrangements for interpreter services that are sufficient to ensure that practitioners
can understand the member's complaint, to make a diagnosis, respond to questions
and concerns and communicate instructions to the member.

Access to Specialists
Because members of special populations frequently have complex needs, access to
specialists, particularly specialists with expertise in an individual's specific
condition, is critical. Concerns in this area fall into two major categories: (1) the
plan must be able to provide adequate access to specialists; and (2) individuals
enrolled into the plan must be able to access those specialists. Many of the strategies
discussed in the previous sections will also help address these issues (e.g.,
provider/enrollee ratios could be used to address the first concern, waiting times for
appointments could be used to address the second, and enrollee surveys could
address both).

In addition to the more general strategies, some Medicaid agencies use other
strategies to ensure that adequate specialists are available to enrollees. For example,
there may not be enough of a certain kind of specialist within a geographic area to
provide adequate access. Arizona's contract requires that plans have networks
adequate to provide all covered services. To meet these standards in rural areas,
some plans must provide enrollees transportation to specialists located some
distance from enrollees' homes. One plan makes a weekly trip to Tucson for clinic
appointments and other plans transport members to specialists in both the Phoenix
and Tucson areas. Similarly, as part of the plan selection process, Oregon requires
plans to describe how they will obtain specialty care and incorporates that
description into each plan's contract. Some plans developed arrangements with
specialists outside their service areas to comply with the requirement.
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Some states use other strategies to ensure that enrollees have adequate access to the
specialists in the network. For example, New York and Oregon encourage plans to
provide enrollees with complex needs with standing referrals to specialists. This
allows the enrollee to see that specialist on an on-going basis without seeking a
referral from the primary care provider for each visit.

Traditional Providers
Many long term care and behavioral health providers used by vulnerable
populations have traditionally not been part of managed care networks. Many
vulnerable members use clinics, health centers, community mental health centers
and publicly funded non-profit community based organizations which are not part
of plan networks. These providers may not meet existing plan credentialing
standards and therefore do not participate in managed care networks. In several
states, traditional providers have formed their own health plan. Federally Qualified
Health Centers (FQHCs) in Massachusetts and Rhode Island organized HMOs which
were licensed under state requirements. Health Centers in Oregon formed an
alliance with the Oregon Health Sciences Center in order to continue to serve elders
and people with disabilities through the Oregon Health Plan. In some instances,
alliances between health plans and traditional providers meet mutual needs.
Health plans often need to expand their general capacity in areas of a state and to add
providers with experience serving Medicaid populations. Traditional providers
need to retain members in order to remain viable. States may either require an
alliance or contractual agreement or set bidding standards that create incentives for
health plans to negotiate these arrangements.

Forming networks to deliver behavioral health and substance abuse services is also
difficult. States often have a separate state or county operated network for serving
low income and disadvantaged populations that is not generally used by privately
insured people. HMO networks tend to include mental health providers with
experience serving privately insured populations with acute mental health and
substance abuse needs. These providers tend to have less experience serving people
with chronic mental illness and substance abuse problems who, in the past, have
been cared for by community providers. (Chapter 3 of this volume addresses these
issues in more detail.)

In Oregon, most mental health services for Medicaid beneficiaries traditionally have
been delivered by community mental health programs, predominantly operated by
counties. Until 1995, those organizations rarely participated in networks of fully
capitated health plans. In 1995 the State implemented a mental health service
demonstration involving 25% of Medicaid beneficiaries and experimented with
several behavioral health service delivery models, including management of those
services by three capitated health plans. An additional model was an alliance of 15
county-owned programs operating independently of the capitated plans in those
counties. The mental health demonstration was expanded to 100% of Medicaid
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beneficiaries on July 1, 1997. This expansion will result in the management of
behavioral health services by additional fully capitated health plans.

Regardless of the contractual arrangements developed by capitated health plans and
behavioral health care organizations, Oregon anticipates that existing community
mental health networks will continue to provide a significant portion of those
services to Medicaid beneficiaries. Prior to the 25% demonstration, traditional
providers expressed apprehension that assumption of behavioral health service
management by capitated health plans would seriously erode their client base. That
fear, however, has diminished, and the community programs appear more willing
to participate in both formal contracts and informal partnerships with fully capitated
plans in the future.

Long Term Care Providers
Finally, managed care plans will need to develop relationships with a range of long
term care providers. The type of arrangement will depend upon the scope of
capitation. If long term care services are not part of the scope of services, referral
and coordination will be needed with the long term care systems and providers of
residential, home, and community based services. If the scope of service and
capitation payment includes long term care, plans will need to contract with these
providers.

Developing a network of community-based long term care providers may be
difficult for plans. While plans have experience contracting with home health
agencies, other agencies may be able to provide personal care and homemaker
services more cost effectively. Home delivered meals, transportation, companion
services, chore service and respite care can all be delivered by multiple community
organizations.

The multitude of individual agencies that exists may discourage plans from
contracting with these agencies. Plans can frequently sign one contract with one
organization with multiple providers to obtain physician and other medical
services. There is no identical provider consolidation in the community based long
term care system. However, more loosely organized home care networks typically
managed by local area agencies in aging (AAAs) and counties do exist in the current
long term care system. These local, independent agencies are responsible for
contracting, monitoring and quality assurance activities. However, contracting with
these individual agencies could be time consuming and difficult for plans since
standards for these agencies differ from those of health care providers. Many
community agencies are not required to meet licensing standards common to health
providers. States might be able to help address this issue by creating contract
specifications that allow plans to contract with agencies that meet state requirements
for participation in the state's home and community based services program.
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In particular, plans without an existing network of community based long term care
providers might consider contracting with the existing case management system in
states with well-developed in-home programs rather than building a new system.
Contracting with an organization that has an existing network of community
providers will reduce the number of contracts that must be negotiated and
monitored by the plan. Contracting with these agencies also ensures continuity of
services for those already being served by the community based system and may
enable the plan to begin providing these services quickly. However, community
organizations need to be clear about the role of each organization-how enrollee
needs will be assessed, service plans developed and services authorized. A
community organization will also need to know what data it will need to provide to
the plan and in what format. Although community organizations have to account
for spending and report data to state agencies managing home and community
based services (HCBS) programs, those requirements will most likely differ from
plan requirements.

Special Considerations for Beneficiaries in Treatment at the Time of
Enrollment
Many state contracts have specific provisions about the delivery of care to
beneficiaries receiving active treatment on the date of enrollment. California's
previously described requirement for plans to ensure that enrollees with existing
provider relationships be allowed to continue those relationships addresses this
issue. In addition, several states, such as Arizona and Oregon, make special efforts
to ensure that plans know about the care beneficiaries are receiving before
enrollment. In Arizona, if a member switches health plans, the current plan must
notify the new plan of any care the enrollee is currently receiving such as, dialysis,
need for organ transplant, or permission to receive out-of-area specialty services.
Oregon compiles similar information as part of the enrollment process and
forwards that information to the new plan. This enables the plans to better ensure
access to needed services by identifying needs prior to enrollment.

Enrollees In Residential Facilities
Access to care may be especially difficult for beneficiaries in nursing homes or
residential care facilities. Many times these beneficiaries may not be able to travel to
see either the primary care provider or a specialist. Also, filling prescriptions may be
problematic if the pharmacy the nursing home uses is not in the plan's network.
Similar problems may arise if the DME or therapy providers used by the nursing
home are not part of the plan's network.

Oregon specifically addresses delivering care to residents of nursing facilities and
residential care facilities in its health plan contract. Oregon's contract requires plans
to provide medication that is part of the scope of capitated services to "nursing
facility and group home residents in a format that is consistent with the individual
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facility's delivery, dosage, and packaging requirements and Oregon law." This State
also requires plans to generally cooperate with residential and nursing facilities.

Access to New Treatments
Treatment for some chronic conditions, such as AIDS, evolves rapidly. New
treatments for other conditions are continually being developed. Medical science is

continually improving its ability to perform transplants. Programs that serve
persons with disabilities and the elderly must include mechanisms that allow
enrollees to access these services when medically appropriate. This can be difficult
(1) if the specific service was not included in the plan's scope of service or the
capitation payment determination process, because it did not exist; or (2) if the use of
the service or prescription drug that was covered in the contract and payment
greatly increases because a new application was found for an existing treatment. In
these cases the plan may be reluctant to provide the treatment because either the
plan does not believe it is responsible for providing treatments that were not part of
the contracted benefit package or because the plan does not believe that it is being
reimbursed for providing the service in the manner in which it is proposed to be
used.

States have a number of responses to this situation. Options include carving out the
cost of new treatments or specified services such as transplants or protease
inhibitors; providing supplemental payments; offering some type of risk sharing
arrangement;6 amending the contract and adjusting the capitation rate; and
developing a process for determining when new services will be covered. California
recently passed a law requiring that each health plan utilize an independent panel of
three experts accredited by a private non-profit organization to review the validity of
new experimental treatments for people with terminal conditions. The treatments
would be covered if the panel finds the treatments are effective.

Importance of Defining Medical Necessity
As discussed in Volume II, it is important for Medicaid agencies to define medical
necessity in their contracts to ensure that individual enrollees receive the specific
services they need. This becomes even more important for persons with complex
needs. In particular some states may want to consider creating a definition of long
term care necessity or mental health care necessity to accompany the medical
necessity definition or reviewing the medical necessity definition to determine
whether it covers these situations.

In Oregon, home health benefits were authorized by case managers in the home and
community based services system prior to the Oregon Health Plan. The benefits
were used to support and maintain people with chronic conditions in their home.

6 Risk-sharing models are described in more detail later in this chapter.
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Responsibility for most home health skilled interventions and therapies was shifted
to managed care plans. During the early phase of implementation, HMOs applied a
"medically necessary" threshold to what they saw as overutilization. When services
were reduced or terminated because they did not meet the medically appropriate
criteria, beneficiaries complained. To help clarify the difference between fee-for-
service practice, the supportive philosophy of the long term care system and
managed care authorization based on medical necessity, Oregon has introduced the
term "medically appropriate" which means a service is needed because of the
medical condition though it may not be directly related to treatment of a medical
condition. This clarification was expected to increase access to home health benefits
as a Medicaid service.

In 1997, the Maine Department of Human Services proposed the "MaineNet"
demonstration program, which will phase in the integration of acute and long term
care services, using the following definition of medical necessity.

Medically necessary means a services that is consistent with a beneficiary's
diagnosis or condition and:

* Is appropriate and effective for the diagnosis and treatment of pain,
illness, disease or injury;

* Includes preventive services that avoid or minimize the occurrence of
pain, illness, infection, injury, disease, disability or other health
condition; or,

* Maintains or improves functional quality of life or minimizes the
deterioration of progressive disease.

The definition of medical necessity is particularly important for vulnerable
populations if the long term care benefits are not included in the scope of service
and the capitation payment. This creates a requirement for managed care plans to
make referrals to the long term care system when services may not meet strict
medical necessity definitions yet they may be effective in preventing deterioration
or reducing risk. Regardless of the definition of medical necessity, a plan may
provide additional services at its discretion, and many do so. Of course, the
application of the definition of medical necessity is closely tied to projected
utilization and the capitation rate.

Highlights

* It is important to program success that the array of providers in plan
networks is suitable to the needs of the population to be served and the
scope of covered benefits.
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* Strategies for measuring network adequacy include:

- requiring the plan to demonstrate that it has enough providers
to meet state established provider/enrollee ratios for specific
provider types;

- require plans to demonstrate their ability to meet state measured
community standards that reflect the distribution or availability
of providers for the population of the area, adjusted by the
characteristics of the population to be served;

- allow the plan to demonstrate how the network is appropriate to
the population served.

* Plans may need to contract with community based organizations to
meet some of the needs of special populations.

* Ensuring that plans contract with providers who have knowledge and
experience that enable them to best meet the needs of special
populations is important for program success.

* Plans may need the flexibility to assign specialist as primary care
providers for some members of special populations or use standing
referral to ensure that enrollees can have the access to specialist they
may need.

* States should consider establishing plan contracting requirements that
allow or encourage plans to build linkages with the existing network of
home and community based providers rather than building a separate
network.

Long Term Care Services

Enrolling vulnerable populations in managed care programs requires more
attention to long term care than healthier populations. In federal fiscal year 1994,
long term care services accounted for 35% of all Medicaid spending.7 Spending on
children and adults averaged $1,360 and $1,974 respectively while spending for
blind/disabled adults averaged $8,421 and $9,437 for elderly beneficiaries. With few
exceptions, elderly beneficiaries use more long term care than any other eligibility
group. Medicaid acute care costs for elderly beneficiaries are lower than costs for
blind/disabled beneficiaries since more elderly beneficiaries also participate in

7 The Kaiser Commission on the Future of Medicaid, Medicaid Expenditures and

Beneticianes: National and State Profiles and Trends 1984-1994, (Washington, DC: Kaiser Commission,
1996).
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Medicare. Long term care accounted for only 1.3% for adults and 6.7% of
expenditures for children. But 43.3% of the spending for blind and disabled
beneficiaries and 76.5% for elderly beneficiaries was spent on long term care.

Utilization also varies within eligibility categories. While use of Medicaid acute care
services is similar between cash assistance and spend down cases, spending for long
term care varies dramatically. Total spending for elderly spend down beneficiaries
totaled $12,534 compared to $5,002 for cash assistance beneficiaries and spending for
long term care accounted for $10,455 for elderly spend down beneficiaries versus
$2,612 for cash assistance beneficiaries. Blind and disabled spend down beneficiaries
spent $12,953 compared to $7,178 for SSI beneficiaries of which $7,927 was spent on
long term care. These differences reflect the significant percentage of people who
enter nursing facilities as private pay residents, exhaust their income and/or assets
and become eligible for Medicaid. Ninety percent of the long term care spending for
elderly spend down beneficiaries covered care in nursing homes. Most states spend
more Medicaid funds on institutional long term care than community services. In
1992, the national average spending per older person was $735.83 for nursing home
services and $199.23 for home and community based services.8 Only Oregon spent
more on residential and community care than institutional care. These figures
suggest that effective managed care systems for vulnerable populations, especially
those that also have Medicare coverage, must include long term care and linkages
between acute care and long term care. In addition to focusing on long term care,
managed care programs need an appropriate array of services-nursing home,
residential, community and in-home services.

FY 1994 Medicaid Spending by Population

Service systems for vulnerable populations require a full array of health, long term
care, behavioral health and other services. The list of health services is well
established in existing managed care programs (please refer to Chapter 3 of this
Volume for more information on behavioral health Medicaid managed care).
However, long term care and behavioral health services must be added if systems
are capitated to deliver these services. If not, managed care plans will need referral

8 Richard C. Ladd et al., State LTC Profiles Report, (University of Minnesota, 1995).
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Category Acute Long term care Total

Children $1,269 $91 $1,360

Adults $1,948 $26 $1,974

Blind/disabled $4,776 $3,645 $8,421

Elderly $2,207 $7,230 $9,437
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arrangements with traditional long term care providers and a system for
coordinating activities:

Long term care is dominated by nursing homes in most states, yet policymakers
have developed effective Medicaid waiver and state funded home care programs to
serve beneficiaries in their homes or in supportive residential settings. Given a
choice, beneficiaries prefer to remain in their own home, yet the supply of service
providers and the entitlement nature of nursing home care makes it difficult for
states to create sufficient incentives to use less restrictive and consumer-preferred
services.

Balancing Service Supply And Avoiding Institutional Bias
Beneficiaries using long term care services benefit from in-home, community and
residential services which reduce reliance on costly and often unnecessary
institutional services. States should consider requiring plans to provide the full
scope of services covered by the Medicaid state plan and home and community
based waivers. Assisted living is or will be covered as a waiver service in 22 states.
It offers beneficiaries who need a supportive living environment access to care 24
hours a day, seven days a week, particularly help with unscheduled needs at night.
Facilities specializing in serving people with Alzheimer's disease allow these
beneficiaries to live in cost effective, appropriate environments rather than enter a
nursing facility during the early- and mid-stages of the disease. States will need to
consider how to encourage plans to continue providing these beneficial and cost
effective services to enrollees.

Plans may be creative and flexible in authorizing services which may not be
specifically covered in the scope of services if the services are appropriate, cost
effective and substitute for more costly care. For example, environmental
modifications to a bathroom or kitchen may enable a frail older person to bathe,
toilet or prepare meals without the assistance of a personal care attendant. Repairs
to floors or replacing rugs may prevent a fall. Recruiting a neighbor or companion
to visit periodically at meal times might ensure that the person is maintaining their
nutrition. Capitation payments and incentives to maintain beneficiaries in their
own home support this flexibility.

Creating Incentives for Appropriate Care
Capitation payments can create incentives for plans to use home and community
based service providers. Arizona and Minnesota use different rating approaches to
support these incentives. Arizona developed a blended rate for the Arizona Long
Term Care Services (ALTCS) program which assumes that 40% of beneficiaries who
are elderly or persons with physical disabilities will be served in residential settings
or in their home. If fewer than 40% are served in non-institutional settings, plan
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spending will exceed the capitation. If more than 40% of the participants are served
in non-institutional settings, the State has capped the savings that may be retained. 9

Observers question whether this methodology creates incentives to underserve
beneficiaries in order to increase profits. Several factors protect members from
incentives to offer fewer services than people need, as well as monitoring/oversight
activities that are designed to detect barriers to obtaining appropriate services.
ALTCS contractors are at risk for costs which exceed their capitation payments. If
contractors do not provide members an adequate level of services, the risk of
admission to a nursing facility or a hospital increases.10 Denial of care can lead to
increased institutional expenses.

Second, case managers follow a cost effectiveness formula in developing HCBS
services. Service authorizations are limited to 80% of the cost of care in a nursing
facility. However, exceptions can be made to exceed the 80% cap. The provisions set
guidelines against which spending patterns can be compared.

Third, functional assessments and level of care determinations are made by
AHCCCS11 staff not by the ALTCS contractor. Based on the assessment data and
reports filed by ALTCS contractors, AHCCCS staff can identify under and over
spending. Field staff review case records and service plans to determine whether
the plan and service costs are warranted based on the member's assessment.

The Minnesota Senior Health Options program also created incentives to use
residential and in-home services. The capitation system contains rate cells based on
the level of impairment and the residence of the beneficiary. Separate cells are used
for nursing home residents, beneficiaries who have moved from a nursing home to
the community after a six month stay or longer, beneficiaries living in the
community who meet the criteria for placement in a nursing home and other

9 The 40% is a HCFA imposed cap. Arizona has requested approval from HCFA to raise this
cap to 50%.

10 This incentive may not be as strong for dual eligibles enrolled in an ALTCS plan (unless
the ALTCS plan was also the beneficiary's Medicare HMO). In this case, since nursing facility charges are
primarily covered by Medicaid and hospitalizations primarily by Medicare, the ALTCS plan (which provides
Medicaid services) would typically have greater liability for nursing facility charges than for hospitalizations
and, in theory, be more concerned with avoiding nursing facility stays than hospital stays.

11 Arizona has several separate Medicaid managed care programs. The Arizona Health Care
Cost Containment System (AHCCCS) provides medical care to those beneficiaries who are not eligible for
long term care. ALTCS provides both medical and long term care to those who are eligible for long term
care. These two programs are administered separately.
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community based or well elders. The capitation payment for each group includes
Medicare acute care, Medicaid acute care, and Medicaid long term care costs.

Participants who reside in the community and meet the nursing home level of care
criteria earn a Medicaid payment for long term care services that equals the average
spending for participants in the state's Medicaid home and community based
services waiver. Participants who have lived in a nursing home for more than six
months and who are relocated to the community earn the plan a rate that is twice
the average HCBS rate. In addition the plan receives the PACEI2 adjuster-2.39 the
AAPCC-for Medicare services for nursing home eligible participants who live in
the community or who have moved to the community.

Other incentives are being developed in Texas which will pay lower rates for a
period of time when a beneficiary is placed in a nursing home from the community
or when a beneficiary who is "well" and not receiving HCBS services becomes frail
and requires in-home care. This mechanism creates an incentive for the plan to
conduct risk assessments and deliver adequate preventive care.

Highlights

* Opportunities for savings and care coordination are maximized and
opportunity for cost shifting is minimized if the scope of benefits
provided by the plan reflects the full range of needs of the population
to be served.

* States need to consider how implementing a managed care program
will impact long term care service providers and how to maximize
enrollee choice of in-home, community, residential and institutional
services as the individual's needs dictate.

* The structure of the capitation payment can create incentives to
authorize in-home and residential services rather than institutional
care.

* Safeguards are needed to ensure that beneficiaries are receiving an
appropriate level of care in the community and to monitor incentives
to underserve beneficiaries.

12 The Program of Al Inclusive Care for the Elderly (PACE) is a program designed to serve
frail elderly beneficiaries of Medicaid and Medicare. PACE sites receive an adjusted AAPCC rate from
Medicare.
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Care Coordination and Case Managementl3

An analysis of Medicaid spending shows that vulnerable populations use a mix of
health, supportive and social services. Persons with complex health care needs and
needs which cross the health care and other service systems benefit from a process to
coordinate services. Elderly persons often use both acute and long term care
services. People with disabilities use acute care, long term care, attendant care,
educational, vocational and housing services. The use of multiple provider systems
adds to the complexity of serving vulnerable populations. Referrals require follow
up. Treatment interventions need to be scheduled and coordinated. Office
appointments should not conflict with delivery of in-home services. Physicians
must be informed of any changes in health conditions observed by social workers
and other professional and paraprofessional providers.

Depending upon the degree of integration between Medicaid and Medicare, 14 and
acute and long term care services, the nature of the care coordination may vary.
Plans that provide a full range of services members of these special populations may
need potentially have greater control and ability to coordinate decision making since
the majority of providers work for the same organization. As the authority for
authorizing services is spread across multiple organizations, coordination becomes
more difficult when each organization is accountable to a separate funding source.
For example, an HMO nurse may refer a person for services from a community
based organization. The community organization may have to complete its own
assessment and apply different eligibility rules to determine whether services can be
authorized. Funding may not be available and the person could be placed on a
waiting list. The lack of access may affect the service planning of the referring
organization or the involvement of separate organizations may delay the date for
initiating services. If the HMO had authority over the funding, services could be
initiated more directly and systems would be in place to coordinate the activity.

13 The terms case management and care coordination are often used interchangeably.
Case management means assessment, care planning, service authorization and monitoring of services
over which the organization has direct control. In the case of managed care entities that usually limits
these activities to coordinating medical care. Care coordination refers to activity related to accessing,
delivering and monitoring services that are the responsibility of, or are controlled by, another organization.

14 For those states that enroll dual eligibles into managed care coordinating Medicare
services can be critical to coordinating over-all care to beneficiaries since Medicare is the primary payor of
many acute medical services. In other words, the physician (who is usually paid by Medicare) drives the
health care system through referrals. It the physician is not part of the plan's network it is likely that the
physician will order Medicaid covered services that the plan might not cover either because the plan
disagrees with the need or the physician fails to follow plan protocols for obtaining care.
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Finally, coordination for vulnerable populations requires linkages to educational
and other community based programs. Most older Medicaid beneficiaries are also
eligible for Medicare but they are also eligible for services under the Older
Americans Act, state funded home care programs, protective services, guardianship
services, housing subsidies, fuel assistance, weatherization, community action
program and others. While primary, acute and long term care services can be
combined in one organization, people often benefit from other community services
outside the scope of managed care such as, housing, educational or vocational
services, social and community activities. Some enrollees may also benefit from
more medically oriented services that may not be covered through managed care
such as housing adaptations, nutritional programs, protective services,
guardianship services, financial planning or management. Coordination and care
management must link all these services to ensure that services complement on
another and meet the needs of beneficiaries.

Description of Comprehensive Care Coordination
Since states and plans have limited resources and not all elderly or persons with
disabilities need (or want) care coordination, these systems first need to identify
people whose condition warrants these services. Potential people in need of these
services could be identified during the enrollment process, through provider and
family referral, or self-identified. Therefore, members of these groups need to be
aware of the availability of these services and, providers and enrollment staff also
need to know what criteria members of special populations will need to meet in
order to participate in the care coordination program. Those beneficiaries that need
these intensive services should then be assessed to identify both medical and social
conditions and resulting needs. Based on the assessment a comprehensive plan of
care is developed that includes medical, behavioral and social/supportive services.

The most important aspect of care coordination is the assignment of responsibility
to specific persons for coordinating, with the beneficiary, family members, or
representatives, the plan of care. The plan of care should be comprehensive. The
staff member or team performing these functions is responsible for assessing needs,
ordering/authorizing in-plan services, referring or otherwise helping beneficiaries
access important out-of-plan services, monitoring services and reassessing to make
sure the full plan of care is implemented. Managed care entities need to consider
how to incorporate the medical case management activities of the enrollee's
primary care provider with the care coordinator (if different than the physician) to
ensure comprehensive care. Managed care programs that do not directly deliver
long term care services will need to place greater emphasis on coordinating with
systems and providers outside the managed care entity. However, the goal of care
coordination should be the same for all programs-implementing a plan of care
that addresses the full range of member needs.
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State Medicaid Experience
States recognize the need for the type of care coordination and case managementl 5

described in this document for serving some Medicaid beneficiaries who are elderly
or have a disability. Care coordination and case management were identified as
important services in all five states visited to produce this Guide (Arizona,
California, New Jersey, Oregon and Tennessee), although the scope and definitions
varied considerably. These services took several forms-utilization review,
diagnosis and disease based case management and a broader social and medical case
management. Plans in several states indicated that the health conditions and needs
of elderly and disabled Medicaid beneficiaries were similar to the needs of some
commercial members.

Assessment
One broad function of care coordination is to first identify beneficiaries who need
coordination and then ensure that medical and support services are appropriately
integrated across providers and settings. There exist two types of assessments. The
first type assesses the individual to determine if that person is a candidate for care
coordination services and the second begins the actual care coordination process by
identifying the medical, long term care, and social needs of the individual. If the
program is similar to the Community Medical Alliance Program in Massachusetts
that serves only those with intense needs (severe physical disabilities and active
AIDS) the state or contractor may wish to combine the two assessments. But, if the
program is like Maryland's and enrolls a broad segment of the Medicaid population
the state or plan may wish to use a short assessment tool to identify potential
candidates for the service and only perform an in-depth assessment for those found
eligible for the service.

Working with the Health Care Financing Administration's Medicaid Managed Care
Technical Advisory Group, the National Academy for State Health Policy prepared a
framework for developing contract specifications for dual eligibles, who are almost
all either elderly or persons with disabilities. Drawing on the assessment
instruments developed by state home care programs, this framework recommends
that in-depth assessment tools include a complete medical history with medications,
a section describing functional status, physical well-being, mental health status,
history of tobacco, alcohol and drugs use, formal and informal supports, assessment
of the willingness and capacity of family members to offer support and the
identification of unmet needs. Other tools include a review of environment to
identify potential risks or threats to health and safety.

15 As previously discussed these terms are frequently used interchangeably. In general this
document defines case management to relate more to coordinating medical services and care
coordination to coordinating both medical and non-medical services.

The National Academy for State Health Policy * 0 8/97 IV-40



544

Care Coordination Process
Under a demonstration program proposed by the Massachusetts Division of Medical
Assistance, Senior Care Organizations will form primary care teams consisting of a
primary care physician, a nurse practitioner or registered nurse and a geriatric
services coordinator (GSC). The GSC would be a staff of the existing community
long term care system or Aging Services Access Points.16 Beneficiaries identified as
at risk during an initial assessment would receive a comprehensive geriatric
assessment, including an in-home assessment by the team.

Senior Care Organization contractors would be responsible for ensuring linkages
among all subcontractors (acute, specialty, mental health/substance abuse and long
term care). In addition a process for making referrals, recording and tracking the
results of referrals, sharing clinical information, tracking enrollee transfers from
settings and a centralized enrollee record will be required.

Plans in California and Tennessee have developed procedures to identify risk and
devise care coordination plans even though they are not required by state contracts.
Coordination in these plans extends beyond referrals from primary care physicians
to specialists and includes making sure durable medical equipment and supplies are
available, appointments and treatment plans involving physicians and home
health services are coordinated, assessments are performed and treatment plans are
modified as appropriate. Coordination also means working with hospital discharge
planners, therapists and home health providers as well as case managers and
providers in the community based services programs.

Exceptional Needs Care Coordinator-Oregon
The Oregon Health Plan has perhaps the most defined care coordination service.
Health plans are required to create Exceptional Needs Care Coordinator (ENCC)
positions. Plans indicated that they were very actively involved in developing the
role and function of the position. ENCC services are designed to:

* identify members who have disabilities or complex medical needs;

* provide assistance to ensure timely access to providers and capitated
services;

* coordinate services with providers to ensure consideration is given to
the unique needs in treatment planning;

* assist providers with coordination and discharge planning; and

16 Aging Services Access Points, formerly Home Care Corporations, are non-profit
community-based organizations a majority of whose board members are over 60 years of age. Many of the
State's corporations also serve as Area Agencies on Aging (AAAs).
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coordinate community supportive and social service systems linkages
with the medical system.

Beneficiaries needing care coordination are identified during the enrollment
process. Enrollment counselors complete a Continuity of Care Referral for members
receiving long term care services from the aging network, durable medical
equipment or other services that must be continued. The Continuity of Care
Referral is reviewed by the ENCC for potential medical needs and sent to the
primary care physician.

The ENCC role has two dimensions: case management of medical services and
coordination between the medical and social service systems. The medical case
management component covers all services included in the capitation payment and
is designed to assure that "members obtain health care services necessary to
maintain physical and emotional development and health. Medical case
management includes a comprehensive, ongoing assessment of medical and/or
dental needs plus the development and implementation of a plan to obtain needed
medical or dental services that are capitated services or medical case managed
services and follow-up, as appropriate, to assess the impact of care.' 17

ENCC services are available to all Medicaid beneficiaries who are elderly, have a
disability, or are children in foster care. ENCC services may be requested by
members, their representatives, a physician or other medical personal, or the
member's long term care system case manager. Some plans also use information
such as hospital admissions to identify those who might need care coordination.
Staff providing ENCC services must have skills and training in the unique needs of
aged, blind and disabled members. Requests must be responded to by the next work
day following the date of the request. Medical practitioners must also be informed
of the availability of ENCC services. Services are also available for members who
exhibit inappropriate, disruptive or threatening behavior in a practitioner's office
when they are related to the member's disability. In most plans, the beneficiary's
primary care physician (PCP) is the focal point for all services.

Plans use ENCCs as a resource to sort issues out and manage the delivery of services.
In one case experienced by Regence HMO Oregon a grandmother in a Cambodian
family who had a stroke and received ventilator care was being cared for at home by
her daughter. The daughter attempted to order a hospital bed, a hoyer lift, a
specialty chair, and IV equipment. In addition, she took supplies from the hospital
at discharge and ordered excessive supplies from providers. The ENCC convened a
meeting with the daughter, the long term care case manager, the home health
agency, and the respiratory therapy agency. They agreed on one supplier and the

17 Oregon Health Plan Administrative Rules, 410-141-000.
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home health agency developed a list of supplies that would be needed for the
month. The daughter trusts that the ENCC will obtain services and supplies when
needed.

Plans report that providers often call ENCCs with referrals to solve problems, often
for people who are abusive in the office or emergency room. The ENCC tries to
learn more about the cause of the behavior. Sometimes a change to a primary care
physician who is more sensitive and effective in communicating is proposed. Other
interventions require that staff from a facility or a case manager from a program that
is serving the member escort the member to an appointment. In other cases the
ENCC may write a letter to the member outlining guidelines to be followed. ENCCs
have developed restrictions for members making repeated emergency room visits
for chronic neck and headache pain in order to obtain drugs. The restrictions
generally limit the member to one emergency room, one pharmacy and doctor
accompanied by a referral to a mental health chemical dependency provider.

ENCCs have also arranged wood delivery and installation of phone systems. The
role has created a shift to a psycho-social focus compared to the traditional medical
focus of commercial plans. Citing the broader scope of services and role
accompanying the Oregon Health Plan compared to its commercial business, one
HMO official said, "NCQA made us a better company but OHP has given us heart.
Education empowers people. ENCCs have people sign contracts after reaching
agreement with a beneficiary to follow a treatment plan. That never happened
under the old system." The fee-for-service system was described as too complicated
to develop one point of access to a range of services.

Plans reported that the role of the ENCC was important because of the needs of the
populations served and the confusing nature of managed care for some members.
One plan suggested that the function was included in state law because advocates
were concerned that fragile members would be lost in health systems designed for
healthier commercial members. The plan noted that managed care has dealt with
fragile members for many years although the position has helped create a central
focal point for contact within plans.

The ratio of ENCCs to members in Regence HMO Oregon is 1 to 4,000 but each
carries an active caseload of around 100. ENCCs in the plans have developed good
relationships with the state ombudsman and frequently communicate with State
Ombudsman office staff on specific cases.

Regence HMO Oregon invited staff from programs serving people who are seriously
and persistently mentally ill, developmentally disabled, people with disabilities and
older people to learn about the needs of different populations and to train ENCCs.
Registered nurses with special skills were hired. The role has a greater social
orientation and a consumer view of access to health care services than traditional
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medical case management. Health plans advise any plan to implement an ENCC
position even if it is not required. "Health conditions can't be isolated and primary
care alone will not make a person well when they are poor, have communication
and housing problems and other traumas. A broader approach is needed to pull all
components together."

Plans also conduct medical case management which may be combined with the
ENCC function or handled separately. Regence HMO Oregon has established twelve
criteria for case management referrals. They include long term ventilator
dependency, members whose anticipated and/or cumulative claims exceed $50,000 a
year, members with a pattern of repeated hospital admissions for the same or like
diagnosis, three emergency room visits in three months, members with multiple
providers and resources use, all transplant activity, DME purchases over $5,000,
requests for private or two intermittent home visits per day, convenience
ambulance transports, medically necessary services for members without benefits or
whose benefits are nearly exhausted, requests for services that are not least costly,
and out of state non-contracted services.

Care Coordination in CalOPTIMA
Another approach was described by CalOPTIMA, which administers the Medicaid
program in Orange County, California through contracts with multiple health
plans. CalOPTIMA staff indicated that case management procedures'8 should be
developed at the beginning of a program because of their value. Initially, some
CalOPTIMA plans equated case management with utilization review. CalOPTIMA
mailed a survey to each of its members to identify beneficiaries receiving home
health services, awaiting scheduled surgery, or members receiving supplies.
Smaller, less experienced Physician Hospital Consortiums were not sure what to do
with the information initially. The survey also increased expectations from
members who expected follow up. CalOPTIMA officials reported that over time,
plans saw the need for and benefit of coordination.

CalOPTIMA case management staff provide coordination for the elderly and
persons with disabilities. The coordination function includes trouble shooting,
liaison to carved out services (mental health, dental) and specific activities for high
risk members which includes facilitating access to services, monitoring medications,
home safety, compliance with treatment plans and coordination with long term care
providers. CalOPTIMA uses registered nurses as case managers and they are
assigned to specialty areas. The role also includes resolving operational problems
and developing memoranda of understanding. CalOPTIMA requires that plans

18 Cal6PTIMA and the Arizona Long Term Care Cost Containment System both use the
term case management' to mean what has previously been described in this Guide as care coordination.
Therefore, these two sections also use the term in the same way.
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develop a case management system that includes procedures for assessment and
care planning.

CaIOPTIMA has developed its own case management manual, conducted
workshops for plans and will perform focused case management audits to ensure
that members with special needs are being addressed. Forms and procedures for
making referrals, conducting an assessment and developing a plan of care are
specified in the policy manual. The assessment process evaluates the member's
strengths, problems, prognosis, functional status, needs and short and long term
goals. Information is gathered through phone calls, medical record reviews, multi-
disciplinary team meetings, consultation with the primary care physician and
consultation with the utilization review staff. Care planning guidelines require that
members be active participants in the process within their capabilities. The manual
also sets parameters for intervention according to "domains." The domains include
medication related issues, health access, safety, treatment/outcomes, and new
onset/diagnosis. Each domain has problem labels, intervention options and
expected outcomes to guide case management activity.

Collaboration with agencies and advocacy is explicitly encouraged. CalOPTIMA
formed a work group to deal with coordination. Issues addressed included dealing
with customized durable medical equipment and approving incontinence supplies.
Plans now approve a six month supply of most supplies but because of changing
eligibility, the supplies are dispensed monthly.

The Arizona Long Term Care System
In the Arizona ALTCS program, the role of the case manager is essential in
coordinating delivery of the acute and long term care services and adjusting services
based on health and functional changes. The ALTCS case management manual
describes case management as "the process through which appropriate and cost
effective medical, medically-related social services, and mental health services are
identified, planned, obtained and monitored. The case manager will assist the
individual in maintaining or progressing toward his or her highest functioning
level through the coordination of all services, both formal and informal."

The ALTCS case management manual states that the case manager is responsible for
coordinating services with the primary care physician. The services which case
managers must record in the service plan include institutional services, home and
community based services, behavioral health, durable medical equipment,
medically necessary transportation, therapies, individual/group and/or family
therapies. The manual requires that case managers contact the primary care
physician to discuss changes in the client's condition and to determine whether any
changes are needed in the physician's order concerning the level of care, care plan,
medical services, behavioral health services, prescription drugs or medical
equipment. Case managers use the Preadmission Assessment Survey as a guide in
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determining when to contact the physician. Disagreements between the case
manager and the physician are referred to the contractor's medical director.
Physicians are involved in decisions or recommendations to transfer or terminate a
member.

The process for developing and coordinating plans of care for individual members
of special populations who are dually eligible for Medicare and Medicaid varies
depending upon the member's choice of Medicare providers. While ALTCS is
responsible for acute care for its members, most elderly members are also eligible for
Medicare and may receive care paid by Medicare outside the approved ALTCS plan
of care. The ALTCS capitation rate assumes some care will be billed to Medicare.
Staff functioning in a case management role need the authority to identify members
at risk, to conduct an assessment, to make referrals and involve appropriate
network and external professionals and to use the flexibility of the capitation
payment for unique interventions that are not part of the required service package.

Based on the experience of states and the health plans interviewed, case
management is a component that assists in achieving the goals of managed care for
vulnerable populations. It helps people with multiple health and social service
needs and provides a vehicle for identifying and resolving problems for members
and providers. While Medicaid and Medicare recognize the importance of
coordination and case management, the structure of the two programs often make it
difficult to achieve the goals of coordination and case management. In a sense,
these conflicts add to the importance of the function yet make it more difficult to
implement.

Case management for the elderly and persons with disabilities in managed care
settings cuts across payers, programs and services. Since older people are eligible for
multiple programs, care management and coordination extend beyond Medicaid.
While the form of delivery changes based on the enrollment policy of the state
Medicaid agency and the beneficiary's choices under Medicare, the need and
functions are the same. What differs is the locus of responsibility and the scope of
authority. Organizations receiving funding from a number of programs have
increased ability to make decisions with the beneficiary and their family.
Coordination is needed with organizations outside the plan offering services related
to the person's needs.

Coordinating Medicare and Medicaid
As previously discussed many members of special populations are dual eligibles.
Because of this situation many states are becoming interested in enrolling dual
eligibles into Medicaid managed care programs. Those states that intend to do so, as
well as, the few states who currently operate programs for dual eligibles need to be
aware of the complications Medicare eligibility can introduce into care coordination
for Medicaid beneficiaries who are dual eligibles.
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Coordinating services is complicated for dual eligibles who are covered by two
payers (Medicaid and Medicare) and receive both acute and long term care.
Coordination varies by the type of systems dually eligible beneficiaries may enter.
While Medicare and Medicaid each seek to promote continuity and coordination,
states experience difficulties coordinating services for dual eligibles. The difficulties
vary with the type of managed care arrangement. There are multiple arrangements
involving Medicaid and Medicare, as illustrated by the following table.

Managed Care A For Dually Eligible Beneficiaries'9

Arrangement Examples Implications

Enroll in same plan for Arizona, Permits maximum coordination of care for
Medicare and Medicaid Oregon, health services.
health services Minnesota PMAP

Enroll in same plan for Arizona, Permits maximum coordination of care for
Medicare and Medicaid Minnesota MSHO health and long term care services.
health and long term care
services

Enroll in Medicaid plan; Arizona, Considerable coordination at the provider
Medicare fee-for-service; no Oregon, rather then HMO level since network
out-of-network cost sharing Minnesota PMAP physicians can follow Medicare fee-for-

service guidelines.

Enroll in Medicare HMO Arizona, Because of the 30 day Medicare lock-in,
with Medicaid fee-for- California, members will use providers within the
service Oregon HMO network for most health services.

Enroll in different HMOs for Arizona Conflicts occur with overlapping benefits
Medicaid and Medicare and assignment of two physicians.

Enroll in Medicaid plan with California, Opportunity to coordinate care is limited to
Medicare fee-for-service; no Tennessee Medicaid only benefits since members can use
limits on out-of-network use any provider for Medicare.

The complexity of coordination varies with the type of arrangement. Plans
providing both Medicare and Medicaid services have a broader scope of authority

19 It is important to note that Minnesota has two managed care programs that serve the

elderly. The Prepaid Medical Assistance Program (PMAP) is a mandatory program for the elderly and
TANF populations and has operated since 1985. It does not include nursing facility or home and
community based waiver services. Dual eligibles are locked into the network for 12 months for all services,
except the enrollee may go out-of-network for Medicare services if the enrollee is willing to pay the
Medicare co-pays. The Minnesota Senior Health Options (MSHO) is a voluntary alternative to the PMAP
for dual eligible beneficiaries. This program provides both Medicaid and Medicare services. Enrollees may
disenroll from the plan or program on a monthly basis but are locked into the plan's network for that month
for all services-neither Medicaid nor Medicare will pay for any portion of services obtained outside the
plan's network.
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and therefore have greater ability to control the full scope of services. Coordination
is easier since the plan can develop multi-disciplinary teams or other mechanisms
for making referrals, authorizing services, monitoring delivery and outcomes and
adjusting service plans based on reported changes in the beneficiary's condition.
Medicare HMOs are required to coordinate services for beneficiaries. The Medicare
manual requires that plans promote continuity of care which is described as "the
degree to which the care needed by a patient is coordinated effectively among
practitioners across provider organizations over time. This concept emphasizes:

* coordination of health care services among primary and specialty care
physicians;

* coordination among specialists;

* appropriate combinations of prescribed medications;

* coordinated use of ancillary services, including social services and
other community resources;

* appropriate discharge planning; and

* timely placement at different levels of care, including hospital, SNF
[skilled nursing facility], and home health care." 2 0

Services provided to members should be structured in a manner which assures
continuity. Medicare rules indicate that continuity can be achieved "by having a
primary physician responsible for coordinating a member's overall health care and
by maintaining record keeping systems through which pertinent information
relating to the health care of the member is accumulated and readily available and
shared among appropriate professionals and available for external peer review.
Make arrangements for the physician or other health professional coordinating the
members overall health care to be kept informed about referral services provided to
members." 21

The manual requires that HMOs "employ systems to promote continuity of care and
case management. This could include development of a plan for the overall
treatment of each patient. This plan could cover the full course of illness and
related medical conditions. It should also address issues related to treatment at the
proper level of care and ensure adequate follow-up."

20 Medicare manual, § 2304.

21 Medicare manual, §2304.
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Highlights

Effective care coordination systems include the following components.

* A multi-disciplinary approach to assessment, care planning, and care
coordination is designed that assigns responsibilities to members of the
team based on individual care needs.

* Procedures for coordinating the medical and social service needs that
involve working with area agencies on aging, developmental and
behavioral clinic services and other community-based programs
appropriate to the population to be enrolled.

* Procedures for identifying and assessing high risk enrollees.

* Steps to coordinate activities when multiple care coordinators are
assigned to a beneficiary by different programs and agencies.

* Recognize and address the multiple variations for participation in
managed care and fee-for-service programs among beneficiaries.

Marketing and Enrollment22

Effective managed care begins with marketing, outreach and education to
beneficiaries. (Please refer to the chapter on consumer protection in Volume 11 for
more information on enrollment and disenrollment.) Managed care works best
when beneficiaries understand their choices and select a plan based on their health
needs and past relationships with a range of health and, if included in the managed
care program, behavioral health and long term care providers. Once a plan is
selected, beneficiaries need to know how the plan operates, what is expected of
members and what members can expect from their plan. A number of activities are
necessary to acquaint beneficiaries with managed care. State agencies, brokers, plans,
advocates, providers and beneficiaries all have roles in outreach, marketing and
education to assure an effective managed care system. Consumer representatives
stress the importance of face to face meetings, rather than mail or phone contact, to
conduct enrollment.

22 Much of the information in this section was derived from: Jane Horvath and Neva Kaye,
Enrollment and Disenrollment in Medicaid Managed Care Program Management, (Portland, ME: National
Academy for State Health Policy, 1996). and Robert L..Mollica, et al., Consumer Protection: Lessons
Learned from States, The Kaiser-HCFA State Symposia Series (Portland, ME: National Academy for State
Health Policy, 1996).
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Beyond identifying and contacting beneficiaries to educate them about the program
and the choices they must make to participate, procedures are required to help
beneficiaries, once enrolled, schedule needed appointments and ensure that they
access services. Educational activities undertaken through the counseling and
enrollment process, and by health plans once a member is enrolled, help
beneficiaries learn how to use the managed care system.

Several states report that enrolling beneficiaries, particularly in mandatory
programs, has been easier than educating new members about managed care.
Education efforts in several states with mandatory managed care programs have
shifted emphasis from choosing a physician or plan to educating about how to access
care and how to use the managed care system. States and plans report that they
have found that they cannot rely on physicians to educate members. One of the
major reasons it can be difficult to use physicians to convey information is that
physicians, for a number of reasons, often spend too little time with members
during office visits to engage in educational activities.

To assist provider's education efforts, some plans now locate their staffs in physician
waiting rooms to work with members. Also, Ohio uses a mentoring process for its
AFDC (TANF) population where enrollees themselves contact other members and
encourage prenatal visits and immunizations for children. Similar arrangements
could work to help members of special populations access services. Minnesota and
Ohio identified the importance of working with community social services
organizations and courts to educate staff of these organizations about how
beneficiaries use HMOs. For example, members were sometimes referred to
non-plan providers for court ordered treatment. If properly informed about
managed care, ancillary agencies, such as social service agencies, can help contact
and inform hard to reach beneficiaries about the importance of accessing health care
services.

State Enrollment Policy Choices
The enrollment and outreach processes should fit within the overall enrollment
structure of the program. In other words, the enrollment process needs to ensure
that beneficiaries understand their enrollment options. These options vary from
state to state. Important components of these options include:

* Will the program be voluntary or mandatory?
* Which subgroups within a mandatory population are excluded from or

may opt out of the managed care program?

States generally select one of three options for the mandatory or voluntary nature of
the program. (1) States may implement a mandatory program under which
beneficiaries that belong to the population served by the program must select a
health plan option. (2) States may implement a voluntary program under which
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beneficiaries that belong to the population served by the program may choose a
health plan or remain in the fee-for-service system. (3) States may implement a
mandatory managed care program under which beneficiaries must select a health
plan or a primary care case management provider. 2 3 As shown by Chart C,24 states
appear to be divided as to which of the options to select-even within the same
state. For example, some states may have a voluntary HMO program and a
mandatory mental health carve-out program. Or, as in Utah, a program may be
voluntary in the rural areas of the state and mandatory in the urban areas.

23 As previously discussed states may currently establish voluntary programs without need

of a waiver. Also, Title IV-H of the Balanced Budget Act of 1997 will, as of October 1997, enable states to
establish mandatory programs without need of a federal waiver for all Medicaid beneficiaries except: dual
eligibles, certain children with special health care needs and (under most circumstances) American
Indians.

24 All charts in this Volume are based on information reported by states and reflect program
status as of June 30, 1996. For more information about an individual state's policies please refer to
Volume 1.
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institution. Many states also carve-out dual eligibles (those eligible for both
Medicaid and Medicare) due to the administrative difficulties of coordinating the
two programs described throughout this volume.

Enrollment Process
The process of enrolling beneficiaries into Medicaid managed care plans is a critical
component of providing access to quality health care services. States have built
their systems with the expectation that beneficiaries who know what they need and
prefer and who voluntarily select a plan that meets those needs are more likely to be
satisfied with the plan and to use services as they are needed. Beneficiaries need a
process that fully informs them about the availability of plans and their networks,
the implications of managed care and the procedures for effectively accessing
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services when needed. This is true regardless of the decisions states have made
regarding the voluntary or mandatory nature of enrollment into the program.

The first step toward Medicaid managed care is eligibility for Medicaid but
enrollment in a health plan is generally agreed to be a discrete function in which
beneficiaries learn about managed care and how to use it and select a plan that best
suits their individual needs. These processes are particularly important-and
particularly difficult for older persons and persons with disabilities.

Some states have allowed health plans to conduct their own marketing and
enrollment. However, abuses and concerns that beneficiaries were not aware of the
full range of available plan options led many of those states to use state employees
or independent enrollment brokers to conduct these functions.25 Those states that
enroll special populations have been especially concerned that members of these
populations receive complete and understandable information during the
enrollment process. This is supported by the fact that 62% of the 16 states that enroll
SSI beneficiaries use an enrollment broker while 47% of the 38 states that enroll
AFDC beneficiaries use a broker.

Arizona does not allow plans to conduct any marketing or provide incentives for
people to enroll. Plans are allowed to conduct outreach activities or market
incentives that change care seeking behavior.

Addressing Continuity
When vulnerable populations enroll in a managed care program, a process that
identifies services currently being provided and/or assesses risk helps promote
continuity of care. The identification of members with ongoing care needs can be
accomplished by counselors or brokers during the enrollment process or by plans.
Tools to identify members who are at risk that are used by the health plans may be
designed by the state agency and included in the contract or designed by the plan,
subject to state agency approval. The Framework for the Development of Managed
Care Contacting Specifications for Dually Eligible Adults26 recommends
development of a form and a process to identify complex needs. State contracts
might require that beneficiaries who are at risk be seen by a primary care physician
within a specified period after enrollment e.g., five days. Possible indicators of a

25 Readers should note that probably due to similar concerns on the part of the federal
government, Title IV-H, §4707 of the Balanced Budget Act of 1997 prohibits both direct and indirect 'cold
call' marketing by managed care entities. This prohibition applies to contracts entered into or renewed
after October 1, 1997.

26 This document was produced by The National Academy for State Health Policy in
conjunction with HCFA 's Medicaid Managed Care Technical Advisory Group.
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member with complex needs might include:

* poor self-reported health status;
* use of long term care services;
* chronic health conditions;
* functional impairment in activities of daily living;
* cognitive or emotional impairments;
* recent hospitalizations or admissions to a nursing facility or assisted

living facility;
* use of prescription drugs; and
* recent significant life event (death, relocation).

State Strategies for Transferring Information About Health Services Upon
Enrollment
During the open enrollment period in Arizona, transition coordinators at each plan
monitor rosters of people entering and leaving the plan. Information is shared
among plans that identifies members who are hospitalized, those who have recent
or scheduled surgeries, chemotherapies underway, durable medical equipment that
has been ordered and members who are receiving care management or who are
noncompliant.

Choice counselors in Oregon complete a Continuity of Care Referral (CCR) form
when members have special or complex medical or social needs requiring the
immediate attention of the health plan. The CCR is sent to the Managed Care
Organization (MCO) and alerts ENCCs to the services being received by members or
needs which must be addressed. The form is reviewed by the ENCC for potential
medical needs and sent to the primary care.physician.

Who Enrolls Beneficiaries
In general, enrollment can be performed by several different groups: state income
maintenance workers who are responsible for determining welfare and Medicaid
eligibility (Missouri), Medicaid employees (Utah), interagency agreements with
another state agency (in Oregon, the Senior and Disabled Services Division enrolls
aged and disabled beneficiaries through its field offices and Area Agencies on
Aging), county employees (Minnesota) or staff of a private contractor (New Jersey,
New York City, Ohio). If state or county employees are used as brokers, states
recommended that training, supervision and management be conducted by the
Medicaid agency rather than by cash assistance eligibility workers. Eligibility
workers have had competing responsibilities which makes it more difficult for
those workers to master the complexities of Medicaid and the choices of managed
care plans.

An additional complication states face in reaching older persons and persons with
disabilities is that most members of these groups apply for assistance with the
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federal government and not at state welfare offices. This complicates enrollment
both by sharply decreasing the usefulness of welfare offices as a venue for
enrollment activities and by reducing the access states and their contracted
enrollment brokers have to information about new beneficiaries. Although states
continue to use the same strategies as those discussed in Volume 11 to educate
members of special populations (Chart E) these complications mean that members
of these populations are more likely to be reached by less personalized forms of
outreach such as the mail and brochures/flyers. This is also an explanation for the
slightly heavier use of consumer groups in those states with managed care programs
that serve the elderly or persons with disabilities.

Oregon Model
In addition to heavier use of consumer groups in the enrollment process, at least
one state has responded to the problem of 'finding' those elderly and persons with
disabilities who need to enroll into managed care programs through working with
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Natioal Academy forState Health Policy in more direct contact with

Medicaid Managed Care these beneficiaries. In
State Client Education Strategies Oregon the Senior and

Pi e contractingDisabled Services Division

{j d (SDSD) is responsible for
outreach, choice

Use ofcoumer 47 counseling, enrollment
U-Ps efco ri e ..II44% nand eligibility

3997 %ns-S determination activities
for elders and people with

Telephon .0 .Io
-5% e l.I7 disabilities. The state

agency uses a combination
Sigs/posters 13of state workers and Area

-22 Agencies on Aging to
TV/Radio n.o perform these functions.

ads/Sloards/Publ c 1 During the initial
_13 4 S n ~l~implementation,

Videotapes 73 -14 temporary workers were
63%ps-24 added to handle the high

_99%-17 volume of activity. The
Brochures/flyenr n40 training curriculum for all

89% - staff was developed by the

79S" ni5 Oregon Medical Assistance
Edcoiroo sessions 72% n-ItProgram (OMAP) and

76% - SDSD with consultation
0% 10 20% 30% 40% 950 60% 70% 80% 90% 100% from health plans.

Percent of States

The National Academy for State Health Policy * 0 8/97 IV-55. .



559

Materials explaining the Oregon Health Plan (OHP)27 were printed in 17 languages.
Pamphlets listed primary care physicians with their plan affiliations and an
indication of which physicians had sign language capacity, the bus routes for access
to the physician and notations indicating whether the physician was open to
existing patients, accepted or limited new members, or was fully open. Individual
rather than group sessions were held to provide counseling and to enroll recipients
in a plan. Area Agency of Aging (AAA) staff often mailed materials and made
follow up calls to make sure the person received the materials and to respond to any
questions. Plans were not allowed to conduct their own marketing nor were they
allowed to work individually with AAAs or SDSD offices.

OMAP and SDSD anticipated that the counseling and enrollment process would
take 1 1/2 hours per person. However, the state used more in-person interviews
and fewer group sessions with elderly beneficiaries and people with disabilities and
the actual enrollment time averaged 2 1/4 hours per member. The amount of time
required varies with the number of plans available in each area.

All staff who have contact with beneficiaries-information and referral staff, case
managers and staff involved in the intake process-receive information about the
Oregon Health Plan. Oregon developed different procedures based on the status of
the beneficiary. SSI beneficiaries who do not receive Medicaid long term care
services contact the local Disability Services Office or Area Agency on Aging, receive
information and counseling about OHP and their MCO options, and complete an
enrollment form. The intake process is used to perform these functions for new
applicants. Existing Medicaid Home and Community Based Services (HCBS) clients,
or HCBS clients converting to Medicaid are enrolled by their case managers.
Counseling and enrollment tasks add to the workload of case managers and the
increased workload needs to be taken into consideration in projecting needed
staffing capacity.

Medicaid beneficiaries are encouraged to select a plan on their own after receiving
information on the plans, being invited to attend an orientation session or
receiving face to face counseling. While case managers have the authority to "auto
assign," or select a plan for recipients who have not done so within the allowable
time, auto assignment has been limited. OMAP distributes a list of beneficiaries
who are elderly or have disabilities and who have not selected a plan. SDSD case
managers then follow up by mail or visit the beneficiary at home to assist with
selection. OMAP and SDSD monitor the number of auto assignments to determine
whether additional training or other intervention is needed. Incidently, those
members of special populations that are dual eligibles (eligible for both Medicaid
and Medicare) are only assigned for OHP covered services since case managers

27 The Oregon Health Plan is Oregon's term for its Medicaid program that is made up entirely
of managed care options.
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cannot enroll a person in a Medicare HMO without the signature of the member or
their guardian.

Through the enrollment process, beneficiaries who are receiving health or long
term care services that must be continued or who will require services at the time of
enrollment are identified. The SDSD case manager completes a Continuity of Care
Referral which identifies service needs prior to the beneficiary's enrollment in the
health plan. The form is sent to the MCO's ENCC (Exceptional Needs Care
Coordinator) who then makes appropriate follow up arrangements with the
beneficiary.

Other State Strategies for Enrollment
Utah uses state Medicaid workers as health program representatives to conduct
education, counseling, enrollment, disenrollment and to handle complaint
functions for members of special populations as well as TANF beneficiaries. The
representatives are located in welfare eligibility offices. Those beneficiaries who call
or visit the welfare office may view a video, receive information on each HMO and
have on-line access to review the list of providers in each HMO. The enrollment
staff have extended hours to make calling more convenient. In rural areas, the
volume of managed care enrollment was too low to use full time, dedicated staff. In
response, the Division of Health Care Financing contracted with local Health
Departments to explain the fee-for-service, primary care case management and
HMO options to beneficiaries. In addition to managed care enrollment, the Health
Departments were contracted to work with physicians to promote the program. This
arrangement was viewed as successful as evidenced by an 80% rate of voluntary
selection of managed care plans by Utah's managed care eligible Medicaid
beneficiaries.

In Tennessee, as in other states, Medicaid eligibility for SSI beneficiaries is
determined by the Social Security Administration (SSA). SSA sends a tape to
TennCare and SSI beneficiaries are randomly assigned to plans. TennCare then
sends each SSI beneficiary a letter notifying the individual of the assignment and
allowing 45 days to make a change. Plans assign primary care physicians for people
with disabilities and elderly beneficiaries who are not dually eligible; but, do not do
so for those that are dually eligible. This distinction is made because TennCare
plans have limited authority over services provided to dual eligibles and the plan is
responsible for providing dual eligibles only those services that are not covered by
Medicare.

Dual Eligibility and Enrollment
States that enroll elderly beneficiaries and people with disabilities into Medicaid
managed care programs must also address dual eligibility-at least to decide if they
will exempt dual eligibles from program participation or will find ways of
accommodating the complications dual eligibility brings to Medicaid managed care.

The National Academy for State Health Policy * C 8/97 IV-57



561

As of June 30, 1996, only four of the 16 states that enroll persons with disabilities and
seven of the states that enroll older persons enrolled dual eligibles into their
programs. 2 8 Since that time several other states have begun to enroll dual eligibles,
but the over-all number of programs that enroll dual eligibles remains small.

Nonetheless, states are intensely interested in enrolling dual eligibles into managed
care due to the large number of members of special populations that are dually
eligible and the high cost of caring for this subgroup. While state specific figures are
not available, six million Medicare beneficiaries also participate in state Medicaid
programs. Estimates suggest that 95-98% of the elderly Medicaid beneficiaries and
50% of the people with disabilities are covered by Medicare.

Medicaid managed care programs that enroll dual eligibles need to develop
enrollment procedures that take into consideration the options available under
Medicare, especially in states with a sizeable Medicare HMO market penetration. In
July 1997, 4.8 million Medicare beneficiaries had enrolled in HMOs.29 While
enrollment has been increasing over 30% a year, the provisions of Title TV-A of the
Balanced Budget Act of 1997 is likely to expand enrollment even further. This new
law will allow Medicare to contract with Provider Sponsored Organizations and
Preferred Provider Organizations in addition to HMOs. Each year beneficiaries will
voluntary select a delivery system during an open enrollment period. Beneficiaries
may choose from fee-for-service, HMOs, PPOs and PSOs. Beginning in 2002, once a
beneficiary selects an option, they will remain in that system for the full calendar
year. Beneficiaries may change their selection once during an annual 90 day open
enrollment period. This law is expected to expand the number of managed care
options available and to simplify enrolling dually eligible beneficiaries in managed
care programs. Also, importantly for Medicaid agencies, similar changes to
Medicaid enrollment rules (12 month lock-in with a 90 day open enrollment) have
potential to bring the administrative rules of these two programs closer together.

Medicaid and Medicare have separate enrollment procedures that need to be
coordinated in order to establish the same effective enrollment date when a
beneficiary enrolls in one plan for both programs. The enrollment process for dual
eligibles in most states is complicated by the procedures and timetables followed by
Medicare and Medicaid. Medicaid recipients cannot be enrolled prospectively and

28 Please see Volume I for more details about specific state policies. It is likely that many of
the state programs that enroll dually eligible older persons are PACE programs specifically designed to
serve dually eligible frail older persons. These programs operate under special federal waivers that reduce
the administrative problems created by dual eligibility.

29 The number of dually eligible beneficiaries enroll in Medicare HMOs is not known.
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Medicare members are not typically enrolled retroactively. 3 0 As a result, recipients
who enroll in a plan for both Medicare and Medicaid are enrolled immediately for

Medicaid and the plan bills Medicare fee-for-service until the Medicare process is
completed, typically 30-60 days.

State Experience Enrolling Dual Eligibles
States that enroll dual eligibles have put different levels of effort into tracking the
Medicare enrollment decisions of dually eligible beneficiaries in order to coordinate
enrollment in Medicaid managed care program and the benefits available under
each program. Minnesota's Senior Health Options has had the most success in

coordinating the two programs. This program's waiver combines the Medicaid and
Medicare enrollment systems. County offices may complete the single enrollment
form. The form is submitted to the state Medicaid agency, verified and submitted to
HCFA. The streamlined process means that the enrollee only has to sign one form
and allows enrollment to be effective in the following month if the completed form
is submitted to HCFA six days prior to the end of the preceding month.

As previously mentioned, Oregon also places great importance on making every
effort to ensure that an individual that chooses a plan for Medicare services is
enrolled into that plan for Medicaid services. Of course, since Medicare freedom-of-
choice takes precedence over Medicaid's mandatory enrollment the choices are
complex and vary with the beneficiary's preference for receiving Medicare benefits.
The various choices and their effect on enrollment are identified below.

If the beneficiary is already enrolled in a Medicare HMO at the time of
Medicaid enrollment, the beneficiary may either:

- enroll in the plan for Medicaid services if the HMO is also an
Oregon Health Plan (OHP) contractor; or

- remain in the HMO for Medicare benefits and receive Medicaid
services on a fee-for-service basis if the HMO is not an OHP
contractor or if the HMO membership is a private, premium-
based policy which the member wishes to retain.

* If the beneficiary is not currently enrolled in a Medicare HMO, but
chooses an OHP plan that is also a Medicare HMO, that beneficiary will
be enrolled in that HMO Medicaid and Medicare plans.

* If the beneficiary chooses an OHP plan that does not offer a Medicare
HMO, the beneficiary is enrolled in the OHP plan for Medicaid services

30 HCFA has indicated that retroactive Medicare enrollment will be considered.
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and Medicare is billed fee-for-service for Medicare services. Cost
sharing for out-of-network services is not covered.

Other states have responded to the need for coordination by limiting their programs
to allow dual eligibles to retain freedom of choice to receive Medicare benefits from
any certified provider. For example, Tennessee enrolls dually eligible beneficiaries
in plans only for services that are not covered by Medicare. In this State, the
TennCare Bureau notifies plans as new members enroll and identifies new
members who have Medicare coverage. Medicaid-only members receive a member
handbook and membership card. However, as previously discussed, dually eligible
beneficiaries are not required to use network providers and do not receive member
handbooks. Instead, they receive membership cards and materials explaining how
to access their pharmacy benefits and other benefits that are not covered by
Medicare.

Tracking Enrollment of Dually Eligible Beneficiaries
In order to coordinate Medicaid enrollment decisions with Medicare, state
enrollment systems must be able to identify beneficiaries that have enrolled in a
Medicare HMO. A number of states receive regular information from HCFA or
health plans themselves to track Medicare HMO enrollment. Arizona, California,
Florida, Kentucky, Louisiana, Massachusetts and Texas indicated that tapes are now
being received from HCFA. A memorandum of agreement is pending between
HCFA and Maryland to share enrollment information. Ohio has requested on-line
access to the information. Alabama and Illinois receive monthly lists from the
Medicare HMOs. Generally, most states have not requested these tapes, or are not
aware that HCFA will make them available.

Disenrollment
Critics of managed care are concerned that financial incentives to enroll healthy
members (biased selection) may lead to disenrollment of members who are hard to
serve and have high utilization patterns. Given the wide variation in costs between
individual members of special populations this concern becomes even more acute
in those programs that serve the elderly and persons with disabilities.

Partially in response to this concern, Medicaid agencies in Arizona and Oregon
approve all disenrollments to ensure that plans are not encouraging difficult to
serve or costly members to leave the plan. In these two states, state staff track
disenrollment rates as a quality improvement measure and to determine whether
disenrollment is voluntary or whether plans may be forcing people with high
utilization or complex needs out of their plan. Most disenrollments in Oregon have
been members with substance abuse conditions who are noncompliant. Health
plans send documentation to OMAP concerning what services and interventions
were planned and how they were implemented. State officials may consult with the
plan and recommend further interventions before disenrollment is approved.
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Regence HMO Oregon staff noted that very few cases produced disagreements that

could not be resolved. A number of interventions are attempted before plans
request that a member be disenrolled.

Dually eligible elderly beneficiaries and people with disabilities are treated
differently in Oregon because disenrollment must be coordinated with Medicare.

OMAP and SDSD have devised a Medicare Health Plan Disenrollment Form to

facilitate changing of plans by dual eligibles. Case managers send the form to the

HMO from which the member plans to terminate coverage prior to the end of the

month in which enrollment ends. A copy is also sent to the new plan to alert them

to the pending disenrollment from the other plan. Since HCFA's current system
cannot process two transactions simultaneously, the first HMO submits a

termination report to HCFA and the new plan holds the application and submits it

to HCFA the following month. Medicaid enrollment takes effect in the subsequent

month but Medicare enrollment is not effective for 60-90 days. This process has

worked as long as disenrollment forms are filed. In many instances, the case
manager is either not involved in the Medicare disenrollment, or fails to send the

form. These gaps delay disenrollment. To simplify this cumbersome process, HCFA
approved a process which allows processing of termination of members using the

OMAP monthly transmittal.

Highlights

* States can establish an enrollment process that enables them to collect
information about care the enrollee is receiving at the time of
enrollment and convey that information to the new plan.

* The federal government's role in eligibility determination for the

elderly and other beneficiaries of the SSI program reduces the
usefulness of the welfare office as a venue for enrolling members of
these populations. This means that members of these populations are
less likely to be informed in face-to-face interviews and more likely to
find out about managed care options through the mail or over the
telephone.

* Medicaid agencies can effectively coordinate with other state agencies
that are in more routine contact with members of special populations
to better inform beneficiaries about their managed care options.

* Informing beneficiaries who are older or have a disability can take a
significant amount of time. Oregon reported spending more than 2
hours per member.
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* Striking a balance between steering beneficiaries to an appropriate plan
versus inappropriate steering can be difficult. Plans with experience
with populations who are high utilizers may experience adverse
selection. An effective risk adjustment mechanism may neutralize
adverse selection.

* The different managed care options that Medicare beneficiaries have
can complicate the Medicaid enrollment process for dual eligibles.

Financing Managed Care for Vulnerable Populations

There are several aspects of finance that states should consider re-examining when
developing programs that serve the elderly or persons with disabilities.

* States considering contracting with community based organizations may wish
to re-examine their solvency requirements, since these providers may be
unable to establish the same level of risk-reserves as a commercial HMO.

* States generally vary their capitation payments based on demographics such
as geography, sex, and age. These states may wish to re-examine these policies
as some studies have shown that these are not the factors that account for the
greatest amount of variation in cost among members of special populations.

* States may wish to re-examine their risk-sharing arrangements with plans,
since the potential for selection bias and rapid changes in the means of
treating some subpopulations may make projecting average costs more of a
'best guess' than an 'accurate projection.'

Solvency Requirements
Solvency requirements are the financial requirements plans must meet in order to
participate in the Medicaid managed care program. In those states that contract only
with HMOs that are commercially licensed to operate in the state, the Insurance
agency typically ensures that the plan has sufficient reserves, maintains an
acceptable medical loss ratio, etc. Indeed of the 36 state Insurance agencies that
responded to a 1996 survey, only three did not report regulating the financial aspects
of managed care organizations. 3 1 This allows the Medicaid agency to focus its
oversight efforts on other aspects of plan performance.

Some states that operate managed care programs for special populations have
decided to contract with non-commercially licensed organizations, usually

31 Jane Horvath and Kimberly Irvin Snow, Emerging Challenges in State Regulation of
Managed Care: Report on a Survey of Agency Regulation of Prepaid Managed Care Entities, (Portland,
ME: The National Academy for State Health Policy, 1996), pp. 11-14.
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community based organizations that have experience serving these populations.
Unfortunately these organizations are frequently unable to meet the financial
standards of commercial HMOs-the reserve requirements alone may exceed some
community based organizations' entire annual budget. Nonetheless, some states,
such as Wisconsin, have decided to contract with these agencies for a number of
reasons, including:

* these organizations experience may give them the tools they need to
better manage enrollee care and produce cost savings; and

* these organizations are familiar to members of these populations and
their advocates. This may reduce these groups concerns about entering
managed care.

In these cases the Insurance agency will not regulate the contractor's finances and
the Medicaid agency must step into this gap. (Federal regulations require Medicaid
agencies to examine the solvency of all managed care contractors.) In some states
this may mean setting financial standards for the first time or modifying the current
standards if they were identical to the Insurance agency's standards. It may also
mean learning new oversight skills if the Medicaid agency has not examined
contractor finance in the past. Of course, the level of scrutiny (and financial
reserves) will vary with the amount of risk the Medicaid agency intends to pass on
to the contracted plan. For example, if the agency intends to pass on very little risk
to the entity that state may simply wish to consider estimating the maximum
amount the plan will need to contribute to any financial loss and ensure that the
plan has that amount in reserve.

Capitation Payments
Due to the extreme variation in the cost of caring for individual members of special
populations states may wish to consider not paying one fee for all SSI enrollees or
all aged enrollees. Instead states should consider paying several different rates for
members of these groups or paying one rate that varies from plan to plan depending
on the characteristics of those beneficiaries who chose to enroll into each plan. For
example a plan that enrolled more beneficiaries with active AIDS may be paid a
higher payment than other plans.

Some states already vary their payments based on enrollee characteristics. For
example, Minnesota pays plans a number of different rates based on factors such as
the individual's age, sex, Medicare status, and institutional status. While, Colorado
pays each individual plan a single different capitation rate adjusted based on the
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This may mean significant changes to state systems that are not designed to capture
this information-much less make payments based on these factors. Even
collecting some of this information may be difficult as most states do not have access
to the federally maintained information about disabling conditions for persons with
disabilities and the systems that determine eligibility for nursing home placement
are almost always outside the Medicaid agency. Some states such as Massachusetts
and Maine are beginning to deal with these issues but much work remains to be
done.

32 Charts F and G are based on state reported information and reflect program status as of
June 30, 1996. For more information about an individual state's policies please refer to Volume L.

33 Richard Kronick, Zhiyuan Zhou, and Tony Dreyfus, 'Making Risk Adjustment Work for
Everyone,' Inquiry 32 (Spring, 1995), 41-55.

The National Academy for Slate Health Policy* 0 8/97 IV 64



568

Although technical advice for calculating and adjusting rates based on these new
factors is beyond the scope of this publication there are a number of publications
available to those interested in these subjects. Three of particular interest are:

* Richard Kronick and Tony Dreyfus, The Challenge of Risk Adjustment
for People with Disabilities: Health Based Payment for Medicaid
Programs, (Princeton, NJ: The Center for Health Care Strategies, 1997).

* Tony Dreyfus, Using Payment to Promote Better Medicaid Managed

Care for People with AIDS , (Washington DC: The Henry J. Kaiser
Family Foundation, 1997). This publication was produced for The
Kaiser Family Foundation Workgroup on Medicaid for Persons with
AIDS, which was convened by The National Academy for State Health
Policy.

* Issues specific to financing and payment for dual eligibles are discussed
in The National Academy for State Health Policy's publication,
Integration of Acute and Long Term Care, due to be released in early
September, 1997.

Sharing Risk
States may wish to consider sharing risk with plans that serve special populations.
As previously discussed, there is significant variation in cost among members of

special populations. Until states implement and test systems for calculating and
varying payment rates that better accommodate the wide variation in cost they may
wish to share risk with plans. This could help ensure that neither the plans nor the
state are harmed financially during the implementation of Medicaid managed care
for elderly persons or persons with disabilities. This will in turn help reassure
beneficiaries and their advocates that plans will not inappropriately deny care due to
insufficient funds to cover the cost of care.

Even after states develop rate payment methods that work for persons with
disabilities and the elderly, some states may want to consider continuing to share
risk with contractors for some subpopulations. For example, the accepted treatment
protocols for treating persons with HIV has changed rapidly in the past. Sharing
risk is one way of providing protection to plans concerned that changing treatments
may create significant increases in the cost of caring for some subgroups. Some
models of risk-sharing, such as risk-corridors, may also provide states an
opportunity to recoup any excessive profits plans could make if changes in
technology actually lowered the over-all cost of caring for Medicaid beneficiaries.

The National Acaderny for State Health Poicy * 0 8/97 IV-65



569

0 . r.

I c E a. E
__ t . e s

V a E .

As shown in Chart G stop loss/reinsurance is the most popular form of risk-sharing
among states with managed care programs. Under this form of risk-sharing the
plan is usually responsible for an individual enrollee's care until total costs for that
individual exceed a pre-determined threshold ($50,000 for example) after that point
the entity sponsoring the stop loss becomes responsible for the cost of caring for the
individual. This form of risk-sharing protects the contractor from excessive loss, but
does not provide the State any means of recouping excessive profit (if the state
wishes to do so).

The next most popular strategies are risk corridors and risk pools. These methods of
sharing risk depend more on aggregate experience than individual experience. In
other words, they share overall program financial risk between the state and the
plan or among plans. Specifically, risk corridors are a means of protecting both the
plan and the state from financial risk on an aggregate basis. At is simplest, this
approach could consist of the plan and the state agreeing to split any loss or profit
that exceeds 25% of revenue from capitation payments for Medicaid beneficiaries on
a fifty/fifty basis. In order to create appropriate incentives most states that use this
approach have multiple corridors that entail sharing profit and loss in different
proportions depending on the amount of profit or loss. Several states such as
Wisconsin and Ohio use this approach in their programs designed to serve persons
with disability.
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Risk pools are usually used to provide plans with protection against adverse
selection relative to other contractors. In other words, to share financial risk among
all plans. Oregon, for example, uses this approach to accommodate for an unequal
distribution of pregnant women (and the resulting cost of delivery) in health plans.
This State retains a small portion of each capitation payment made to plans during
the year. This retained money becomes the 'pool'. At the end of the year the State
determines the number of births to Medicaid beneficiaries that each plan paid for.
Then the state distributes the money in the 'pool' to plans in proportion to the
percent of total Medicaid births each plan paid for. This strategy could be used for
other easily measurable conditions, such as the number of plan members who
receive protease inhibitors.

Highlights

* States may wish to change their capitation payment systems to pay those
plans that serve more expensive populations more.

* Methods for adjusting payments based on diagnosis or ability to perform the
activities of daily living are just being developed and states will need to make
extensive changes to their payment processing system to accommodate these
new systems.

* States should consider how to best set financial solvency standards and
monitor contractor compliance with these standards. Particularly if the state
is contracting with plan that does not have a commercial license.

* Risk-sharing can not only protect contractors from excessive losses, but may
enable states to recoup excessive profits.

Quality Improvement

In general state Medicaid agencies cite improving the quality of care provided to
enrollees as one of the most important reasons for moving Medicaid beneficiaries
into managed care. As reported in previous volumes, some states (e.g., Rhode
Island) have measured improvements in the quality of care and health outcomes
produced by managed care for AFDC (TANF) beneficiaries. In large part, states
attribute these improvements, to the activities they undertake to make sure that
individual health plans and the program as a whole provide access to quality care. 34

34 Several other publications from the National Academy of State Health Policy also address
the issue of ensuring quality in Medicaid managed care programs. The publication most pertinent to
programs that serve members of special populations is: Maureen Booth, Look Before You Leap:
Assuring the Quality of Care of Managed Care Programs Serving Older Persons and Persons with
Disabilities, (Portland, ME: The National Academy for State Health Policy, 1996).
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Those states that use managed care to serve persons with disabilities and the elderly
believe that, with proper oversight, managed care can also produce improvements
in the care delivered to these special populations. Of course, since almost all of
these programs are new, they have not yet proven their ability to improve the
health status of these groups of Medicaid beneficiaries.35

As described in Volume II of this Guide, state oversight activities include
developing standards for health plan performance, measuring plan performance,
and working with plans to improve performance. States use this same approach to
overseeing contractors that serve Medicaid beneficiaries who are elderly or have a
disability. However, state staff report that they modify this generic system to better
accommodate the needs of persons with disabilities and the elderly by developing
measures for aspects of health plan performance that are more pertinent to special
populations. For example, in a program serving AFDC (TANF) beneficiaries
measuring plan performance in providing childhood immunizations is extremely
important. But, for persons with AIDS developing standards and measures for the
use of protease inhibitors (as Massachusetts has done) is a more pertinent measure.

Earlier sections of this chapter discussed standards and structures in areas of
particular concern to programs serving elderly beneficiaries or those who have a
disability (e.g., access and care coordination) and the means for measuring plan
performance is unchanged from those described in Volume II. Therefore, the bulk
of this chapter will focus on those aspects of plan performance that are formally
identified as part of a quality improvement system-the standards states require a
plan's internal quality program to meet and the external reviews states conduct.
(This discussion assumes the readers familiarity with HCFA's Quality Assurance
Reform Initiative (QARI) guidelines, which contain guidelines for both of the
aspects of quality assurance/improvement discussed here.) Finally, since many
members of special populations are dually eligible,3 6 this section will discuss the
impact that Medicare has on Medicaid quality assurance activities and some efforts
underway to bring the two systems closer together.

35 For more information on quality assurance for special populations please refer to:
Maureen Booth, Look Before You Leap: Assunng the Quality of Care of Managed Care Programs Serving
Older Persons and Persons with Disabilities, (Portland, ME: National Academy for State Health Policy,
1996).

36 Dual Eligibles are beneficiaries who are served by both the Medicaid and the Medicare
programs.
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Internal Quality Program Standards
Internal quality program standards refer to the standards that states require each
plan's quality assurance/improvement program to meet. 37 Ensuring that plan
internal systems work to ensure the delivery of quality care is an important first step
in ensuring that the overall program delivers quality care. In general, states require
plans to establish a committee to oversee all plan activity, including establishing
standards for participating providers, identifying issues for study, conducting
studies, and developing the plan's response to study findings. Most states specify
some aspects of the committee's structure, some of the sources of information the
committee must use to identify study topics and may sometimes even identify a
specific study topic. Although most states include specifications for the same types
of issues, some states that enroll special populations into Medicaid managed care
plans have modified their specific requirements to better accommodate the health
care needs of these populations. As demonstrated by Chart H, in 1996 many states
based these standards either on NCQA's standards or the previously discussed QARI
guidelines.

Oregon, for example, includes C H
several provisions in its National Academy for State Health Policy

administrative code to ensure that Medicaid Manged Caeeach.plan.s internal quality QQuality Improvement Strategieseach plan's internal quality Risk-Baud Coltr duig
assurance system will meet the 100% [AMC & 0 SS N

needs of the elderly and persons 90S ROt.atd l25 019y

with disabilities. Specifically, this 80S . t.

State specifies that the 70 W % 63% 61% S,

membership of the quality 60 .. 20.

assurance committee shall include < . a ... . 9%

or have access to consultation e* .t .
from individuals with knowledge _ a

of all populations served
including those who are elderly or 20.
who have a disability. In addition, 10 .
Oregon specifies that several of the 0% .j
reviews 38 each plan is required to QAlU~ State-specified NCQA Platn requtred toperformmus t eaddresans theqneds to guidelines standards standards perform enrollee
perform must address the needs of satisfaction surveys
plan members who are elderly or Standards Used for Plan's Internal QI Program

37 Under the Batanced Budget Act of 1997, HCFA will develop quality assurance standards
for use by states in preparing a quality assessment or improvement strategy. Internal quality program
standards must be at least as extensive as those imposed by HCFA.

38 Areas that plans must review include: an annual review of the plan's entire quality
assurance program, utilization of services and its relationship to adverse or unexpected outcomes, and
review of member educational programs.
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who have a disability. Finally, this State specifies that the committee must review
and analyze all complaints on a quarterly basis, "including review of persistent and
significant complaints from OMAP members (or their representatives) who are
Aged, Blind, Disabled or Children Receiving SOSCF or OYA Services."

Many other states take an approach similar to Tennessee's. This State seeks to
ensure that the plan's quality assurance program is comprehensive for all Medicaid
beneficiaries enrolled in the plan. Specifically, the Tennessee contract states that
these activities must "review the entire range of care provided by the organization,
by assuring that all demographic groups, care settings, and types of services are
included in the scope of the review." Tennessee's contract goes on to further specify
that for the clinical studies the plan must perform, "...reflects the population served
by the managed care organization in terms of age groups, disease categories, and
special risk status." Finally, continuing this theme Tennessee specifies that the plan
must develop clinical guidelines for the "full spectrum of populations enrolled in
the plan."

External Reviews
In addition to standards for a plan's internal quality assurance/improvement
system, states perform their own studies to directly examine the care provided to
Medicaid enrollees. Federal regulations require that states hire an external quality
review organization (EQRO) to review the care provided by comprehensive health
plans on an annual basis. In addition many states undertake their own studies to
directly examine some aspects of the care delivered by plans. These studies were
discussed in detail in the last chapter of Volume II, so that discussion will not be
repeated here. Rather this section discusses some of the studies two states that have
programs that serve special populations (Oregon and Arizona) are undertaking.

State Experience with EQRO Reviews
Under Medicaid, the state agency must contract with a peer review organization
(PRO), a PRO-like entity or an accreditation agency to evaluate the quality of care
within reach plan serving Medicaid beneficiaries. There are no federal prescriptions
for the scope of work conducted under the external quality review function for
Medicaid, and, over time, states have broadened this activity to include focused
studies, random record reviews, assessments of a plan's internal quality
management program and member surveys.39

In Oregon the EQRO contract is overseen by the Research and Analysis team within
the State's quality assurance unit. This team also reviews plan solvency, reviews

39 The Balanced Budget Act of 1997 expands the types of entities that are qualified to
conduct the external independent review of managed care plans. Also, HCFA, in coordination with the
National Governors' Association and The National Committee for Quality Assurance, will develop the
protocols for the external quality review function.
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enrollee utilization patterns, and conducts surveys. This team selects areas for
EQRO review based on information gathered from the other activities it manages
and from data collected by the State Ombudsman Office.40 The EQRO function in
Oregon has four main components: quality studies including focused studies on
diabetes and adult depression, encounter data analysis, delivery of selected
preventive services (mammograms, pap smears, immunizations, diabetes) and
statewide focus studies of identified issues such as emergency room use. The
encounter data review looks at 39 performance measures. For the elderly and
persons with disabilities, the reviews examine access to specialists and durable
medical equipment.

Arizona made diabetes management a priority for clinical studies. This State will
focus on children and adults as well as the elderly in its study. The state's EQRO
study will develop baseline information that can be used to measure improvements
over time.

Reviews Performed by State Staff
These reviews are not required by federal regulations, but many states perform these
studies at their own initiative.41 These are usually performed to examine an area of
particular concern with program performance. As discussed in Volume II states use
a number of sources of information to identify potential topics for these studies,
such as, utilization reports from plans, complaint and grievance information,
information from advocates and providers, and health outcomes (after the program
has operated long enough for it to produce any such outcomes). These studies may
focus on one or two plans that have been identified as experiencing a particular
problem, but most often these reviews examine the provision of care by all plans
participating in the managed care program.

Oregon
Oregon staff has performed or is performing three reviews.

* An evaluation of the Exceptional Needs Care Coordination (ENCC) program
was completed in the fall of 1996. This review assessed whether the program
was meeting the needs of the population eligible for ENCC services (elderly,
persons with disability and children in foster care) as intended by the
legislature, to gather information about innovative use of the position and to

40 For more information on Ombudsman programs please refer to: Jane Horvath and Neva
Kaye, Snapshot of Medicaid Managed Care Ombudsman and Grievance Procedures, (Portland, ME: The
National Academy for State Health Policy, 1997).

41 The Balanced Budget Act of 1997 requires states to develop a quality assessment and
improvement strategy and to conduct periodic regular examinations of the scope and content of the
strategy. This would include monitoring and evaluating the quality and appropriateness of care.
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assess compliance with minimum standards. The final report of this
evaluation is being prepared.

* A review of plan quality improvement systems will be completed this year.
This review will examine all aspects of the quality improvement system,
including those specifically focussed on members of special populations that
were described earlier in this section.

* A review of plan systems for compliance with State requirements regarding
complaints, client rights and due process was also recently completed. This
review examined a number of factors that include access to interpreters,
availability of appropriate information in multiple languages, access under
American with Disabilities Act (ADA) rules, ability to meet the needs of
visually impaired members, written procedures for accepting, processing and
resolving complaints, a system for documenting complaints, option for
consumers to use the plan's internal process or to appeal directly to Medicaid,
and a procedure for reviewing and analyzing complaints.

Arizona
Arizona has implemented a clinical quality indicator project for elderly and
physically disabled beneficiaries. The indicators include immunizations, pressure
ulcers, use of psychotherapeutics, hospitalization and emergency room utilization,
activities of daily living (ADL) and fracture-related falls. Depending in the indicator,
data is collected through on-site chart reviews, encounter data and assessment
forms. The ADL indicator measures whether ADL scores have improved, remained
the same or declined since the previous assessment. Hospital and emergency room
(ER) use data will be collected for:

* the number of ER visits;
* percentage of members with ER visits;
* ratio of ER visits to number of members with visits;
* percentage resulting in hospitalization;
* . number of hospital admissions;
* percentage of members admitted during a year;
* ratio of hospitalizations to the number of members who have had

admissions;
* average length of stay; and
* the five most frequent diagnosis.

The data collected for each indicator will be used to develop baseline measures from
which later performance standards will be developed.

A focus study of members in nursing homes and community settings with pressure
sores was completed and a report was issued in February 1997. The report found
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that the overall prevalence of pressure ulcers was 4.47% but was greater for nursing
home residents (5.67%) than for members in home and community based settings
(2.39). The report analyzed data by age, gender, race, classification and treatment
modality. This descriptive study did not make recommendations. The report will
be reviewed by the quality assurance committee in each contractor.

In 1995, Arizona began to consider using encounter data to measure quality.
Indicators for chronic illness and other areas were developed in conjunction with
the plans. The overall approach to quality uses encounter data to identify which
members received what services. Clinical studies will be used to determine timely
detection, follow up and treatment. Encounter data is used to set benchmarks. State
and plan staff indicated that encounter data is not always a reliable measure of
utilization. For example, immunizations can be received in a number of settings
which are not always reported to the health plan.

Arizona also operates a managed care program designed to serve those Medicaid
beneficiaries in long term care. This program called ALTCS (Arizona Long Term
Care System) provides all Medicaid services to beneficiaries who are eligible for long
term care services. The state conducts annual reviews of these contractors and
makes their findings public. State staff review a random sample of up to 1,000
member records to determine compliance with ALTCS policies (e.g., case
management requirements, appropriateness of services, were the services
delivered). In addition, a random sample of 30% of the ALTCS members are
contacted to determine whether their understanding of the services they are
supposed to receive, whether the services are being received, and their level of
satisfaction.

Quality Assurance for Special Populations and Dual Eligibility
As previously discussed many members of special populations are dual eligibles
(eligible for both Medicaid and Medicare). Those Medicaid agencies that enroll dual
eligibles into health plans should be aware of some special circumstances and issues
they may encounter.

First, it may be difficult to measure some key aspects of the care delivered by health
plans to dual eligible enrollees because neither Medicaid nor Medicare have
complete information about the services delivered to dual eligibles. In most states
plans and fee-for-service providers report services provided to the agency that pays
for the service. This means that Medicare has most information about acute care
and that Medicaid has most information about the long term care provided to dual
eligibles.

Some states are working with HCFA to find a means to resolve this situation. To
date, Minnesota is the only state that receives information from health plans about
both the Medicaid and Medicare services provided to plan enrollees. This State
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attained this ability through use of an 1115 waiver that identifies the State as HCFA's
agent for the Medicare program, at least for those Medicaid beneficiaries that enroll
in this program. Some other states (e.g., Maine and Massachusetts) are working
with HCFA to obtain and analyze information about fee-for-service claims paid for
Medicaid beneficiaries.

An overarching issue that directly relates to plans that contract with both Medicaid
and Medicare to serve dual eligibles is that these plans have to meet both Medicare
and Medicaid requirements for quality assurance. Although there are many
similarities between the two sets of requirements they are not identical and plans
may be frustrated by having to deal with multiple 'government' regulations and
entities. Also, given that both agencies are attempting to ensure quality this could
become a singular opportunity for both the State and federal government to
maximize resources by combining (or at least avoiding duplication of) their
oversight activities.

Medicare Quality Standards
This section describes Medicare quality standards in order to provide Medicaid
agencies with information they may need if they enroll dual eligibles into Medicaid
managed care plans. HCFA's quality standards for Medicare HMOs are contained in
the requirements for approving risk contracts and are consistent with many
Medicaid contract requirements. Examples of Medicare requirements include: plans
must demonstrate the adequacy of their network; make arrangements for after
hours care; implement monitoring systems to evaluate waiting times for
appointments for routine scheduled and urgent care, member complaint
procedures, inappropriate use of emergency rooms, the number of requests to
change primary care physicians and the volume of out of plan referrals by specialty
and service; and plans must ensure continuity of care among health care
providers.4 2

HCFA's protocol reviews the HMO's written program for continuous quality
improvement which includes emphasis on health outcomes, peer review,
systematic data collection and steps for remedial action. In addition, the quality
assurance program must include a process for determining whether problems exist
and for evaluating the implementation of corrective action. Health outcomes must
be examined by focusing on diagnoses or procedures which are prevalent in the
plan, and the effectiveness of mechanisms designed to influence the behavior of
physicians. Peer review committees are required. The data collection system must
collect performance data, patient results and interpret the results to clinicians.

42 , The Balanced Budget Act of 1997 defines the elements of a Medicare risk contractors
quality assurance program. Greater emphasis is placed on health outcomes and the dissemination of
information on quality and outcome measures "to facilitate beneficiary comparison and choice of health
care coverage option.'
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HMOs with risk contracts must have an agreement with a Peer Review
Organization. Beginning in 1997 HCFA required that Medicare HMOs begin
submitting HEDIS 3.0 data which is also required by some state Medicaid programs.

Finally, the external quality review conducted for Medicare by Peer Review
Organizations, follows a prescribed scope of work which is revised periodically. The
current scope of work includes focused pattern of care studies in the areas of
improving the care of beneficiaries with acute myocardial infarctions or diabetes and
preventive health care, including mammography services and flu vaccines.4 3

Potential for Coordination Between Medicaid and Medicare
Since the goal of both programs is to provide access to quality care for their
beneficiaries and many of the requirements are very similar there is potential for
coordination between the two agencies. For example, Oregon is holding discussions
with the HCFA regional office about combining the PRO and EQRO functions.
Though each program has its own philosophy, practices and goals, there is an
interest in collaborating where possible. State officials supported a previous
recommendation by the Institute of Medicine which proposed developing regional
quality improvement organizations to develop Medicare, Medicaid and private
sector collaboration. Also, one of the current priorities for Medicare is diabetes
management. Arizona has also made diabetes management a priority for clinical
studies, yet it will focus on children and adults as well as the elderly in its study.

Finally, an emerging project may help states address overlapping responsibilities for
dual eligibles in managed care. HCFA has contracted with the National Academy
for State Health Policy to revise the QARI guidelines and, to the extent feasible
within current regulatory authority, develop a common set of quality management
standards for Medicaid and Medicare. This initiative, known as the Quality
Improvement System for Managed Care or QISMC, will result in the development
of a common approach to quality management and improvement, standards, and
reviewer guidelines to evaluate compliance with the standards. Public review
documents will be available in the Fall of 1997 with final approval expected in June
1998.

The QISMC initiative blends the strengths of each program. Through use of the
QARI guidelines, Medicaid agencies have historically been quite definitive about
their expectations on how plans should conduct their internal quality management
programs. While the standards themselves have been explicit, few states have had

43 The Balanced Budget Act of 1997 promotes coordination between the external quality
review s conducted under the Medicaid and Medicare programs. States are encouraged not to duplicate
review activities conducted as part of the Medicare external review and, at the option of the state, to
exempt certain Medicare risk contractors who would otherwise be subject to an external quality review
under Medicaid.

The National Academy for State Health Policy * 0 8/97 IV-75



579

review systems in place to determine whether in fact the quality management
systems have been properly implemented and if they are effective. Medicare, on the
other hand, has had fairly broad and rudimentary requirements but an operational
review process to determine whether a plan's program is functioning effectively.

The following products will be prepared:

* a conceptual framework to guide the design and maintenance of an
effective quality monitoring system for Medicare and Medicaid;

* joint set of internal quality management program standards for both
programs based on existing federal standards and those used by private
accrediting bodies;

* reviewer guidelines to assist HCFA and state Medicaid agencies in
monitoring compliance with proposed standards; and

* an implementation strategy.

Highlights

* States modify the approaches they use to assure quality of care for all
population enrolled in managed care primarily by developing
measures of plan performance that are more pertinent to the elderly
and persons with disabilities.

* States that use managed care to serve beneficiaries who are members of
special populations may either specifically identify that the needs of
these specific groups must be incorporated into plan quality
assurance/improvement activities or specify that these activities must
address the needs of all groups enrolled in the plan.

* Consumer satisfaction surveys and complaints provide valuable
sources of information to identify potential quality problems.
Particularly in new systems of care that have not been operating long
enough to produce changes in health status or outcomes.

* In order to assess the quality of care provided to dual eligibles Medicaid
and Medicare will need to share information about the services each
agency pays for.
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Summary

As Medicaid agencies continue to enroll older persons and persons with disabilities
into managed care they will need to accommodate the special needs of these
populations. States will need to examine and perhaps modify the means they use
to: assure access, enroll beneficiaries, require plans to do care coordination, and
assure quality. States will also need to consider the best means to deliver the long
term care services that many members of these populations need and coordinate
with the Medicare program that also serves many members of these populations.
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Chapter 3
Medicaid Managed Care and Mental Healthl

Introduction

The Henry J. Kaiser Family Foundation and the federal Health Care Financing
Administration (HCFA), have launched a state symposia series, in which small
groups of state officials explore critical issues in building Medicaid managed care
programs. The second symposium, "Transitioning to Managed Care: Medicaid
Managed Care in Mental Health," was held April 24,1997 in Washington, D.C.
Nine states participated: Colorado, Connecticut, Delaware, Iowa, Massachusetts,
Oregon, Tennessee, Washington, and Wisconsin. They were selected due to their
diverse approaches to Medicaid managed mental health care. All currently enroll
Medicaid beneficiaries. (Note: This chapter does not provide a detailed explanation
of individual state approaches to managed mental health care but presents the
lessons these states have gleaned from their work. Appendix L provides a brief
description of each state's approach. Appendix M contains charts summarizing
these states' initiatives.)

The symposium and this paper limit discussion to mental health, not the full range
of behavioral health. This was done only as a means to organize complex
information and allow a substantive one-day discussion, about which this paper
reports.

Integrating Physical and Mental Health Care: To Carve Out or
Not to Carve Out?

System Design
States have developed a variety of approaches to Medicaid managed mental health
care, which continue to evolve as their experience grows. While no state approach

I This chapter is a shortened version of: Trish Riley, Joanne Rawlings-Sekunda, and
Cynthia Pemice, Transitioning to Managed Care: Medicaid Managed Care in Mental Heafth, (Portland, ME:
National Academy for State Health Policy, 1997). This publication is the second in The Kaiser-HCFA State
Symposia Series produced by the National Academy for State Health Policy under a contract with
Research Triangle Institute.
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is a pure 'model,' for purposes of the discussion, we identify the following models.

* Integrated model: in which mental health services are included in the
general physical managed care program.2

* -Partial carve-out model: in which some mental health services are
integrated, but other mental health services and/or populations
operate under a separate managed care program.2

* Full carve-out: in which mental health services and/or populations are
completely separated from the physical health program into their own
managed care program.2

States choose specific models for a number of reasons.

* Integrated model: Four of the states participating in the symposium
treat managed mental health care as a "carve-in": Connecticut,
Massachusetts (HMO program), Oregon (in 12 counties), and
Wisconsin. These states believe such an approach:
- better integrates physical and mental health care;
- prevents consumers needing mental health services from

"falling through the cracks;"
- improves medical care, especially for people with severe and

prolonged mental illness;
- is more likely to reduce or eliminate cost shifting and confusion;
- avoids the possibility that clients are stigmatized;
- provides greater access in rural areas, where specialty providers

may not be available; and
- could produce savings. (For example, a National Institutes of

Mental Health study found that 80% of those who do not consult
mental health specialists for mental health problems will seek
care from primary care practitioners for physical ailments related
to their emotional problems.)3

* Full carve-out model: Six of these states operate full carve-out mental
health programs: Colorado, Iowa, Massachusetts (PCCM program),
Oregon, Tennessee, Wisconsin (pilot programs). These states believe a

2 Definitions from The Lewin Group, Inc. for the Substance Abuse and Mental Health
Services Administration Managed Care Tracking System. (Phase 1 Draft, 1996).

3 Carve-Out Arrangements in Managed Care: Experience Suggests Value Despite
Questions About Long-term Viability', State Initiatives In Health Care Reform no. 22 (April 1997): 11.
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carve-out approach:
- improves the capacity to meet the mental health needs of severe

and persistently mentally ill adults and children;
- is an important first step in developing expertise in managed

mental health care;
- compensates for mainstream plans' lack of experience, capacity

or willingness to provide mental health services;
- improves access by assuring that mental health needs do not

"fall through the cracks;"
- alleviates the bias of the traditional medically-oriented managed

care system against mental. health;
- may operate more effectively and efficiently (professionals who

perform large numbers of specialized procedures for certain
conditions should enjoy economies of scale4);

- may reduce or prevent risk selection;
- allows for reinvestment of savings gained from inpatient and

other 24-hour care into other mental health services; and
- clarifies administrative tasks (for example, prior to carving out

managed mental health programs, several states noted that
many HMOs sub-contracted behavioral health to other
organizations, making these services difficult for the state to
monitor).

Partial carve-out model: Delaware and Washington both have partial

carve-out models, but their models have little in common.
- Delaware, only allows managed care organizations to provide

less acute mental health services. State agencies continue to
provide many services (such as psychiatric hospitalization and

residential treatment) for adults and children with severe and
prolonged mental illness. This system arose from the concern
that the managed care organizations did not have the capacity to
provide deep-end services.

- Washington carves-out nearly all mental health services, except
those provided in primary care settings, limited psychological
testing and one hour per month with a psychiatrist.
Washington's community mental health program operates
under legislatively mandated regional (county-based)
authorities. Supporting the established, if ever-changing, system

of care for people with mental illness is the chosen course.

States using partial carve outs seek to tailor their programs to get the best of both

strategies.

4 Ibid, p. 8.
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Goals of Managed Mental Health Care
States asserted that the issue is not whether to carve out mental health managed
care, but how care can best be managed for persons with mental health needs. These
states believed that managed care can move the current medically-based system to a
system promoting prevention, rehabilitation, and recovery, but emphasized that the
goals in moving mental health services or populations into managed care must be
clear. They agreed that the goals of mental health managed care are to:

* integrate physical and mental health care to provide a seamless system
of care that treats the whole person;5

* help individuals with mental illness toward recovery and toward
maximizing their choices and independence;

* promote community-based, highly individualized services; and

* use dollars more efficiently.

While there has been considerable criticism about the cost-saving goals of managed
care, these states stressed that the current payment system of care for persons with
mental illness is not efficient for the consumers nor for the payers. Fee-for-service
Medicaid limits the types of services provided and has a strong institutional bias,
while managed care has the potential to provide more flexible, consumer-oriented
benefits. Most of the 35 states (plus the District of Columbia) offering mental health
services through managed care have used the savings from managed care to
broaden their service coverage for mental health.6

States cautioned that the growing popularity of disease management within
managed care is generally inconsistent with the goals of maximizing choice for
consumers and providing care that best addresses the needs of the whole person.
They cautioned that disease management can be medically-oriented and diagnosis-
based while the goals of the managed mental health care system are to further
functional capacity and recovery.

5 A study completed by Indiana's Medicaid agency of its non-institutionalized Medicaid
disabled population found that nearly 30% of the beneficiaries with a psychiatric diagnosis also had
serious physical health problems. Source: Collette Croze, Medicaid Managed Mental Healthcare.
(Portland, ME: National Academy for State Health Policy, 1995).

6 From the forthcoming publication by The Lewin Group: SAMHSA Managed Care Tracking
System: Phase 1, Executive Summaty to Final Report.
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Coordinating Medical and Non-Medical Care
Integrating medical, mental health, and supportive services is complex regardless of
whether programs are "carve-out" or "carve-in" designs. Given the complex needs
of persons with mental illness, state policymakers are considering new approaches
to managed care. For example, Wisconsin established a commitment from
managed care organizations to manage all services for specific populations,
including people with mental illness. The MCOs involved must show expertise in
handling different primary presenting conditions.

State Medicaid programs also need to coordinate with other government funders.
Moreover, state programs are challenged to coordinate care among other service
networks, such as substance abuse, criminal justice, foster care, housing, vocational,
educational, special needs children, child welfare, and others.

For example, in two of its counties Wisconsin carves out behavioral health care for
a small group of children with severe emotional disturbances. In the Children
Come First program, primary care is provided fee-for-service, while comprehensive
behavioral health and support services are provided through a managed care
contractor. The Medicaid capitation rate is paid to the counties, which combine it
with their own capitation. The state capitation payment covers only Medicaid-
covered services, including mental health and substance abuse services. The
county's capitation pays for non-Medicaid-covered services, such as respite,
mentoring or education aides.

The contractor assigns a lead agency (e.g., a juvenile justice or mental health center)
to provide case management based on a child's presenting problems. The case
manager is responsible for coordinating one plan-including all physical health,
mental health, and ancillary services-developed by the treatment team for each of
one to eight families in his/her caseload. The treatment team includes the child
and family, as well as professionals (formal supports) and non-professionals
(informal supports-people important to the family such as neighbors, clergy or
other extended family members). The case manager has full responsibility and
authority to obtain mental health and support services and is responsible for
coordinating with the primary care provider.

Iowa specifically allows funding for the mental health carve-out program to be used
for any services believed to help the client. Program policies require joint treatment
planning with other funders as part of authorizing flexible Medicaid funding for
these clients. In Delaware, the Medicaid agency pays the Department of Services for
Children, Youth and their Families a bundled rate for each child served in the
previous month. If the Medicaid agency develops a question regarding the service
provided, it retains the reimbursement until the issue is resolved.
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Coordinating services remains a challenge for even the most experienced state
mental health managed care programs. Integration is often multi-dimensional
-benefit packages, payment system, administration, etc. Integrating one area can
create fragmentation in another.

Prescription drug policy is an example of this complexity. Drugs are often prescribed
by both primary and mental health providers. States struggle with rate-setting and
the need to decide whether the primary care or behavioral health plan includes
prescription drugs in the capitation rate. No state has resolved the issues around
pharmaceutical policy to their satisfaction.

Massachusetts and Delaware exclude pharmacy from the capitation rate and pay for
this service on fee-for-service. These states took this approach because they were
concerned that good data on pharmacy costs are not available. Massachusetts
conducts monthly peer utilization reviews to provide an incentive for doctors to be
cost-effective.

While, in Colorado, prescription drugs are included in the HMO rate and not in the
BHO's rate, even if prescribed by its providers. Colorado has convened a joint HMO-
BHO Pharmacy Committee, facilitated by the state's Medicaid and mental health
agencies, to address these issues. Thus far, the Committee has developed a model
memorandum of understanding regarding dispute resolution, information sharing,
formularies, etc. Most managed care organizations have decided to follow its
suggestions.

Also, Tennessee includes prescription drugs in both the HMO and BHO rates. But,
has determined specific drugs for which the BHO will always pay (regardless of
where the prescription originates).

Finally, an example of the complexity particular to carve-outs is in determining
which provider is responsible for services (pharmacy and other) overlapping
between mental and physical health. Oregon has identified a list of such services to
be covered by the capitation to HMOs, including medication, medication
management, and laboratory services. 7

Engaging Stakeholders
Managing mental health care requires coordination among multiple stakeholders.
Stakeholders can have a large influence on decision-making. For example, in

7 Sally Bachman, Ph.D. et al., Medicaid Carve-Outs: Policy and Programmatic
Considerations, (Princeton, NJ: Center for Health Care Strategies, 1997), Tab H, p. 9.
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Oregon,8 program planners originally envisioned mental health services integrated
into the general managed care benefit package. However, county mental health
authorities and community mental health centers (which historically provided
mental health services) believed their continued viability to be threatened by such
an arrangement. Their successful lobbying of the legislature resulted in the program
to provide expanded managed mental health services being scaled back from 100%
to 25% of the Medicaid population, modified the RFP to allow community mental
health centers (as well as fully capitated health plans) to respond, and maintained
state-only mental health funding for the counties.

Lessons

* Be clear about the goals for moving mental health services or
populations into managed care. Use these goals to determine whether
or not to carve out managed mental health care services.

* Realize that regardless of "carving in" or "carving out" managed
mental health care, integrating physical and mental health services is a
very complex challenge. Integrating one area of care may fragment
another in unforeseeable ways.

* Know the managed care community's abilities and willingness to
provide mental health services before making the decision to carve in
or out.

* Be aware of stakeholder concerns. Work with key stakeholders
throughout the process to minimize resistance. Collaboration between
Medicaid and mental health agencies is especially important.

* Consider all the services that could be wrapped around consumers.
The more system boundaries are removed, the more seamless the
system will be to the consumer, and the less likely cost will be shifted
or services duplicated. Determine how best to work with other state
agencies serving these clients.

* Be cautious about disease management models, which may run
counter to the goals of managed mental health care.

8 Ibid, Tab H. p. 4.
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Plan and Provider Issues

The capacity to provide effective managed mental health care relies upon a
competent and available network of plans and providers. States need to evaluate
the capacity of plans and providers and set clear goals for them prior to launching
managed mental health care.

Plan and Provider Coordination and Training
States use a variety of approaches in bringing plans and providers together to
address the special needs of Medicaid beneficiaries. Realizing the Medicaid program
is a public one, some plans recognize if they do not voluntarily share information
regarding best practices, the state can identify and share this information
independently.

For example, New York plans to contract with consumer groups to provide
technical assistance in helping build the capacity of plans and providers and to
encourage them to do business differently. Consumer organizations will also be
contracted to teach plans and providers some creative ways to provide services.

Similarly, Wisconsin's AFDC HMO initiative convenes regional mental
health/substance abuse work groups that include members from their HMOs, BHOs,
substance abuse providers, subcontractors, consumers, counties, and advocates to
discuss the effectiveness of treatments and brainstorm ways to improve. This
information sharing helps assure that the system is continuously improving. It also
gives technical assistance to all plans and providers, in both mental health and
primary care.

Massachusetts requires consumer input at the plan level by requiring each MCO to
have an advisory group made up of consumers and providers. The Medicaid agency
also convenes ongoing meetings with the Department of Mental Health,
Department of Medical Assistance, and managed care organizations to discuss
specific indicators such as access, quality, system development, and financing.

Finally, Iowa is developing the capacity to profile providers. These profiles are
shared among providers at monthly provider roundtables and summary
information is made available to the public. The roundtables allow discussions of
provider profiling, consumer and provider satisfaction results, quality assurance
and other current issues, and provide a forum for providers to train other providers
on what does and doesn't work.

States warned that providers working in BHOs need to learn new behaviors. Some
providers are very happy in the new environment; they feel there is an opportunity
to be creative in the delivery of services they did not have in the fee-for-service
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Medicaid system. Other providers view managed care as being too regulatory and
requiring too much data.

States need the capacity to continuously monitor providers and their networks.
States can require contractors to periodically review their subcontractors and report
the results back, or can contract directly with providers.

Community-Based Providers and Financing Issues
In the transition to managed mental health care, many changes occur in the service
delivery system, resulting in winners and losers. States agreed the argument is not
which essential community providers should be supported, but rather what
essential community services must be retained to provide the best care for
beneficiaries. Community Mental Health Centers (CMHCs) and public mental
health programs are often challenged by state Medicaid initiatives in mental health
managed care. These traditional, essential community providers have had to
change and compete-confronted with new expectations for management,
accounting, quality assurance, and other requirements of managed care.

Massachusetts, for example, held CMHCs harmless during the first year of mental
health managed care. The state felt this gave CMHCs a chance to learn how to
function in the managed care environment. In Wisconsin, smaller providers feared
they would be forced out of business, because they were not offered a subcontract
from a plan or they could not compete with larger providers. To counter this
problem, a memorandum of understanding (MOU) was established between county
mental health boards and HMOs. The HMOs are required to sign a memorandum
with all qualified mental health providers. Oregon takes the more direct approach
of giving their county mental health system first right to refuse the BHO contract.
Finally, in Delaware, the Medicaid agency encouraged MCOs to contract with
community child mental health providers. As a result, nearly all have become
MCO providers.

Reimbursement influences plan and provider behavior. Historically, Medicaid has
been viewed as a provider entitlement in which discrete services were reimbursed
to certain predetermined providers. Managed care allows considerable flexibility
and consumer direction in developing plan and provider networks and benefit
packages.

As Medicaid programs capitate mental health benefits, community-based mental
health providers may lose some funding because managed care organizations only
buy certain services from them. Absent those additional Medicaid dollars, CMHCs
will have difficultly sustaining their traditional range of services. Historically, in
some states Medicaid dollars supplemented CMHC services and allowed them to
serve the uninsured. States reported they have seen less impact on access for the
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uninsured, but more impact on "soft services' such as counseling and marriage
counseling.

If behavioral managed care is successful, deinstitutionalization will increase
resulting in empty hospital beds and creating a funding problem for state hospitals
and community hospitals that serve as inpatient mental health units. States noted
that the speed and size of reductions in inpatient care was astonishing. Such
changes should be viewed as a result of managed care, not poor care; good managed
care will reallocate money to where it is needed most.

The choices states make to select plans and providers will affect consumer
satisfaction and the program's success. States stressed that individuals should not be
made to choose between their primary care provider or their mental health
provider; every effort should be made to coordinate the two. States encouraged
program developers to consider a team of providers as the PCP.

Lessons

* States should be specific about what they want to buy in managed care
and build strong expectations for consumer involvement and choices.

* Plans and providers need technical assistance and training. Managed
mental health care is different from fee-for-service; you cannot expect
providers or plans to immediately change their way of doing business
overnight. Be realistic with goals.

* Building the capacity of plans and providers should be a team effort on
everyone's part-state, consumers, plans, and providers.

* Defining 'success' in mental health managed care should be a public
process.

* Large-scale reduction of inpatient care will happen rapidly. Expect and
prepare for significant impact on hospitals, especially state-run facilities
and prepare for continuous access to outpatient care amidst this
downsizing.

* Expect and create constant input. If you think you have talked with
everyone, you haven't.
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Oversight/Monitoring Quality

Determining Goals
The critical first step to monitoring quality is to be clear about the expected results of
services for consumers, plans and the system.

Several states noted the importance of engaging stakeholders early on to determine
goals and how they ought to be measured. However, various stakeholders often
have conflicting goals and priorities; balancing these views can be challenging. In
order to gather public input, New York's Quality Assurance Task Force surveyed
approximately 2000 stakeholders regarding desired outcomes. Massachusetts made
'the public' an active participant in the contract development process by convening
workgroups of different stakeholders, which created standards included in the
purchasing specifications. While, Iowa used a Request for Information process to
obtain stakeholder input on performance measures. Sixty indicators developed are
now in use.

States stressed that the standards traditionally used by commercial managed care
organizations may not work for non-commercial populations. One way to work
around this is to create evaluation teams for the creation and review of the requests
for proposals including the Medicaid agency, mental health departments, other state
agencies, and consumers.

From a consumer's perspective, the goal of managed mental health care is to assist
recovery and build functional capacity. This can be measured m "non-medical
ways" such as the capacity to hold a job or participate in school. Such quality of life
issues can be difficult to define. Wisconsin's Children Come First program's
performance measures include the child's success in school, lack of involvement
with the juvenile justice system, and expressed family satisfaction.

Measuring Success
Quality assessment calls for observing and collecting information on three aspects of
care.

* The "structural" elements, such as accreditation status of a health plan.

* The "processes", or what practitioners do to and for their patients from
prevention and screening to diagnosis, treatment, rehabilitation or
support services.
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* The 'outcomes", both short-and long-term.9

States are moving toward stressing accountability of outcomes or results, rather than
simply accountability of finances. However, the science of outcome measurement
has not sufficiently advanced to rely on these measures exclusively. Efforts
currently underway to develop such outcomes include:

* The Center for Self-Help Research at the University of California at
Berkeley developed an empowerment scale examining the person's
ability to make decisions on concrete issues in his/her personal life,
meeting basic needs, and participating in organizations.10

* The Center for Psychiatric Rehabilitation at Boston University
developed an empowerment scale used in consumer-run self-help
programs. It examines such issues as control over one's life,
achievement of goals, self-esteem and self-efficacy.'1

* The outcome measurement system developed by the University of
Cincinnati's Quality Center is now being used in 12 states. It tracks four
measures: mental health symptoms, daily social functioning,
perception of physical health and patient satisfactions

* The Child Welfare League of America's Odyssey Project is examining
outcomes for about 2,500 emotionally disturbed children and teens in
residential settings. Outcomes to be examined at the end of treatment
include: placements into less intensive settings, family reunifications
and adoptions, educational achievements, level of life skills,
behavioral problems, and social competencies. Outcomes at one- and
two-year follow-ups include: employment, educational achievement,
personal satisfaction with life, satisfaction with services, connections

9 Avedis Donabedian, 'Evaluating the Quality of Medical Care,' Millbank Memorial Fund
Ouarterty (July 1966): Part 2.

10 Steven Segal, Carol Silverman, and Tanya Temkin, Empowerment Scale, (Berkeley, CA:
Center for Self-Help Research).

11 Center for Psychiatric Rehabilitation, Making Decisions: Empowerment Scale, (Boston
University, Sargent College of Allied Health Professionals).

12 'Outcome Measurement Grows; Defense Ponders National Rollout', Managed
BehavWoral Healh News 3, no. 12, March 27, (1997): 1
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with family and friends, contacts with juvenile and criminal justice,
and alcohol and drug use.13

In addition to any available outcome measures, states monitor quality through such
process measures as:

* Access - maximum distance to a hospital, maximum time for response
to a phone call, maximum wait at an emergency room or for a hospital
bed, etc.

* Types of providers - children's providers, gerontologists, social service
providers, etc.

* Ability to serve special needs populations - individuals dually
diagnosed with mental illness and substance abuse issues, children in
foster care, etc.

* Caseload ratios especially with regards to special populations

* Quality indicators such as those in HEDIS.

In its first bid for mental health managed care, Massachusetts held plans accountable
to the measures listed above. Now in its second bidding process, the state has added
these criteria:

* Length of time the consumer is in the community

* Length of time the consumer is in a single living situation which
he/she likes x,

* Ability of the consumer to participate in school or work (including
supported work).

Delaware's performance indicators for the Child Mental Health Public/Private
Partnership' 4 include:

* Effectiveness

13 Robert Cunningham, 'Outcomes Hard to Track in Kids' Behavioral Care,' Medicine and
Health Perspectives (January 20. 1997).

14 Diamond State Health Plan, A Public MCO Innovation: The Rote of the Division of Child
Mental Health Services in Medicaid Managed Care's Child Mental Health Public/Private Partnership,
(Delaware Department ot Services tar Children, Youth and Their Families, February 1996).
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- Client improvements on pre/post symptoms and community
functioning

- Consumer satisfaction
- Low rates of unplanned readmissions, premature discharges,

failed transitions

Efficiency
- Average cost per quintile of population served
- Controlled lengths of bed stays, hospital and residential

treatment
- Cost per admission to deep end services

* Appropriateness
- Levels of intervention based on levels of severity; judicious use

of bed resources
- Clients move toward less restrictive levels of care
- Parents participate in treatment planning
- Treatment team leaders validate selection of level

* Accessibility
- Services are geographically accessible
- Services are equally available across age range
- Minority groups are appropriately represented across levels
- Service populations represent various disability groups
- Follow-on services, e.g., for 17 year olds, are accessible

* Provider Capacity
- Adequate service capacity in various levels to accommodate

inflows
- Adequate support for intake/assessment, clinical services

management, provider administration
- Clients move appropriately between commercial MCOs and

public MCO (managed by the Division of Child Mental Health)

Using the Data
Once goals are in place, specificity of desired results in the procurement and
contracting process can keep states in control of the process. However, while an
outcome can be specific, the state may not want to spell out the means to that
outcome. For example, if reimbursement is limited to only the covered services
enumerated, new service development can be slowed or prohibited. States
suggested the following contract provisions.

* The performance standard expected; (if available) the outcome desired
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* The type(s) of data necessary to show that this standard/outcome has
been met

* The method for gaining this data

* The definition of non-compliance to the standard/outcome and the
sanction(s) for that non-compliance.

Determining performance standards and targets is difficult without having prior
data to show what is reasonable. Trying to compare services delivered through risk-
based managed care and fee-for-service systems does not work well, for several
reasons. Different organizational structures make comparison difficult. Managed
care may provide more flexible benefits than fee-for-service. Fee-for-service
beneficiaries may experience access barriers which would affect their use of services.
Managed care is often provided in more urban areas, complicating comparisons
with fee-for-service, which may have a more rural focus. In many areas, data is
incomplete or not comparable between fee-for-service and managed care.

Focusing on what is realistic-as opposed to what is merely possible-makes for a
stronger contracting and monitoring process. The staff time needed to monitor
quality -in most cases already more complicated and time-consuming than
overseeing the fee-for-service system-increases with every additional measure to
be evaluated. (Tennessee noted that the 110 performance measures in its initial
contract were too many for appropriate measurement and reporting. Those
measures have been reduced to 33.) Also, there may not be enough people receiving
a certain type of care for its meaningful evaluation. Finally, the contractor being
evaluated must be able to affect the issue being measured.

Monitoring takes place at multiple levels-the managed care organizations, the
behavioral health organizations, providers, etc. States must also monitor the
system as a whole, as changes made in one area may affect other areas in unforseen
ways.

Monitoring also involves other state agencies. In its children's program, Delaware's
Medicaid agency holds the Division of Child Mental Health Services accountable by
withholding the reimbursement if problems with services arise. Agencies can also
work together to monitor managed care organizations and providers. Data collected
by one agency may be valuable as performance measures to another agency's
monitoring efforts. For example, in Washington, payroll data submitted to the
Department of Employment Security is being used to measure employment
outcomes for people served in the mental health, developmental disability,
substance abuse and vocational rehabilitation-systems. While for Wisconsin's
Children Come First program, the Medicaid and mental health agencies share data
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collected by the mental health agency. Both agencies negotiate contracts together
and share staff for monitoring.

Monitoring must provide immediate results as well as long-term results.
Tennessee implemented consumer cohort studies to gain immediate feedback on
the system. When starting the program, Iowa kept daily track of treatment
authorizations and inpatient utilization in order to combat public fears that
enrollees would not be able to obtain services.

Quality monitoring needs to take a multi-pronged approach. Monitoring
mechanisms used by states include:

* advisory comnmittees, including members of different stakeholder
groups;

* spot inspections; and

* consumer input (see Consumer Involvement section).

Lessons

* Involve stakeholders in developing goals and performance standards.
National standards may be less important than standards desired by
stakeholder groups. In Iowa, stakeholders consisted of anyone who
chose to respond to the Request for Information. Wisconsin's Children
Come First program worked with a family advocacy group, Wisconsin
Family Ties, to design a family satisfaction tool.

* Create evaluation teams for the creation and review of the RFPs
including the Medicaid agency, mental health departments, other state
agencies, and consumers.

* Staff time needed to conduct oversight and monitor quality is
significant.

* State agencies working together can improve the effectiveness of
oversight. Data collected by one agency may be valuable as
performance measures to another agency's monitoring efforts.
Agencies may have to work out agreements regarding how to share
data.

* Focus on performance standards that are realistic for plans to gather
meaningful data and for state staff to manage and evaluate.
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* Specificity of desired results in the procurement and contracting
process can allow states to remain in control of the process. Contract
provisions should include:
- The performance standard expected; (if available) the outcome

desired
.- The type(s) of data necessary to show that this standard/outcome

has been met
- The method for gaining this data
- The definition of non-compliance to the standard/outcome and

the sanction(s) for that non-compliance.

* Monitoring must provide immediate results as well as long-term
results. In the early days of its program, Iowa used authorization data
to build public confidence that the door to mental health care remained
open and that services were being provided. Colorado conducted
extensive evaluations of pilot projects prior to expanding them.

* Monitoring takes place at multiple levels-the managed care
organizations, the behavioral health organizations, providers, etc.
States must also monitor the system as a whole.

Consumer Involvement

States agreed on the importance of including consumer and family member
involvement in all aspects of managed care, including benefit design, rate setting,
contracting, governance, monitoring and oversight. Outcome measures, in
particular, must incorporate consumer input to accurately evaluate effectiveness.
States stressed the importance of the commitment to both seeking out consumer
input, and to using this input in crafting and fine-tuning programs.

It was noted that adults with mental illness generally wish to represent themselves
and not be represented by family members who may have different goals. On the
other hand, families are important stakeholders in children's mental health
programs.

States use a variety of approaches to assure consumer involvement. A multi-
pronged approach increases the chances that the information gathered represents
the views of a wide variety of consumers. For example, Massachusetts and Colorado
require managed care organizations to have consumers. and family members on
advisory groups. Colorado also held approximately 20 focus groups with adult
consumers, family members of adult consumers, and parents of child consumers.
They increased participation by offering child care and refreshments, and by having
Community Mental Health Centers (CMHCs) mention upcoming groups to clients.
MCOs, not allowed to be present, are provided post-focus group feedback.
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Washington conducts 20-minute interviews with consumers on such issues as
access, voice and ownership of the treatment process. Finally, New York is
developing a peer education program in their Prepaid Mental Health Program.
Beneficiary-run organizations will receive funding to assist beneficiaries learn about
the program and to monitor enrollment practices.

Some states have found it especially difficult to get children and adolescents as well
as their families to the planning table. States have used strategies such as paying for
gas and child care, but noted it was also important to have staff support for the
consumers and family members to educate and support them in understanding the
issues.

Many states use consumer and/or family member satisfaction surveys, but stressed
that by themselves they may be of limited use. More useful information may be
obtained by asking consumers about improvements in their quality of life or ability
to live independently.

Consumer input can also be gained through grievances and complaints. States gain
this type of input through:

* offering consumer hotlines and 800 phone numbers;

* employing consumer advocates;

* studying plan disenrollment and switching;

* aggressively reviewing informal complaints; and

* establishing ombudsman programs outside the system

Delaware found that many Medicaid beneficiaries speak freely with enrollment
brokers. The beneficiaries recognize these brokers as independent of either the plans
or the state. The brokers are often available at community areas, and considered
responsive by Medicaid beneficiaries. To take advantage of this, the state combined
ombudsman and enrollment functions. However, others worry that the
independence of the enrollment brokers will be compromised if they take on
responsibilities for complaints and grievances.

Using peer leaders to educate consumers on their rights and responsibilities as
managed care enrollees was stressed. Some states also use special care coordinators
who teach persons with mental illness how to enroll and use the system with no
disruption of care.
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Initiatives under way may prove effective in facilitating consumer involvement.
For example, the Foundation for Accountability (FACCT), an organization primarily
of consumer and purchaser representatives, is seeking to develop new performance
measures for managed care that are patient centered.15 Brandeis University has
developed a Consumer Access, Voice and Ownership (CAVO) survey.

Finally, mechanisms must be in place to assure that consumer input is used in
planning or modifying the program. Feedback loops create ways to make sure such
input is used.

Lessons

* Consumer involvement must be early and regular throughout
program development, operation and monitoring. Resources must be
invested to successfully obtain and use consumer input.

* Use multiple strategies to obtain consumer input. One mechanism
(such as a consumer satisfaction survey) may be of limited usefulness.

* Consumers do not speak with one voice. Issues are different for
different populations of consumers, family members, etc. Be sure
consumer engagement is culturally sensitive and that samples are
stratified.

* Medicaid programs should reach out to mental health programs for
input from consumers and nomination of consumers to participate on
advisory councils, etc.

* Complaints and grievances can not be overlooked as a source of
consumer input.

* Build in feedback routes to assure that consumer input is used in
planning or modifying the program.

Administrative Issues

States need significant time and resources to successfully implement managed
mental health care and to develop new relationships among state agencies, with
consumer groups, and with other stakeholders. Issues to be worked out include
claims processing, data and payment systems. Colorado spent three years in the

I5 Aice G. Gosfield, Who Is Holding Whom Accountable for Quality?," Health Affairsl 6, no.
3 (May/June 1997): 35.
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planning process and had a relatively smooth implementation process and
consumer transition, but even then, unexpected administrative issues arose.

New partnerships need to be formed at the state level as well as the county, regional,
and local levels, depending on how providers are organized. Needed training
should be coordinated among states' mental health and Medicaid programs, MCOs
and local providers.

States warned that cost-shifting is real during periods of transition, particularly
between institution- to home-treatment. It was suggested that contractors pay
transition costs to minimize cost-shifting.

Rate-Setting and Risk Sharing
There does not seem to be one best way to set rates that guarantees states are paying
properly for services. Many states agreed that it is difficult to acquire and synthesize
all the data needed to set rates and determine risk sharing arrangements.

Colorado uses historical fee-for-service claims data, geography, age, eligibility
category, and health status to set rates. The State planned to establish a stop-loss
pool, which would withhold part of the BHOs' capitation rate to offset high cost
consumers, but the BHOs felt confident they could take on the risk themselves.
Oregon uses an actuary firm to set rates. However, the actuary firm must make
many assumptions in determining rates, so the State does not know whether they
are paying too much or not enough. BHOs in Oregon must participate in the State's
stop-loss insurance or to self-insure. Finally, Massachusetts has established risk
corridors and is considering adopting a case-mix payment approach.

Soon after converting medical and mental health systems to managed care,
Massachusetts' Medicaid agency realized many beneficiaries were also receiving
services through the Department of Mental Health. The two agencies have
developed a relationship in which the Department of Mental Health transfers
money to the Medicaid agency to cover mental health services supplied by MCOs.
Medicaid covers acute services; the Department of Mental Health covers continuing
care, quality, clinical oversight and policy.

States e;.pressed interest in limiting MCO profits, but noted that such initiatives
were very easy to "game", and that plans may need higher administrative payments
to meet quality standards.

Data Systems
Information needed for quality assurance, program planning, and setting future
capitation rates is obtained in part by tracking high-cost consumers, identifying areas
of underservice, and identifying gaps in continuity of care and preventative care.
States also stressed the importance of tracking the authorization of services and
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a estring the services authorized were actually delivered. In managed care,
Medicaid agencies do not receive claims information directly from providers, but
instead from the plans, making this information more difficult to come by.
Problems arise even when data is available since plans', providers', and states'
different systems are difficult to coordinate, and definitions and outcome measures
are not standardized. Many states reported difficulties setting up data systems, but
agreed that it is worth the effort.

In Connecticut, lack of time and support were barriers to setting up a data system.
They also encountered problems such as the claim system not being linked to the
eligibility system, creating problems determining the number of clients to pay
capitation to the BHO on a monthly basis. Other states expressed concern about
eligibility management issues and how to handle retroactive eligibility in paying
plans.

Delaware's Division of Child Mental Health Services has established a data system
that provides immediate and accurate information on every child in the system. It
allows the Division to track: service demand, rates of referral, unduplicated number
of clients served in the month, service loads at the various levels of care, and
psychiatric hospital days. However, the state is having trouble tracking clients across
systems.

Contracting
States were not in agreement on what format the contract should take. Some felt it
should be very specific with services listed, with the desired outcomes and
stipulations if the outcomes are not met. Those in disagreement felt that stringent
contracting confined MCOs, not allowing them to be creative in developing cost-
effective approaches to care.

Colorado establishes a minimum package of benefits MCOs must provide, but
provides no ceiling or limits. Washington is reluctant to have all measures and
outcomes specified in their contracts for fear BHOs will only perform to those
standards. They believe the contract needs to be flexible depending on the
organization and population, since many outcomes vary by population. Finally,
Massachusetts requires aggressive purchasing specifications to assure services
provided are designed for the population being served and not carried over from a
general MCO's contract. All MCOs are granted financial incentives if quality
standards are met in their 6-month reviews. The state often increases standards,
striving for continuous quality improvement.

States can require plans to include specific services appropriate to a consumer's
diagnosis in the benefit package. In Wisconsin, if the state finds that it is an
unrealistic expectation for the network to provide a service, the state allows
beneficiaries to disenroll and the state pays fee-for-service. If the service should be
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available in the network and isn't, the plan must pick up the cost. The
reimbursement arrangement is developed so MCOs are not penalized if their
network cannot provide all services.

Lessons

* It is important for states to evaluate the capacity of plans and providers
and set clear goals prior to launching managed mental health care.

* Be careful about how managed mental health care is promoted. Some
states increased expectations, promising to manage outcomes, but
insufficient outcome measures exist to prove this promise.

* Clear standards and monitoring strategies, with data systems which can
collect needed information, must be in place. Before transitioning to
managed care, all participating state agencies, plans, and providers
should convene to discuss data needs and collection strategies.

* Rate-setting strategies need to be developed carefully in consideration
of the diverse needs of the population being served.

* Work towards eliminating system boundaries to increase flexibility and
decrease duplication of services.

Conclusion

No single model has yet emerged on how to best meet the needs of the person with
mental illness in a managed care environment. Some states carve out mental
health services, others integrate those services within traditional HMOs, while still
others include some services within HMOs while offering other services through
specialty providers. States participating in the symposium concluded that each state,
working with consumers and key stakeholders, would need to identify its own
approach to meeting these four goals:

* Integrate physical and mental health care to provide a seamless system
of care that treats the whole person

* Help individuals with mental illness toward recovery and toward
maximizing their choices and independence

* Promote community-based, highly individualized services

* Use dollars more efficiently.
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Development of appropriate plans and providers requires a focus on the special
needs of persons with mental illness. Plans need the capacity to develop and obtain
the wide range of services needed by persons with mental illness. Benefits need to
be designed to provide sufficient accountability but still allow enough flexibility to

encourage plans to develop individualized, consumer-sensitive care approaches and
to overcome the institutional bias of fee-for-service Medicaid. Because persons with
mental illness need a range of services and supports, managed care programs should

maximize coordination with other services (educational, juvenile justice,
vocational, supportive, etc.) assisting the beneficiary.

Clear expectations, reflecting consumer input, must be monitored carefully. These
expectations must recognize that managed mental health care is a work in progress,
particularly regarding the appropriateness of rates and risk-sharing adjustments.
States will be challenged to develop effective systems of managed mental health
care. They need sufficient resources (staff, data capacity, quality oversight, consumer
and stakeholder involvement) to meet the task.

IV-101The National Academy for State Health Policy © 0 8/97
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OFFICE OF INSPECTOR GENERAL

The mission of the Office of Inspector General (OIG), as mandated by Public Law 95-452, is to
protect the integrity of the Department of Health and Human Services programs as well as the
health and welfare of beneficiaries served by them. This statutory mission is carried out through a
nationwide program of audits, investigations, evaluations, sanctions, and fraud alerts. The
Inspector General informs the Secretary of program and management problems and recommends
legislative, regulatory, and operational approaches to correct them.

OFFICE OF EVALUATION AND INSPECTIONS

The OIG's Office of Evaluation and Inspections (OEI) conducts short-term management and
program evaluations (called inspections) that focus on issues of concern to the Department, the
Congress, and the public. The inspection reports provide findings and recommendations on the
efficiency, vulnerability, and effectiveness of departmental programs.

OEI's Boston Regional Office prepared this report under the direction of Mark R. Yessian, Ph.D.,
Regional Inspector General. Principal staff contributing to the report included:

Boston Region Headouarters
Joyce M. Greenleaf Jennifer Antico
Dana L. Miller
Russell W. Hereford
Lynne Hosteter :

To obtain a copy of this report, please contact the Boston Regional Office by telephone at
(617) 565-1050 or by fax at (617) 565-3751.
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EXECUTIVE SUMMARY

PURPOSE

To identify the major organizational challenges State Medicaid agencies face as they shift
their focus to managed care and to offer preliminary assessments of how the agencies are
responding to these challenges.

BACKGROUND

At a rapid pace, most State Medicaid programs are shifting their enrollees from traditional
fee-for-service health care to managed care arrangements. These still evolving
arrangements include primary care case management (PCCM), comprehensive, full-risk
managed care, and capitated carve-outs of particular services, such as mental health.

For the Medicaid agencies, this transition is fundamental. They are faced with retooling
themselves, much like private corporations do when entering new markets or introducing
new product lines. This inquiry defines the key challenges these agencies face in making
this adaptation and offers feedback on how they are meeting them. It is based on a review
of the experiences of 10 State Medicaid agencies strongly committed to managed care.

MANAGED CARE PENETRATION

The degree and type of Medicaid managed care penetration in the State has a major
bearing on the organizational challenges facing a Medicaid agency. The more that
Medicaid beneficiaries are enrolled in managed care of any kind and in full-risk managed
care in particular, the more that agency management finds itself compelled to uproot its
fee-for-service infrastructure and develop new organizational tasks, roles, and structures.

We have identified three stages of penetration. Stage III represents what we call the
breakthrough point. At that point, nearly all Medicaid enrollees are in full-risk managed
care. Staff redeployment is extensive. The fee-for-service sector no longer dominates.
Only 1 of the 10 agencies has reached this stage. Among the others, five are in Stage I,
four in Stage II.

CHALLENGES AND RESPONSES

We have identified five major organizational challenges. They are by and large
sequential. Most States have considerable experience in addressing the first two, but have
barely begun to address the last three challenges. Below we present the challenges and
characterize the agencies' responses to them.

i
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Establishing core developmental teams.

The agencies have experienced much success in establishing teams drawn almost entirely
from staffs of Medicaid and other State agencies. A downside is that they tend to be
isolated from the fee-for-service operations, making it more difficult at times to carry out
budgeting and other agencywide functions.

Acquiring necessary knowledge and skills.

The agencies have made extensive use of consultants for ratesetting, computer
modifications, and other functions. Few agency staff have experience in the managed care
industry. With outmoded State personnel systems and minimal investments in staff
training, the agencies face significant constraints developing sufficient staff expertise.

Instilling a new mission and culture.

In most cases, this challenge has barely been addressed, with staff concerns mounting.
Some promising strategies, however, are apparent. One is to foster value-purchasing as a
goal pertinent to both fee-for-service and managed care sectors. Another is to organize
work units in ways that integrate roles across the two sectors.

Redeploying fee-for-service staff.

Once again, this challenge has barely been addressed. In nearly all States, the heaviest
users of health care services remain concentrated in fee-for-service sector, thereby
minimizing opportunities for staff redeployment. But pressures to move in this direction
are building as managed care enrollment accelerates.

Avoiding a fee-for-service meltdown.

Some danger signs are apparent. Less innovation, lower morale, and slower responses in
Medicaid fee-for-service sector jeopardize Medicaid service and oversight roles. These
danger signs are especially apparent with respect to the following traditional fee-for-
service functions: third-party-liability, surveillance and utilization review systems, and
drug utilization review.

RECOMMENDATIONS

In State Medicaid agencies, State legislatures, and the Health Care Financing
Administration, retooling has been a low-priority issue. In each sector, the focus has been
on the substance of managed care efforts and on their effects on providers, beneficiaries,
and taxpayers.

As Medicaid agencies approach and enter Stage III, they will be compelled to devote more
attention to the retooling issue. The HCFA, as the Federal partner in the Medicaid

ii
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program, can encourage and help them to address this issue constructively. Our
recommendations are made in that context.

The HCFA should provide forums to help State Medicaid agency managers take
advantage of the opportunities managed care presents for retooling their agencies and to
minimize the associated dangers.

These forums could be at the national level, through the establishment of a work group or
technical advisory group, as well as at regional levels, through the efforts of regional
offices.

The HCFA should revise its review and monitoring protocols so that they devote greater
attention to how State Medicaid agencies are handling the organizational challenges
associated with expanded managed care.

Particularly as agencies approach and enter Stage III, it is vital that the retooling issue be
taken off the backbumer, where it typically resides, and be given major attention. The
HCFA can encourage such change by giving greater attention to the organizational
challenges when it reviews State agency plans and activities.

The HCFA, in its ongoing reviews of State Medicaid agencies, should scrutinize possible
adverse effects of managed care expansion on the performance of established fee-for-
service functions.

This matter, we are suggesting, warrants special attention, especially as it relates to the
third-party-liability, surveillance and utilization review subsystems, and drug utilization
review functions.

COMMENTS ON THE DRAFT REPORT

We solicited and received comments on the draft report from HCFA, the Acting Assistant
Secretary for Health (ASH), and the Assistant Secretary for Planning and Evaluation. The
latter concurred with our recommendations without further comment. The complete text
of the HCFA and ASH comments appear in appendix B. Below we summarize their
comments and, in italics, offer our response.

The HCFA concurred with the first two recommendations and partially concurred with the
third. It noted that ongoing activities and action taken in response to the first two
recommendations would lessen the need for scrutinizing possible adverse effects of
managed care expansion on fee-for-service functions. In addition, HCFA suggested that
the States discussed in the report be given opportunity to comment on the report and that
our reference to "danger signs" in the fee-for-service sector be changed to "concerns."
We decided to retain the former term because it more accurately reflects what we heard
and found in the study States. At the same time, as we note in the report, we refer to
danger signs in the context of early alerts that could emerge as signi cant problems if not
adequately addressed. As for obtaining reactions from the States, we have received and
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taken into account considerable commentfrom the States in the course offraming our
findings and recommendations.

The Acting Assistant Secretary of Health did not comment on the specific findings or
recommendations in the report, but did offer four suggestions that could enhance the
transition process to Medicaid managed care. They are helpful suggestions that warrant
consideration by the States and HCFA. They concern the involvement of the State health
departments in the managed care process, the need for broad stakeholder involvement in
the process, the need to strengthen the integration of public health concerns into the
change process, and the importance of strengthening compliance, monitoring, and
evaluation at the State level.

iv
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INTRODUCTION

PURPOSE

Our purpose in this inspection is twofold: (1) to identify the major organizational
challenges State Medicaid agencies face as they retool their agencies to support the growth
of Medicaid managed care and (2) to offer preliminary assessments of how the agencies
are responding to these challenges.

TRANSFORMATION OF STATE MEDICAID AGENCIES

Most State Medicaid agencies are undergoing rapid transformation. They are shifting
from a traditional focus on fee-for-service health care to one increasingly defined by
managed care. The managed care arrangements will involve any one or mix of the
following: (1) primary care case management (PCCM), (2) comprehensive, full-risk
managed care, and (3) capitated carve-outs of particular services, such as mental health,
substance abuse, or dental services (see appendix A).

In this environment, the managers of State
Medicaid agencies face an imposing new set of State Medicaid Agency.

responsibilities that call for them to apply sound Managed Care Responsibilities

business practices and remain closely attuned to . Defining types of managed care.

the health care marketplace. In both these . Developing lazelrh plan contracts.

respects, they find little guidance in the past . Negotiating rates.

policies and practices of their agencies. . Educating benefcziaries.:
. Educating providers.

In recent years, articles, books, and reports have Ensuring patient access to providers.I Coordinating wvith other agendes.
been produced that explain these new . Meeting with stakeholders.

responsibilities and that indicate how the States . Developing new data systems.

have been responding to them.' There has been . Overseeing heath plans.

much less attention to the organizational ;
challenges the Medicaid agencies confront as they
carry out their new managed care responsibilities.2 Yet, the challenges are fundamental.
They call for the agencies to reengineer themselves, much like private corporations would
when entering a new market or developing a new product line. How well the agencies
make this adaptation could well have a major bearing on the long-term success of their
managed care efforts. It is a matter warranting further inquiry.



613

THIS INQUIRY

This inspection focuses on the internal adjustments facing State Medicaid agencies as they
move toward managed care. It starts out by addressing how these adjustments are
influenced by the extent of Medicaid managed care in a State. It then identifies the major
organizational challenges faced by the Medicaid agencies as they increase their
commitment to managed care and addresses how they have been responding to those
challenges.

In tackling this topic, we recognize that any generalizations about the Medicaid program
that cross State boundaries can be hazardous. An often expressed adage among Medicaid
directors is: 'If you have seen one Medicaid program, you have seen one Medicaid
program."' Yet in a broad sense, currents of change are apparent among the States and
are helpful to highlight, even if they do not adequately reflect what is happening in any
individual State. In our synthesis observations, we focus on those currents. To reflect
some of the diversity that exists and to minimize the danger of our becoming too abstract,
we offer examples of developments occurring in particular States.

Our inquiry is based primarily on a review of the recent experiences of 10 State Medicaid
agencies that have made strong commitments to Medicaid managed care. The States are
diverse in terms of their location, size, and experience with managed care.' They are
clearly among the top half of States in terms of the proportion of their Medicaid
beneficiaries in managed care. For each of the States, we interviewed agency officials
and reviewed pertinent documents. In three, we conducted in-depth visits that also
included interviews with representatives of health plans, advocacy groups, State
legislatures, other State agencies, and Medicaid enrollees.

Our inquiry does not address the internal adjustments that the move toward managed care
presents for other State agencies, such as those focusing on mental health, public health,
mental retardation, elder affairs, and social services. These adjustments can be significant
since Medicaid often serves as a major source of funding for their service operations and
since managed care can lead to major changes in these operations. The organizational
effects in these other agencies warrant attention. But with the reverberations of managed
care likely to be most immediate and consequential within in the Medicaid agencies, we
have decided to concentrate this inquiry on them.

We conducted this inspection in accordance with the Quality Standards for Inspections
issued by the President's Council on Integrity and Efficiency.

2
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MANAGED CARE PENETRATION

The degree and type of Medicaid managed care penetration in a State has a major
bearing on the extent of the organizational challenges facing the State Medicaid
agency.

The challenges we are examining in this report do not occur in a vacuum. Both the extent
and nature of the challenges are heavily influenced by numerous factors, many of which
are beyond the control of agency management. Among the more important of these
shaping influences are: the rapidity of the movement toward Medicaid managed care;6 the
extent of managed care in the private marketplace;' the extent of the agency's prior
experience with managed care;' the size of the State's Medicaid program;9 the
complexity of the managed care program;15 and the extent and manner in which other
State agencies regulate managed care organizations."

As important as these factors are, we learned that another factor is likely to have a more
egiduring effect on the challenges facing agency management as it seeks to gear up its
organization to carry out managed care responsibilities. It involves the degree and type of
Medicaid managed care penetration in a State. The more that Medicaid beneficiaries are
enrolled in managed care of any kind and in full-risk managed care in particular, the more
that agency management will find itself compelled to uproot its well-established fee-for-
service infrastructure and develop new organizational tasks, roles, and structures.

Among the 10 States we reviewed, we identified three key stages of Medicaid managed
care penetration (see table 1):

TABLE I
STAGES OF MEDICAID MANAGED CARE PENETRATION

Stage Managed Care Full-Risk Organizational Implications States
Enrollment Managed Care

Enrollment

I Substantial. Can Negligible to Modest. Agency forms core managed care MA
include majority moderate. staff. Adjustments in computer systems, NY

of provider relations, and beneficiary education. FL

caseload. OH
MO

I Majority of Dominant mode. Substantial. Agency redefining itself as CA
caseload. purchaser of health care. Major focus on RI

enrolling beneficiaries and overseeing health MN
plans. UT

III Nearly all of Dominant mode. Far-reaching. Agency reaches breakthrough OR
caseload. point. Extensive staff redeployment. Fee-

for-service sector no longer dominant.
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In Stage I, the Medicaid agency has made a substantial commitment to managed care-one
that is likely to encompass most or all of the families with dependent children and perhaps
even some of the aged, blind and disabled beneficiaries. Some of these individuals may
be enrolled in full-risk managed care, but most are likely to be in PCCM and/or carve-out
arrangements. This change calls for some adjustments in traditional agency operations.
But the reverberations are relatively contained because the fee-for-service system remains
essentially intact. Beneficiaries in PCCM and carve-out arrangements continue to receive
much care from providers who continue to bill Medicaid for each episode of care.'

In Stage II, the critical difference is that full-risk managed care becomes mainstream. The
agency begins to reposition itself as a purchaser of services from relatively few health
plans rather than as a payer of bills from thousands of providers. In one way or another,
more and more agency staff are involved in defining, supporting, and overseeing the work
of health plans. The demands on the fee-for-service sector of the agency begin to
diminish and staff accustomed to working on functions such as prior authorization or
surveillance and utilization review must learn new roles. In this milieu, reorganizations
are common.

In Stage m, full-risk managed care becomes even more dominant to the point where it
encompasses many or even most of the aged, blind, and disabled beneficiaries. Although
a minority of the caseload, they have accounted for a majority of agency expenditures and
claims processed. As such, they have been instrumental in sustaining the fee-for-service
sector of the Medicaid agency during Stages I and IL. As these "high-user" beneficiaries
join full-risk health plans, the foundation of the fee-for-service operation begins to give
way. The agency reaches a breakthrough point that calls for far-reaching changes in its
internal organization and in its use of agency staff.

4
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CHALLENGES AND RESPONSES

Our review of 10 State Medicaid agencies revealed 5 major internal challenges they face
as they adapt to managed care. The challenges, in essence, are generic ones that any kind
of organization is likely to face in making a fundamental shift in its products and modes of
operation. In this section, we explain the challenges and the agencies's responses to them.
In large part, our discussion of the responses offers further illustration of the challenges
by revealing the obstacles confronted in the implementation process."3

Challenge #1: Establishing a Core Developmental Team

To chart the course, the Medicaid agencies must assemble a leadership core that is
committed to the managed care mission, energized by the conceptual and operational
challenges it creates, and determined to persevere in the midst of complexity and
uncertainty. This core must extend beyond the level of politically appointed officials into
the career staff of the agency.

The formative stage of managed care program design and implementation can extend over
a number of years. It is a period of innovation requiring people at the helm who thrive in
such environments. The feasibility and durability of the reforms are likely to be enhanced
if the leadership team includes some individuals that have been part of the agency's career
staff and that are well-steeped in the operational and policy landscape of the Medicaid
program.

Each of the agencies has assembled a core of officials who are strongly committed
to managed care reforms.

In most of the Medicaid agencies we reviewed, there is a core managed care leadership
that is highly committed to managed care reforms.'" The members of the team tend to
see these reforms as vital not only for containing costs, but also for improving the access
of beneficiaries to good quality care. They are curious about the dynamics of the health
care marketplace and about how the agency can best relate to it. They seek to act as
prudent purchasers of health care on behalf of their customers -- the Medicaid
beneficiaries.

The core staff come almost entirely from the fee-for-service sector of the agency or from
other State agencies. Staff in the Medicaid agency tend to see the managed care office as
the place where the action is and as a good place to get ahead. Or at least to avoid losing
ground. As one State official noted: "Everyone knows that the office of managed care
will be the last place to suffer any downsizing."

5



617

> For the most part, the core staff work in isolation from the fee-for-service part of
the Medicaid agency.

The fast pace and the frequent crises that characterize managed care offices may
contribute to their isolation from staff operating the routine fee-for-service operations. A
comment by one managed care official echoed by many of his counterparts was: "we are
an island unto ourselves." Many managers indicated to us that such separation is
necessary during the early developmental phases of managed care, but can become
dysfunctional if still applicable as managed care becomes more established. For instance,
in one agency, managers informed us that with fee-for-service and managed care staffs
speaking very different languages, the job of budgeting had become very difficult.

Challenge #2: Acquiring the Necessary Knowledge and Skills

As Medicaid agencies become increasingly committed to managed care, they must have
ready access to knowledge bases and skills that are different than those typically held by
their fee-for-service staffs. They become particularly dependent on expertise in
negotiating contracts with health plans, in developing and carrying out quality assurance
systems, and in relating to stakeholder groups.

In the early period, developmental, planning, and public relations capacities are of great
importance. Later, once managed care becomes more mainstream, monitoring and
evaluation capacities become much more significant. Throughout, however, the agencies
find themselves with a greater need for staff with broad backgrounds who can understand
health care delivery systems and who can fit the pieces together.

* In developing their managed care efforts, the agencies have been able to tap into
considerable expertise.

Most of the agencies have relied heavily upon consultants, both for technical assistance on
matters such as ratesetting, contract development, and computer modification, and for
ongoing service functions, such as pre-enrollment education and actual beneficiary
enrollment. In Rhode Island, the Medicaid agency has turned to a consultant firm to carry
out a central, ongoing leadership role for its overall managed care effort.

The other State agencies we reviewed have relied more fully on their own staffs to
provide direction. In Massachusetts, the agency built up a core staff by bringing in many
individuals experienced in the managed care industry, either directly with health plans or
with employers purchasing services from the plans. This, however, has been the
exception. In most of the agencies, few if any staff have industry experience. Yet,
mainly through on-the-job training and trial-by-fire, many of them have gained
considerable know-how about managed care. To date, more of that know-how seems to
relate to purchasing and contract development than to health plan oversight. But that is
changing as the number of Medicaid enrollees in full-risk health plans continues to
increase.

6
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> In building up and maintaining their own staff expertise, the agencies face
significant constraints that emerge from outmoded State personnel systems and from
minimal investments in staff development.

Medicaid agency managers routinely
complained to us about State personnel California's "Broken" Civil Service System

systems that make it enormously -

difficult for them to recruit people with 'California-s vil Service System is broken.:': Today,
in ~~~~~~~~~there are no rewardsjfor outstanding per'fornnance.,

experience in the managed care and no consequencesforrpetfonnance. his
industry, to rotate agency staff among dfficult to hire outstanding applicants, and iris.

different positions, and to give difficult to fire rte 'bad apples.' Salary is bas d on

sufficient rewards based on longeviry, not productivity. In a rapidly dianging
performance)5 Every bit as much, technological environment, workers lack adequate:

they expressed concerns about the training. It is a topsy-turvy world characterized b'y
meager resources available for staff
development. Rarely, for instance, (From 'Conmperinve Government:. A Plan for Less
could they even send an employee to an Bureaucracy, More Results. Office of the Governor.

out-of-State conference.

Over time, many officials stressed, the consequences of this situation become troubling.
Capable, experienced staff leave. Some career staff end up in roles for which they are ill-
suited. Some become too dependent for day-to-day learning on the staff of the health
plans which have contracts with the Medicaid agency. A number of plan representatives
reminded us that they regularly educate Medicaid staff about how managed care works.

Challenge: #3: Instilling a New Organizational Mission and Culture

For Medicaid agency staff accustomed to the fee-for-service routines, managed care
portends fundamental change. It means that they must reorient themselves to an agency
that is beginning to focus on beneficiaries rather than on providers and to define itself
more as a health care purchaser than a bill payer. Agency leadership must find ways of
enabling staff throughout the organization to make this transition.

Toward the later part of Stage I and into Stage II, it becomes increasingly apparent that
managed care represents more than marginal change affecting one sector of the Medicaid
agency. In fact, it looms as a paradigm shift, recasting the role of the Medicaid agency
and most of its workforce. A before and after analysis prepared by the Minnesota
Department of Human Services reveals the extent of this shift (see table 2).
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TABLE 2
PARADIGM SHIFT FOR MINNESOTA DEPARTMENT OF HUMAN SERVICES

Components Old Approach New Approach

Agency role Service agency Service agency for non-health
care/purchaser for health care

Management approach Mix of assistance, Business contractual relations for
collaboration, regulatory, health care purchasing;
and contractual collaborative approach for non-

health care

Areas of responsibility Individual programs Population based rather than
program based

Approaches to Regulation Flexible strategies for
responsibility contracting for specific results

Goal Operating programs Assuring value: access,
accountability, and affordability

Purchasing strategy Reimbursement of Managed competition
individual services

Eligibles Recipients Enrollees

Provider relationships Individual service Care delivery network
providers

Managed care HMOs Managed network care delivery
contractors systems

Accountability State and provider Individual, state, care delivery
networks

Quality Regulatory approach Quality improvement systematic

Purchasing role Through counties and Joint purchasing strategies
tribes; directly with
individual providers

8
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* For the most part, the agencies have not yet addressed this challenge.

The move toward managed care does not occur as surely and orderly as our sequential
schema may suggest. Medicaid agencies carrying out PCCM and/or full-risk managed
care efforts confront ongoing complexities that concern policy design, operational detail,
and political controversy. These realities almost invariably reinforce a short-term
perspective, with little time for cultivating strategies that will instill a new mission and
culture in a successfully transformed agency.

In Stage II the consequences of such inattention begin to mount. Staff who are not yet
part of the managed care effort become more concerned about what the effort will mean
for them. For instance, with many third-party-liability (TPL) functions being passed on to
health plans for their Medicaid enrollees, TPL staff wonder how their jobs will be
affected. Will their skills be transferrable? Indeed, will their jobs be threatened? Left
unanswered, such questions jeopardize staff morale and productivity."

The consequences can also be worrisome for agency staff who have already been given
managed care responsibilities. Some of them remain uneasy in their new situations,
uncertain about the implications or merits of the paradigm shift noted above. Some find
their instinctive way of viewing the Medicaid program remains rooted in the traditional
fee-for-service program. They may find it difficult, for instance, to adjust to oversight
roles that focus on the dangers of underutilization in managed care arrangements after
years of contending with the overutilization biases of fee-for-service systems.

* Some agencies have undertaken what appear to be promising approaches to
encourage staff acceptance of managed care.

In various ways, some agencies are seeking to deemphasize the dichotomy between
managed care and fee-for-service and to foster integrative perspectives that cut across
these sectors. One such approach is to explain the agency's new mission in such terms.
For instance, the Ohio agency stresses its aim to maximize its leverage in the marketplace
and to get the best possible deal with respect to cost, quality, and access. It poses this
overarching value-purchasing goal as one pertinent to both the fee-for-service and
managed care sectors and to hybrid initiatives involving both.

Another depolarizing approach is to organize work units in ways that integrate roles
across the two sectors. The Minnesota agency, for example, has developed what it terms
"cross-cluster project teams" responsible for basic Medicaid benefits, continuing care for
special populations, health care purchasing, and quality improvement. The Missouri
agency has placed fee-for-service and managed care staff together in multiple units, with
the intent to foster staff buy-in and to change the agency's mission.

Some agencies are also furthering staff buy-in by hiring consultants to help identify staff
concerns and means of responding to those concerns. The Oregon agency, now in Stage
III, used consultants to help it work on morale, relational and teamwork issues as it

9
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expanded the scope of managed care. More recently, the Massachusetts'" and
Missouri"' agencies have been doing the same.

Challenge #4: Redeploying Staff

Continued movement toward Stage III leads to a point where the fee-for-service workloads
diminish and the agencies must redeploy significant numbers of the fee-for-service staff
into managed care roles. Most of these individuals will have little preparation for their
new roles.

In each State except Oregon, the fee-for-service sector still accounts for the great majority
of Medicaid agency staff. In those States, agency leadership faces the enormous challenge
of redeploying much of that staff into managed care while maintaining morale and
operating both fee-for-service and managed care programs.'9

* Thus far, most of the agencies have not reached the point of redeploying major
segments of their fee-for-service staff. In fact, many report that their staffing needs
for managed care have increased faster than those for fee-for-service have declined.

The fee-for-service sector caseload includes the sickest individuals generating the most
claims. As long as most of them remain in this sector, they will continue to call for a
disproportionately large share of agency staff support. This slows the pace at which the
Medicaid agencies can phase down fee-for-service operations. So too do other largely
unavoidable factors. One is what some claims processing staff describe as the "trailing
effect,' whereby fee-for-service claims for beneficiary services come in as much as I year
after beneficiaries have shifted to managed care. Another is a temporary, but sometimes
significant increase in inquiries to provider relations staff from providers seeking
clarifications about the implications of new managed care policies."0

In some States, continued pressures on the fee-for-service staffs appear to sustain a
separation between fee-for-service and managed care staffs. One agency manager noted
that those pressures prevent the agency from shifting staff as it would like and make it
hard for the agency to come together. In other States, the agencies have developed
explicit policies of gradually incorporating some managed care responsibilities into the
work of fee-for-service staff. A manager in an agency that has taken this approach said
that it has enabled more staff to be supervised by some in their own discipline and, as
such, has lead to a greater overall commitment to managed care.

> In many of the agencies, the move toward major staff redeployment is inmninent.
Both internally and externally, pressures toward this end are mounting.

One agency director said: "We are now at the point of making decisions of where to drop
off fee-for-service pieces.' Agency managers in other States made the same point. In a
number of States, the fee-for-service claims volume has just recently begun to decline.
This suggests some freeing up of fee-for-service staff. In some States, most especially
California, legislatures are becoming increasingly aware of this development and
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beginning to look for associated
budget savings.2

1 Pressing for Administrative Savings

In one traditional fee-for-service In reviewing the Governor's Medicaid budget for Fiscal Year
sphere--surveillance and 96197 budget, the California Legislative Analyst's Officesphere--surveillance and recommended eliminating 48 field office positions and

utilization review (SURS)--the reducing the claims processing contract. These actions, it

momentum toward staff held, could save $3.3 million, and were justified because
redeployment appears to be managed care expansion was contributing to a declining fee-

gaining particular strength. In a for-service workload.

number of the agencies, many TThe Governor's Office successfully maintained that such

SURS staff have been refocusing reductions were premature for that year. However, in its
on quality improvement Fiscal Year 97/98 budget, it has proposed a reduction of $3. 1
functions as opposed to the million and 60 positions in Medicaid prior authorization staff

traditional fraud and abuse because of the advance of managed care.

investigations. In some cases
this has entailed transfers to new
organizational units; in others, a realignment within existing units.

Challenge #5: Avoiding a Fee-For-Service Meltdown

In the shadow of managed care, fee-for-service often becomes viewed as the residual
sector responsible for an outmoded product line. Yet, even into Stage III, it is likely to
account for a majority of Medicaid expenditures and staff. Medicaid agencies must find
ways of maintaining the effectiveness of this product line as they diminish its scope and
continue to expand managed care.

One Medicaid agency manager framed the challenge well by asking these questions:
"How do you manage two systems concurrently? You have people on both ends and
people floating in the middle. How do you get people to change and get people who
understand and have skills for both systems?"22

* Less innovation. Lower morale. Slower responses. These and other danger signs
are becoming increasingly apparent in the fee-for-service sector of the agencies.

Managers in most of the agencies we contacted indicated that the heightened attention
being given to full-risk managed care was having some dysfunctional consequences on
traditional fee-for-service operations. Although they did not see these consequences of
great concern at this point, they believed that they could intensify as the move toward
managed care accelerated. They indicated that the undesirable effects tend to be subtle
and gradual, stemming from reduced program innovation and initiative on the fee-for-
service side. Particularly common is reduced access to agency programming staff, who
tend to be focused on managed care efforts and less available to help with efforts such as
the development of new payment methodologies for various fee-for-service functions.

This situation, as one manager noted, could well require a greater tolerance for errors in
the fee-for-service sector. For instance, reduced provider education efforts by provider

II
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relations staff could (and some say do) contribute to a higher rate of erroneous provider
claims which end up being denied.

In table 3, we address the effects of managed care on six selected fee-for-service
functions. Our observations focus on the big picture that emerges when considering the
10 States we reviewed. In various ways and to varying degrees, of course, each State's
own situation varies from the synthesis observations we offer.

Our review reveals that the danger signs are particularly notable for three traditional fee-
for-service functions. The first, and perhaps most pressing danger involves, the
delegation of third-party-liability (ITPL) responsibilities to the health plans.' These
responsibilities involve identifying and obtaining payments from any other sources of
insurance or coverage held by Medicaid beneficiaries. This is a process in which many
Medicaid agencies have become quite adept and have used to achieve significant
savings.' Most health plans, in contrast, have little experience with TPL tracking and
recovery techniques. As long as prior fee-for-service TPL savings are reflected in
capitated rates, the potential financial risks to Medicaid are contained. The enduring

12

TABLE 3
EFFECT OF MANAGED CARE ON TRADITIONAL FEE-FOR-SERVICE FUNCTIONS

Function 1 Extent of Nature of Effect
Effect

Third Party Moderate to TPL role typically passed on to health plans. Leading to reduction in
Liability (TPL) Substantial State agency TPL staffs and loss of agency expertise. Widespread

concerns that health plan dollar recovery results will be less than those
achieved by the agency.

Surveillance and Moderate to Reductions in SURS exceptions and fee-for-service SURS staff.
Utilization Substantial. Refocusing on quality measurement and targeted studies. Decreased
Review Systems support for fee-for-service investigations. Little staff experience with
(SURS) managed care investigations.

Drug Utilization Moderate to Most States give DUR role to health plans. DUR staff have little
Review (DUR) Substantial. connection with agency managed care staffs or with health plan DUR

efforts. Most prescription drug expenditures still accounted for by aged
and disabled fee-for-service population.

Provider Moderate. Transition process triggers increase in inquiries. Signs in some States
Relations of dysfunctional effects such as longer response times, less attention to

proactive provider education, and even an undermining of staff service
ethic.

Claims Moderate. Programming changes to accommodate managed care enrollments,
Processing payments, and encounter data. Five to 10 percent reduction in claims

volume in some States. Some slippage in fee-for-service housekeeping
tasks, such as correcting errors.

Prior Minor. Minimal signs of drop-off in workload as aged, blind, and disabled
Authorization cases continue to sustain prior authorization efforts. But in a few States

discussions already beginning about how to plan for substantial staffing
reductions in next 2 to 3 years.
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challenge will be to ensure that capitated arrangements do not erode the incentives and
expertise needed to maximize TPL recoveries.2Y

The second concern centers around signs of a diminishing focus on fraud and abuse
investigations in the fee-for-service sector at a time when that sector is still the dominant
one in the great majority of State Medicaid agencies. This concern is reinforced by a
recent Office of Inspector General report documenting a decline in the number of
suspected fraud referrals to State Medicaid Fraud Control Units.' As important as it is
to gear up to handle the new oversight responsibilities associated with managed care, a
reduced scrutiny at this point on the fee-for-service side would seem to be an unacceptable
price.

Finally, delegating DUR responsibilities to health plans raises concerns about how fully
DUR programs are being used to oversee the adequacy of drug therapy regimes of
Medicaid managed care enrollees. In accord with the requirements of the Omnibus
Budget Reconciliation Act of 1990, State Medicaid agencies have developed DUR
programs geared to their fee-for-service beneficiaries.' But, as we stressed in a prior
report addressing the lessons learned by those programs, the infrastructure and insights
they developed become increasingly irrelevant as beneficiaries are enrolled in health
plans.' Thus far, the agencies report that they have little information about the thrust or
effects of the plans' own DUR efforts. Adding to our sense of concern are findings in
one of our more recent reports that most health plans contract with pharmaceutical benefit
management companies to manage their prescription drug benefits and conduct only
minimal oversight of the performance of these firms.2'

These concerns, we emphasize, are put forth as danger signs - as early alerts to what
could emerge as significant problems if not adequately addressed. At the same time, we
recognize that with proper guidance fee-for-service management can actually be
strengthened as managed care expands. To some degree, this may in fact be happening in
some States, especially those with large PCCM programs.'

* Notwithstanding the danger signs, the fee-for-service sector of Medicaid agencies is
not moribund. Within it are some creative stirrings that could contribute
significantly to reinvigorated Medicaid agencies in the years ahead.

Particularly promising are those initiatives that seek to introduce a value purchasing
approach to that sector. The Ohio agency, for example, has engaged in selective
contracting for home and community based services and has negotiated a contract with a
single provider for vision care services. Other agencies have taken similar approaches,
which represent a significant contrast from the traditional bill-payer orientation of
Medicaid agencies, but yet are not capitated managed care.

Many agencies are also actively involved in managing the care of certain high-cost
beneficiaries who continue to be served within the fee-for-service sector. For instance,
the California agency has been carrying out a medical case management program directed
to patients who have had multiple hospital admissions and/or complex treatments. Under

13



625

the program, agency nurses work with the providers and patients to facilitate care in home
settings and to avert preventable hospital readmissions. For Fiscal Year 1994-95, the
agency documented savings of $11.2 million for 2,349 cases.3' The State legislature was
impressed enough to authorize funding for 46 new positions to support the program; this
at a time when the agency's capitated managed care program was moving full speed
ahead.

Finally, within individual fee-for-service sectors, one can find some efforts to minimize
the adverse effects associated with downsizing. Striking in this regard is the Oregon
agency's initiative in using prisoners to respond to basic telephone inquiries by providers
and beneficiaries. Facilitated by a Statewide referendum that called for prisoners to be
engaged in training or employment, this initiative has enabled a downsized provider
relations staff to focus on more complex inquiries and to reduce its backlog of billing
exceptions.

14
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RETOOLING AS AN ISSUE

Retooling of Medicaid agencies for managed care has been a low priority issue.

This has been true for Medicaid agencies' leadership, the State legislatures, and the Health
Care Financing Administration of the U.S. Department of Health and Human Services. In
each of these settings, the focus of those concerned with managed care is on the substance
of the effort as it affects providers, beneficiaries, and taxpayers. In the States we
reviewed, even in those where managed care is well advanced, the emphasis on program
design and implementation has been nearly all encompassing. Further, although important
work has been done in developing conceptual frameworks, overall missions, and long-
term plans, agency managers find themselves compelled to concentrate on near-term
actions, often in a reactive rather than proactive mode. "Long-term around here,' said
one agency manager, "is about 2 months."

In this environment, agency leadership from time to time has given substantial attention to
reorganizations intended to position the agency more effectively for the transition to
managed care. But the thorny particulars of reorienting, retraining, and redeploying staff
for new roles typically have remained on the backburner. And State legislatures to this
point have expressed little interest in these particulars.

The Health Care Financing Administration (HCFA) has indicated some concern about
these administrative issues. Its Medicaid monitoring guide for regional office officials
raises some general questions that bear on the Medicaid agency's organizational readiness
to carry out a managed care program. More notably, in its guide intended to help HCFA
reviewers assess the readiness of States to carry out Section 1115 waivers, it has a section
on State administration that poses some pertinent "retooling" questions to address. It asks
for instance: "..what problems does the State foresee in running two parallel Medicaid
programs? How will the two programs be coordinated?" It also asks: "Have key staff
been hired and trained....?"

These and a few other such questions posed by HCFA address important issues concerning
how Medicaid agencies equip their organizations. At times, they have led to
communications with State officials about the adequacy of administrative resources being
devoted in support of managed care efforts. But they typically are overshadowed by
hundreds of other questions and communications focusing on the programmatic content
and processes of managed care.

is



627

RECOMMENDATIONS

Our review indicates that during Stage I and even well into Stage II, State Medicaid
agencies have not found it necessary to give major attention to the retooling challenges
addressed in this report. In part, this is because the agencies' managed care initiatives
have not yet had a substantial effect on their fee-for-service operations and staff. It is also
because they have been able to assemble a core of talented staff who have been fast
learners and have assumed the lion's share of design and early implementation
responsibilities. Some of the agencies have been more aggressive than others in tackling
and anticipating the internal organizational changes that will be necessary as they increase
their commitment to managed care, but even in these cases, the efforts are more
appropriately characterized as backburner rather than frontburner matters.

As Medicaid agencies approach and enter Stage III, this situation will have to change. As
the decline in fee-for-service workloads accelerates, agency managers will be compelled to
give high priority to how they redeploy most of their workforce into very different roles,
orient them to a new mission, train them to develop new skills, and at the same time make
certain that remaining fee-for-service operations continue to perform adequately. In the
midst of all this, some, and perhaps most, of the agencies will also have to engage in
significant downsizing of their staffs. A transformed agency focused on full-risk managed
care and prudent purchasing typically will not require the staffing levels of traditional
Medicaid agencies.

This transition presents major opportunities. The inevitable disruption provides
management with a chance to reengineer their agencies in ways that enhance their overall
productivity. In fact, given the scope of the internal changes necessary, Medicaid
agencies could well serve as pioneers for workforce reforms for all of State government.
Moving in this direction, however, will call for substantial support from both State
governors and State legislatures. In particular, they would have to be willing to allow for
and even urge changes in State civil service systems that now impede agency efforts to
make most effective use of their human resources.

At the same time, the transition presents major dangers, particularly if the agencies are
not adequately prepared for them. In the fee-for-service sector, lower levels of priority,
innovation, and morale could erode service to beneficiaries and providers still dependent
on that sector, and could weaken important oversight activities. In the expanded managed
care sector, poor staff training, motivation, and organization could undermine the
transition to capitated health care arrangements that State government is counting heavily
upon to help contain Medicaid costs and improve the beneficiaries' access to good quality
services.

The lead role here is that of the States. But given the partnership nature of the Medicaid
program, the Federal government and State governments should work cooperatively in
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finding effective ways of dealing with these challenges. Toward that end, we direct the
following recommendations to the Health Care Financing Administration:

The HCFA should provide forums to help State Medicaid managers take advantage of
the opportunities managed care presents for retooling their agencies and to minimize
the associated dangers.

These forums could be convened at the national level, through the establishment of a work
group or technical advisory group, as well as at regional levels, through the efforts of
regional offices. State environments are too varied to expect that the development of a set
of explicit national guidelines would be feasible. However, written analyses and
discussions of lessons learned and promising approaches identified by State officials
themselves could be quite useful. It could be particularly useful to tap into the
experiences of those States where Medicaid managed care penetration is well advanced.

This kind of activity is especially important in view of our finding that State officials
rarely get to attend conferences to become exposed to lessons learned by other States in
moving from fee-for-service to managed care environments.

The HCFA should revise its review and monitoring protocols so that they devote
greater attention to how State Medicaid agencies are handling the organizational
challenges associated with expanded managed care.

These issues are too complex and too rooted in the distinctive characteristics of State
political and organizational cultures to be conducive to checkmark certifications by federal
reviewers. But in the course of its efforts to monitor State agency managed care
initiatives, to review Section 1915 and 1115 waiver requests, and, most especially, to
evaluate Section 1115 research and demonstration projects, HCFA (and its contractors)
should incorporate greater discussion, inquiry, and assessment of retooling issues into its
reviews. For agencies approaching and into Stage II, these reviews should devote
particular emphasis to agency plans and activities involving the redeployment of fee-for-
service staff. At the least, this process could help generate more attention to these issues
at the State level. Beyond that, it could well yield insights that are helpful to State agency
managers.

The HCFA, in its ongoing reviews of State Medicaid agencies, should scrutinize
possible adverse effects of managed care expansion on the performance of established
fee-for-service functions.

In these reviews, HCFA should give special attention to possible danger signs we noted
concerning third-party-liability, surveillance and utilization review subsystems, and drug
utilization review.

With respect to third-party-liability (TPL), HCFA has been well aware of the dangers that
we note. For some time it has been working with State representatives and the American
Public Welfare Association through a technical assistance group addressing the dangers
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and how to address them. Most recently, these efforts have led to (1) the design and
distribution of a survey to obtain up-to-date information on how States are handling TPL
for beneficiaries in managed care, (2) the restructuring of State data reporting
requirements to ensure that States report to HCFA third-party collections made by health
plans, and (3) joint agreement that the American Public Welfare Association will prepare
for the State Medicaid agencies a technical assistance piece that will offer guidance on
how to incorporate TPL responsibilities in contracts with health plans.' These are
constructive initiatives. Our recommendation is intended to reinforce their significance
and to encourage State Medicaid agency leadership to be fully alert to the most cost-
effective ways of pursuing third-party-liability in managed care environments.

In regard to surveillance and utilization review subsystems (SURS), HCFA's Program
Integrity Group has been undertaking initiatives that could help improve the effectiveness
of State SURS units.33 In response to the recent OIG report on these units, for instance,
HCFA noted that it plans for these units to be users of its recently developed fraud
investigation database. However, the intent of this initiative would be undermined if the
remaining fee-for-service SURS units in the States lack sufficient staff resources or
expertise to take full advantage of this database. This matter may warrant some attention
by the Program Integrity Group.

For drug utilization review, finally, State Medicaid agencies and HCFA look to the
collection and analysis of encounter data from plans as a way of overseeing their
performance on drug management issues and minimizing the kind of danger we note in
this report. However, with such efforts being in their very early stages, additional
measures could be warranted. In that context, HCFA could work with the Medicaid
agencies to identify ways of using the health plan contract as a vehicle for holding plans
more fully accountable for how they manage drug therapies. These could involve the
incorporation into the contracts of: (1) performance measures concerning prescription
drugs that are set forth in the Health Plan Employer Data Information Set developed by"
the National Committee for Quality Assurance and (2) specific assurances that plans would
obtain in their subcontracts with PBMs.' It could also involve, as we have noted in a
previous report, increased State review of pharmacy practice in its on-site monitoring of
the plans.
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COMMENTS ON THE DRAFT REPORT

We solicited and received comments on the draft report from the Health Care Financing
Administration, the Acting Assistant Secretary for Health (ASH), and the Assistant
Secretary for Planning and Evaluation (ASPE). The ASPE concurred without elaboration.
The HCFA and ASH comments appear in full in appendix B. Below we summarize them
and offer our response in italics.

The HCFA concurred with our first two recommendations. It reinforced the importance
of using existing mechanisms to help States learn from one another as they move from
fee-for-service to managed care arrangements. It also agreed with the importance of
reviewing and revising HCFA monitoring protocols so that they are sufficiently sensitive
to the organizational challenges associated with expanded managed care.

With respect to our third recommendation calling for the State Medicaid agencies to
scrutinize possible adverse effects of managed care expansion on the performance of
established fee-for-service functions, HCFA offered a partial concurrence. It noted that
actions taken in response to the first two recommendations could alleviate the need for
such scrutiny and that HCFA, as our report indicates, is already doing a good deal to
monitor possible adverse effects.

In line with the above comment, HCFA suggested that our reference to "danger signs' in
the fee-for-service sector be changed to "concerns." It also suggested that the States
discussed in the report be given the opportunity to comment on it.

We considered HCFA's suggestion on characterizing the possible problems in the fee-for-
service sector as 'concerns' rather than 'danger signs. ' We decided to retain the latter
term because it more accurately reflected what we heard and observed in the study States.
At the same time, as we note in the report, we present the danger signs as early alerts
that could emerge as significant problems if not adequately addressed.

Concerning HCFA's other comment about obtaining feedbackfrom the States reviewed, we
have received considerable comment from them during the course offraming ourfindings
and recommendations. We are distributing the report widely among the States, and, as is
our custom, will include with it a userfeedbackform invitingfirther comment.

Finally, the Acting Assistant Secretary of Health did not comment on specific findings or
recommendations in the report, but did offer four suggestions intended to enhance the
transition process to Medicaid managed care. They are helpful suggestions that warrant
consideration by the States and HCFA. They concern the involvement of the State health
departments in the managed care process, the need for broad stakeholder involvement in
the process, the need to strengthen the integration of public health concerns into the
change process, and the importance of strengthening compliance, monitoring, and
evaluation at the State level.
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APPENDIX A

BACKGROUND ON MEDICAID MANAGED CARE

Medicaid Expansion into Managed Care Programs

Over the past 15 years, States have increasingly used managed care to provide
medical services for Medicaid beneficiaries. This trend has accelerated in the past few
years: in 1991, 2.7 million Medicaid beneficiaries were enrolled in managed care, by
1993, that number grew to 4.8 million, and in 1996, 13 million. As of June 1996,
39 percent of all Medicaid beneficiaries were enrolled in some kind of managed care
arrangement.

To date, States have primarily enrolled adults and children in low-income families
into managed care, whereas aged or disabled beneficiaries remain under fee-for-service
systems. By 1996, over 500 managed care organizations were providing services to 13
million Medicaid beneficiaries.

The movement to enroll Medicaid beneficiaries in managed care began in earnest
in the early 1980s, as States experienced significant fiscal pressures due to rising Medicaid
costs. While States viewed managed care as a way to contain Medicaid costs, they were
constrained by Federal standards required for Medicaid enrollment in managed care.

In response to mounting concerns, Congress allowed States greater flexibility to
deviate from those standards through amendments to the 1981 Omnibus Budget
Reconciliation Act.35 For example, the amendments allow States to pursue freedom-of-
choice waivers (under section 1915 of the Social Security Act) that release them from
certain Federal provisions, such as the free-choice-of-provider provision. To date, 42
States have freedom-of-choice waivers.

States also can receive research and demonstration waivers under section
1115 of the Social Security Act. Since 1992, many States have aggressively pursued such
waivers. States implementing or pursuing 1115 waivers often extend, as a part of their
demonstration, insurance benefits to those not otherwise eligible for Medicaid, such as the
working poor and their families. As of this writing, HCFA has approved
18 research and demonstration waivers. Of those, 12 States have implemented their
programs, 5 are pending implementation, and one has no plans to implement.36 The
HCFA is currently reviewing nine States' applications.37

A - I
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Defining Managed Care

Although managed care organizations vary, they generally feature a focus on
primary, preventive health care and care coordination. That focus is believed to improve
care and access for enrollees. It is also thought to promote cost containment, thus slowing
the rate of increase in health care spending.

The managed care organizations enrolling Medicaid beneficiaries can generally be
defined as fitting into one of two basic types: health maintenance organizations and fee-
for-service primary care case management (PCCM) programs. Both types feature
coordinated care. But each carries a different level of financial risk. Health maintenance
organizations (hereafter referred to as health plans or plans) are full-risk plans that
contract with Medicaid for a fixed fee per person and provide comprehensive services.38

PCCM programs comprise providers, usually primary care physicians, willing to serve as
gatekeepers and take responsibility for approving and coordinating enrollees' care.
Medicaid pays PCCM providers on a fee-for-service basis, but they receive a case
management fee to cover their added responsibilities. Thus PCCM providers are at no
financial risk.

Some agencies also contract with plans separately for certain aspects of care, such
as mental health, substance abuse, and dental care. The arrangements for these "carve-
outs' vary in terms of the services included and the level of financial risk the plan
assumes.

A - 2



633

APPENDIX B

COMPLETE COMMENTS ON DRAFT REPORT

In this appendix, we present in full the comments of the Health Care Financing
Administration and the Acting Assistant Secretary for Health.

B - 1
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DATE: JU 27 1997

TO: June Gibbs Brown
Inspector General

FROM: Bruce C. Vladed c.. «
Administrator V

SUBJECT: Office of Inspector General (OIG) Draft Report: Retooling Medicaid
Agencies for Managed Care," (OEI-01-95-00260)

We reviewed the above-referenced report that identifies major organizational challenges
state Medicaid agencies face as they shift their focus to managed care.

Our detailed comments on the repoxt recommendations are attached for your
consideration. Thank you for the opportunity to review and comment on this report.

Attachment

M
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Comments of the Health Care Financing Administration (EHCFA) on
Office of Inspector General (OIG) Draft Revort.

"Retooling Medicaid Agencies for Managed Care." (OEI-01-95-00260)

OIG Recommendation I

HCFA should provide forams to help state Medicaid managers take advantage of the
opportunities managed care presents for retooling their agencies and to miiminze the
associated dangers.

HCFA Response

We concur. HCFA. in conjunction with the American Public Welfare Association
(APWA), already has in place several mechanisms that provide states an opportunity to
exchange lessons Icarned. As a result of this report HCFA is now cognizant of the need
to determine those states that have the greatest experience in moving from fee-for-service
to managed care environments (identified as Stage m in the report) and to encourage
those States to share their experiences with less advanced states through these existing
forums.

States may learn much about what works and what does not from states such as Oregon
and California. If HCFA Regional Offices were to develop local work groups on
managed care issues, most states would be able to handle issues unique to managed care
before the Medicaid managed care population climbs to over 50 percent nationwide.

OIG Recommendation 2

HCFA should revise its review and monitoring protocols so they devote greater attention
to how state Medicaid agencies are handling the organizational challenges associated with
expanded managed care.

HCFA Response

We concur. The OIG report acknowledges that the current readiness review guide for
section 1115 waivers contains a section on State administration with pertinent retooling
questions. We anticipate the ongoing review and revision of all of the monitoring

44-098 97 - 21
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2

protocols will be enhanced through the consolidation of various areas of expertise in the
imminent HCFA reorganization, which will bring together the components responsible
for the review and approval of 1915(b) and 1115 waivers.

OIG Recommendation 3

HCFA, in its ongoing reviews of state Medicaid agencies, should scrutinize possible
adverse effects of managed care expansion on the performance of established fee-for-
service functions.

HCFA Response

We partially concur. HCFA is concerned about the impact of managed care on the health
systems within a state. Hopefully, the first two report recommendations would, however,
alleviate the need for heavy scrutinizing of those effects. Also, as the report points out,
HCFA and states are already doing a considerable amount of monitoring. HCFA and the
APWA have a technical advisory group addressing third-party liability. Ile Program
Integrity Group is monitoring Suveijance and Utilization Review Subsystems (SURS).
And, HCFA uses encounter data to review drug utilization. While RO forums should
address these concerns, it is the direction of this Administration to set guidelines, but not
heavily regulate state activities. However, past state performance in these areas in a
managed care setting could be factors in approving section 1115 waivers and other
programs.

Additional Comments

1. We suggest the States that are discussed in the report be given the opportunity to
comment on the draft report.

2. Rather than referencing danger signs concerning third party liability, SURS, and
drug utilization review, we suggest referring to these items as concerns.
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DEPARTMENT OF HEALTH AIND HUMAN SERVICES Office of the Secretary

Assistant Secratarv tor Health
Office of Public Heelth and Science

Washington D.C. 20201

JUL 1 5 97

TO: June Gibbs Brown
Office of Inspector General

FROM: Acting Assistant Secretary for Health

SUBJECT: Draft: Retooling Medicaid Agencies forManaged Care (c/-a,-95 -

Thank you for the opportunity to comment on your draft report: "Retooling Medicaid Agencies
for Managed Care." This issue continues to be extrenely iportant as mnore states submit and
reccivc approval of their 1115 Demnonstration waivers. Cormanents and recomsnendasions relativ:
to enhancing state Medicaid agencies preparedness for conversion to managed care are attached.

They center on four areas which states could focus on to enchance the transition process to
Medicaid Managed Care:

I. Broad and explicit state health department involvement at all stages of the 111 5
process;

2. The need for broader atakeholder involvement at the state and local levels;
3. The need to strengthen the integration of public health concerns into the overall

1115 waiver process, with particular emphasis on implementation; and
4. Strengthening compliance, monitoring and evaluation at the state level.

I appreciate the opportunity to provide you with our input and trust that you will consider these
recommendations. Once again, thank you for soliciting our input.

(4.mn M. Eisenberg-, Mb

Attachment

U.S. Public health Senrice
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Broad and explicit state health department involvement at all stages of the 1115 process.

A. Assuring the Integration of all State Departmental Resources for
Transition to Medicaid Managed Care in order to ensure greater
commitment on the part of state Medicaid staff to the conversion to
managed care, staff needs to be fully integrated into a collaborative
process by which planning of the pre-applieation and design phase
takes place. Staff also should be involved during the approval,
implementation and monitoring and evaluation phases, again to
ensure an understanding of the goals to be achieved and a
commitment to facilitating the transition.
The appropriate state agencies, including public health, should be
invited to provide the necessary resources for adequate technical
assistance to the state Medicaid agency to assist in anticipating
potential problem areas.

B. Reconciling Conflicting Policies between State Departmental
Discretionary Programs and the New Medicaid System
Programmatic authority for health care services to vulnerable
populations (persons with HIV/AIDS, minority populations, and
persons with mental health and substance abusc probles)
historically have been a central mission of PHS agencies, such as
Ryan White CARE Act Title I and 11 funds, Maternal Child Health
Block grants, Mental Health/Substance Abuse Block grants and so
on. The restructuring of the Medicaid delivery system inherent in
the 1115 waiver program may place manv of these federally
funded programs in jeopardy due to the loss of Medicaid
reimbursement dollars. Other asras where this may be problematic
are Federally Qualified Health Centers, and mental health and
substance abuse disorders. Due to these potential conflicts and
ramifications for much needed programs, the State Department of
Health should assess the impact of its waiver proposal on their
federally funded programs that may be working at cross purposes
with their existing Medicaid program. The state should identify
policy options targeted toward specific programs that may need
assistance during crucial transition periods in to Medicaid managed
care, for example providing transitional financial support to a
program during the phase-in of Medicaid managed care.

2. Stakeholder Involvement in the Development and implementation of Waivers.

State Medicaid agencies need to involve public health agencies, social service agencies
and other key stakeholders, such as non-governmental organizations, consumer groups
and family members, patient advocacy groups, providers, and any other relevant
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and family members, patient advocacy groups, providers, and any other relevant
stakeholders, throughout the waiver process but especially at the early stages of the
development of 1115 Demonstration waivers.

This requires active participation of these agencies and groups during the planning
process to assist in anticipating potential issues that will emerge when designing a
successful transition of Medicaid beneficiaries into managed care. States should
strengthen their requirements for consultation that would help bring relevant expertise
and perspectives to the planning and development process of Medicaid 1115 waivers land
provide evidence in their applications that such a process was conducted.

Integration of Public Health Functions and Managed Care

To ensure that the transition to Medicaid managed care addresses the needs of the
beneficiary population essential public health functions must bc maintained and
supported via the transition. Public health agencies have been challenged to provide
individual and community-based health services and interventions for disadvantaged
populations. For example, community interventions that alter the environment by either
changing health-related behaviors or reducing the risk of causing a health problem. Many
have relied on Medicaid revenue from personal health services to support vital population
overhead public health functions like disease surveillance, food safety and so on. With
the rapid movement of Medicaid beneficiaries into managed care, this population's
personal health services needs will be met within the new delivery system, while the
community/core public health functions will remain with public health departments.
Because Medicaid funds have been important revenue sources to public health agencies.
their ability to track and intervene on behalf of community-based health issues may be
compromised due to this loss of federal support. This jeopardizes the public health
infrastructure supported by HRSA's MCH block grants and a variety of CDC grants to
States. Thus, deliberate steps in the transition to Medicaid managed care should promote
important collaborative public-private partnerships between state and local health
agencies and managed care plans.

Compliance, Monitoring and Evaluation

To assess the quality of health care service delivery and to obtain baseline information
compliance with the special terms and conditions negotiated between the state and
HCFA. monitoring of compliance and evaluation activities are essential. A state working
group, which draws on the expcrt knowledge or individuals and organizations involved in
the assessment of health services among varied patient groups would help identif the
areas that warrant closer scrutiny. In addition, a working group could examine
opportunities for use of some standard data sets across all waivers and develop
mechanism to permit active involvement of appropriate state agencies to participate in
reviewing the proposed evaluation designs..
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APPENDIX C

ENDNOTES

1. See, for examples, General Accounting Office, Medicaid: Data Improvements Needed
to Help Manage Health Care Program , (IMTEC-93-18), May 1993; General Accounting
Office, Medicaid: Experience wvith State Waivers to Promote Cost Control and Access to
Care, (T-HEHS-95-115), March 1995; Kaiser Commission on the Future of Medicaid,
Medicaid and Managed Care: Lessons from the Literature, Washington, DC, March 1995.
John K. Iglehart, "Health Policy Report: Medicaid and Managed Care," New England
Journal of Medicine (322) 25, June 22, 1995, 1727-1731; Joel Schendler, "Implementing
a Managed-Care System in a Fee-for-Service Environment," W Memo, vol.7, no.7, July
1995, pp. 29-31; Physician Payment Review Commission, Annual Report to Congress,
1995; General Accounting Office, "Medicaid Managed Care: More Competition and
Oversight Would Improve California's Expansion Plan," (HEHS-95-87), April 1995;
National Academy for State Health Policy, Medicaid Managed Care: A Guide for States,
Portland, Maine, 1995; and Michael S. Sparer, Medicaid Reform and the Limits of State
Health Reform, (Philadelphia: Temple University Press, 1996.

2. In this report, we use the term "organizational" challenges in reference to those
internal issues affecting the productivity of the agency. They center around how agency
management relates to agency staff and defines their missions, roles, and tasks. These
challenges are of course related to, but yet distinct from those focusing on the design,
implementation, and assessment of managed care efforts.

3. The National Academy for State Health Policy has given some attention to these
challenges. See its chapter on administrative issues in Medicaid Managed Care Guide: A
Guide for States.

4. Donna Checkett, "A State Medicaid Director on Medicaid Managed Care," Health
Affairs 15 (3), Fall 1996, 172.

5. The States are California, Florida, Ohio, Massachusetts, Minnesota, Missouri, New
York, Oregon, Rhode Island, and Utah. Our in-depth visits were to California,
Minnesota, and Massachusetts.

6. Nowhere; it seems, has Medicaid managed care been ushered in more quickly than in
Tennessee. See G. Girden Bonnyman, Jr., "Stealth Reform: Market-Based Medicaid in
Tennessee,' Health Affairs 15 (2) Summer 1996, 306-14; Jim Cooper (former
congressman), "TennCare: Tennessee's Medicaid Experiment," Letter to the Editor in
Health Affairs 15 (4), 282; and David M. Mirvis, et al., 'TennCare-Health System
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Reform for Tennessee," Journal of the American Medical Association," (274) 15, October
18, 1995, 1235-1241.

7. In an extended discussion, Medicine and Health reports on four basic stages of health
care market development as delineated by the American Practice Association. See
Christina Kent, editor, "Perspectives," Medicine and Health, April 17, 1995, 1-4.

8. California, for instance, has undertaken some major Medicaid managed care efforts in
the early 1970s; They turned out to be largely unsuccessful, but provided a body of
lessons learned experience to draw upon in framing the more recent initiatives. See
Sparer, Medicaid and the Limits of State Health Reform.

9. The California Medicaid program covers about 5.5 million enrollees. In contrast, the
Rhode Island program covers a little more than 100,000. Clearly, the dimensions of the
retooling challenges are very different in these two settings.

10. The complexity is greatly influenced by factors such as the number and type of carve-
outs; the number and scope of relationships with other State agencies, with county
governments, and with local service providers (such as c mmunity health centers); and the
number of linguistic groups being served (about 40 in Caifornia)

11. In particular, these would involve State health departments and State departments
responsible for licensure of insurance entities.

12. Given that our categories are general and that the pace of change in the States is
often quite fast, any assignment of individual States to particular Stages, as we have done,
can be risky. Perhaps the most difficult assignment in this regard is Massachusetts. At
this writing, PCCM remains as the dominant mode of managed care in Massachusetts.
However, the Medicaid agency has a substantial number of disabled enrolled in PCCM
arrangements and the agency leadership has infused throughout much of the agency a
purchaser orientation much like that we describe for Stage II or III States.

13. Our typology of five challenges omits one that might normally be regarded as one of
the most prominent: the adequacy of staffing levels to carry out managed care
responsibilities. In our presentation, that challenge is to some degree subsumed under
some of the others, which we found more compelling. For instance, the challenges of
establishing a core team and acquiring the necessary knowledge and skills clearly involve
obtaining adequate numbers of staff.

None of this is meant to minimize the danger of managed care initiatives being
jeopardized by having too few staff associated with their implementation. Indeed, in a
recent review of five Section 1115 Medicaid managed care demonstration projects, the
authors offer the following warning: "New programs need to have enough administrative
resources." They add: "At least in the short term, states may require more
administrative capacity, particularly if they are continuing to use fee-for-service for some
populations or services." See Mathematica Policy research, Inc. and the Urban Institute,
Implementing State Health Care Reform: What Have We Learned From The First Year?
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The First Biannual Report of the Evaluation of Health Reform in Five States. Submitted
to Office of research and Demonstrations, Health Care Financing Administration,
December 18, 1996.

14. In Florida, responsibility for managed care is split between two offices. The full-risk
component is led out of the Bureau of Managed Care in the Division of Quality
Assurance. The PCCM initiative is run out of the fee-for-service operation in the
Division of State Health Purchasing.

15. Of course, this complaint is not unique to managers in the Medicaid agency.
Mangers in other State and Federal agencies regularly express similar concerns about the
lack of flexibility afforded by personnel systems. But for an agency seeking to introduce
a fundamental shift in its mission and operations, such inflexibility can present particularly
serious problems.

16. Although perhaps a bit dramatically, one agency manager conveyed the seriousness of
the situation as viewed by many Medicaid program staff: "Change is coming too fast to
adjust employee perceptions. It's like stages of death. It's like a corporate merger. It's a
rough transition. It's like mourning for a loss."

17. In Massachusetts, consultants from the University of Massachusetts interviewed staff
and conducted focus groups involving staff. The effort identified some communication
problems within the agency and led to a series of initiatives addressing them. These
included an agencywide newsletter, regular off-site meetings with senior staff to discuss
benefit plan progress, a survey of training needs, and some field reorganization.

18. In Missouri, after interviewing about 75 agency staff, a consultant developed a four-
phase process to prepare the agency for the internal changes necessary to carry out
expanded managed care responsibilities. It involved two retreats as well as consultant-
facilitated task groups and technical assistance to help agency management and staff,
"make the necessary adjustments to the new structures and systems. . . n

19. As the State Medicaid agency that has gone the furthest in transforming itself from
fee-for-service a managed care, the Oregon agency has a substantial body of experience to
draw upon in further explaining the challenges of retooling and understanding the lessons
learned in responding to them. Unfortunately, in our inquiry, our contacts with Oregon
officials did not involve a site visit and were limited to brief telephone conversations; so
in this report we are unable draw substantially on the Oregon experience. It does, we
believe, warrant further examination, in the context of the issues raised in this report.

Of course, there is a substantial literature on Oregon's Medicaid reforms. See, for
examples, Mathematica Policy Research (for the Kaiser Foundation and Commonwealth
Fund), Managed Care and Low-Income Populations: A Case Study of Managed Care in
Oregon, July 1995; and John A. Kitzhaber, "The Governor of Oregon on Medicaid
Managed Care," Health Affairs (15) 3, Fall 1996, 167-69.
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20. This was a particular problem for the Oregon agency when, in 1994, it was
substantially expanding the number of individuals served by the Medicaid program. The
fee-for-service provider relations staff found itself faced with significant increases in
telephone inquiries and billing exceptions. Before long a substantial backlog developed
which added to frustrations.

21. A politically sensitive point not usually emphasized by the architects of managed care
reforms is that for a time dual managed care/fee-for-service systems will actually be more
expensive to administer than traditional fee-for-service systems. It is not until sizeable
decreases occur in fee-for-service claims volume that significant opportunities for
administrative savings are likely to emerge.

22. In those agencies that are increasingly oriented toward a prudent purchasing
perspective and explain their mission in those terms (as does the Ohio agency), the
distinctions between fee-for-service and managed care may become increasingly blurred.
According to former HCFA Administrator Bruce Vladeck and health care consultant Lynn
Etheredge, this, in fact, is happening in health care markets across the country. See
Robert Cunningham, editor, "Perspectives: Government as Purchaser: Making Policy by
Contract," Medicine and Health, October 14, 1996, 1-4.

23. Consultants hired by State Medicaid agencies often recommend that TPL be delegated
to health plans to simplify administration for the agency. As long as the capitated rate
reflects prior levels of TPL recovery on the fee-for-service side, this delegation tends to
be attractive to the Medicaid agencies.

24. A California Medicaid official has estimated that "without TPL savings, California's
Medicaid costs would be over 20 percent higher." See Barbara V. Carr, "Who Manages
Third Party Liability when a State Contracts its Medicaid Program to Managed Care
Plans," March 1995.

25. See Jane Horvath, "Third Party Liability in Risk-Based Managed Care: Issues and
Options," in National Academy for State Health Policy," Medicaid Managed Care: A
Guidefor States, 1995, m-65-81.

26. Office of Inspector General, Office of Evaluation and Inspections, "Surveillance and
Utilization Review Subsystems' Case Referrals to Medicaid Fraud Control Units," (OEI-
07-95-00030), November 1996.

27. The legislation exempted health plans contracting with Medicaid agencies from the
requirements of the DUR program it set forth.

28. Office of Inspector General, Office of Evaluation and Inspections, "Medicaid Drug
Use Review Programs: Lessons Learned by States," (OEI-01-92-00800), May 1995 (Draft
Report).

29. "Experiences of Health Plans with Pharmacy Benefit Management Companies,"
(OEI-01-95-00110), December 1996.
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30. In Massachusetts, for example, the Medicaid agency leadership treats its PCCM
program as an internally managed health plan and manages its fee-for-service providers
accordingly. This is reflected, for example, in its hospital contracting approaches and in
its system of profiling "network managers' and providers.

31. California Department of Health Services, 'Medical Case Management: A Successful
Partnership," September 1995.

32. It also bears note that in May 1996, HCFA sent to the State Medicaid agencies a
draft manual issuance that spells out various options available to the States in carrying out
TPL responsibilities in managed care environments.

33. The Program Integrity Group has been established to address fraud and abuse issues
affecting the Medicare and Medicaid programs.

34. This and the following recommendation were made in our aforementioned report
entitled, 'Experiences of Health Maintenance Organizations with Pharmacy Benefit
Management Companies."

35. The 1981 amendments also allow States to enroll Medicaid beneficiaries in limited-
risk managed care organizations (i.e., no risk for inpatient care) that fail to meet Federal
qualifications.

36. The following States have implemented their 1115 waivers: Alabama, Arizona,
California, Delaware, Hawaii, Minnesota, Ohio, Oklahoma, Oregon, Rhode Island,
Tennessee, and Vermont. The following States have approved 1115 waivers that are
pending implementation: Florida, Illinois, Kentucky, Maryland, and Massachusetts.
South Carolina has an approved waiver but no plans for implementation.

37. States with 1115 waivers under review are: Georgia, Kansas, Louisiana, Missouri,
New Hampshire, New York, Texas, Utah, and Washington.

38. Federal regulations define comprehensive services as either inpatient hospital services
and one other mandatory service or three or more mandatory services
(42 CFR 434.21). Mandatory services are defined in statute as inpatient and outpatient
care, physicians' services, and laboratory and diagnostic services, among others (42 USC
§1396d(a)).
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Prface

The U.S. Maternal and Child Health Bureau (MCHB) has as its mission the establishment

of family-centered, comprehensive, coordinated care for all children with special health care

needs. These principles were first articulated by former Surgeon General C. Everett Koop in

1982 and again in the new MCHB National Agenda.' These principles have significantly changed

the way services are provided to children and their families in this country.

While the principles set forth in the National Agenda have not changed, two major trends

have taken place in the 1990s that will continue to influence how children receive health care

services. First, the emergence of managed care has dramatically changed how health services are

delivered and financed. Second, public health responsibilities are diminishing and shifting from

the federal to state levels. As we make these transitions, it is critical that managed care programs,

public and private purchasers, Title V agencies, families, and health professionals work together

to reinforce and advance the gains made in the last two decades. Clearly, we still have a long way

toward making the principles of family-centered, comprehensive, coordinated care a reality.

The MCHB recognizes that this is a critical time to provide national leadership to improve

managed care services for children with special health care needs. We have developed a managed

care strategic planning agenda that addresses seven areas:

I. defining and identifying children with special health care needs,
2. family participation,
3. capitation and risk adjustment,
4. quality of care,
5. pediatric provider and service requirements,
6. provider capacity development, and
7. health and related services integration.

Matemal and Child Health Bureau .Voaoonal/Agenda for Children with SpecialHealth Care Needs: Achieving the
Goals 20M. Rockville. MD: MCHB, Health Reaource and Smerices Administration, 1995.

i
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During the past year, expert work groups for the first four priorities were convened, each

for a day and a half meeting. Work group members included federal and state Title V officials.

federal and state Medicaid agency staff, managed care plan representatives, pediatric providers,

representatives from family organizations, and health services researchers.

This report is a summary of the proceedings from the first four meetings and for each it

includes a problem statement, examples of current research and innovative approaches, and

recommended activities. Also included is a listing of the expert work group members and

bibliographic references. The report. was prepared by the Maternal and Child Health Policy

Research Center with the assistance of the Georgetown University Child Development Center.

Copies of this report are also available through the MCH NetLink-at the following address:

http://www.ichp.ufl.edu/MCHBMCH-NetLink.

The Maternal and Child Health Bureau will be considering these findings and

recommendations along with others to develop new research and demonstration grant guidelines.

technical assistance materials, and policy statements. In the coming year, MCHB plans to

continue work on developing operational approaches for identifying children with special health

care needs for managed care purposes. We will continue to keep you informed of this and other

work on managed care.

Merle McPherson, M.D.
Director
Division of Services for Children with Special Health Care
Needs
Maternal and Child Health Bureau

ii
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L DEFINING AND IDENTIFYING CHILDREN WITH SPECIAL HEALTH NEEDS

A. Problem Statement

No operational definition exists for identifying children with special health needs served in

managed care organizations. As a result, these children often are not identified at all and, when

they are, they usually include only those with the most severe and high-cost conditions. In the

case of Medicaid, the identification of children with special health needs is usually limited to those

who qualify for the Supplemental Security Income (SSI) program. While this approach offers

some consistency across states, it is limited in that SSI only includes a small subset of children

with chronic conditions. National estimates show that about three to four percent of all

Medicaid-enrolled children are receiving SSI cash assistance. However, estimates from the

National Health Interview Survey reveal that as many as ten percent of poor children have a

disabling chronic condition and many more have chronic conditions that are not associated with

disability or activity limitations. Overall, between 20 and 30 percent of all children have chronic

conditions.

In the absence of any widely accepted approach for identifying special-needs children,

plans, pediatric health professionals, Title V agencies, and others are hampered in their ability to:

* target certain families for managed care enrollment assistance,

* assign children to appropriate plans and primary care physicians,

* determine risk-adjusted capitation rates and other risk-sharing mechanisms that
fairly compensate plans,

* design, implement, and monitor quality of care activities, including family
satisfaction surveys appropriate to children with special health care needs, and

conduct ongoing epidemiological and needs assessment studies.

I
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B. Examples of Current Research and Innovative Approaches

Children with special health needs can be identified on the basis of diagnosis, function,
service use or need, categorical eligibility, or some combination of these. Six different
identification approaches are summarized below, three of which have not been released at the time
of this publication's printing.

|1. Title V Proram for Children with Special Health Care Needs' Eligibility|Criteria (CSHCN)

Content Children who are eligible for Title V typically have complex physical ordevelopmental conditions, such as congenital anomalies, cystic fibrosis, cerebralpalsy, epilepsy, hearing loss, and muscular dystrophies. Diagnostic lists areoften used to identify eligible children.
Purpose Eligibility criteria for Title V's CSHCN program
Approach Diagnostic based

Testing Most state Title V CSHCN programs rely on diagnostic eligibility criteria.and Use

Strengths This approach identifies most children with complex physical conditionsat least in states with comprehensive listings.
* Diagnostic information is readily available.

Limits Children with mental health conditions are seldom included.
* Children at risk of chronic conditions are not included.
* States vary in the listing of medical conditions covered.

Source Institute for Child Health Policy: The Directory of State Title VCSHCN
Programs: Eligibility Criteria and Scope of Services. Gainesville, FL:University of Florida, 1996.
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2. Child Health Questionnaire (CHQ)

Content Children with health and functional impairments are identified using parent and
child questionnaires that address 14 concepts: physical functioning, bodily pain,
role/social limitations-physical, general health perceptions, change in health,
role/social limitations-emotional/behavioral, mental health, general behavior,
self-esteem, emotional impact on the parent, impact on parent's personal time,
limitations on family activities, and family cohesion.

Purpose Health and functional status assessment

Approach Function based

Testing National and international sites. Currently in use only for epidemiologic
and Use purposes.

Strengths * The approach captures multi-dimensional aspects of health and function
and can be used to assess the impact of children's illness on other family
members.

* The approach is well tested for children, though not specifically for
children with special health care needs.

* A set of assessment tools for school-aged children are complete and
available, including scales of three different lengths.

* Multiple translations are available.

Limits * This is a generic assessment tool that was not designed with
identification of children with special health care needs in mind.

* There are no shorter versions for infants/pre-schoolers at this time (only
a 100 item scale is available).

* There are no specific questions on learning problems and disabilities.
* Because of its subjective nature, the approach may be subject to gaming

by health plans.

Source: Landgraf JM, Abetz L, Ware JE: Child Health Questionnaire: A U1ser's
Manual. Boston: The Health Institute, New England Medical Center
(forthcoming in December 1996).

3. Maternal and Child Health Bureau's Definition (MCHB)l

Content Children with special health care needs are those who have or are at increased
risk for chronic physical, developmental, behavioral, or emotional conditions
and who require health and related services of a type or amount beyond that
required by children generally.

Purpose Planning and systems development for federal and state Title V Programs for
Children with Special Health Care Needs

3
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Approach Service based

Testing 1994 Disability Supplement to the National Health Interview Survey for
and Use epidemiologic estimates

Strengths * This approach is inclusive of those with a chronic condition as well as
those at risk.
Diagnosis or functional status information does not necessarily have to
be collected.

* Using a service-based approach allows for looking more broadly
across conditions and functional levels.

Limits * This approach would likely take into account in excess of 20 percent
of all children.

* The term "increased risk" is not defined.
* Except for national testing, this definition has not yet been applied at a

managed care plan level.

Source McPherson M: New Definition of Children with Special Health Care Needs.
Rockville, MD: Maternal and Child Health Bureau, 1995.

Content Children who are SSI eligible must have a medically determinable physical or
mental impairment that has lasted or is expected to last at least 12 months or
result in death. The condition list of impairments includes over 100 conditions.
Under The Personal Responsibility and Work Opportunities Reconciliation Act,
children are no longer eligible solely on the basis of a functional impairment
that is comparable to one that would prevent an adult from working or one that
would substantially reduce a child's ability to function in age-appropriate
manner.

Purpose Eligibility determination for cash payments, Medicaid eligibility in most states,
and referral to Title Vs CSHCN program

Approach Diagnostic and function based

Testing Used in state Disability Determination Service Agencies
and Use

Strengths This is the only operational model that integrates diagnostic and
functional status information.
It is used by many state Medicaid agencies for setting risk-adjusted
capitation rates.

4
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Limits * This approach identifies a very narrow population of children, primarily
those with mental retardation and certain neurological and mental health
diagnoses.
Eligibility determination using the SSI approach is expensive.

Source National Commission on Childhood Disability: Supplemental Security Income
for Children with Disabilities. Washington, DC: National Commission on
Childhood Disability, 1995.

Content Children with chronic conditions lasting or expected to last 12 months are
identified using a parent questionnaire that addresses: I) functional limitations -
- unable to play with other children, restricted in activities, difficulty feeding,
dressing, washing, toileting, walking, and difficulty hearing, seeing or
communicating; 2) reliance on compensatory modalities -- medication use,
special diet, special equipment, and personal assistance, and 3) service use/need
beyond routine care - hospitalizations, doctor visits, nursing care or treatment,
physical, occupational or speech therapy, psychological services, special
arrangements at school, special instruction or other educational services, and
need for unobtainable services.

Purpose Epidemiology

Approach Function and service-based

Testing 1994 Disability Supplement to the National Health Interview Survey, national

and Use telephone survey, and New York inner-city sample. Currently in use only for
epidemiologic purposes.

Strengths * This assessment tool was designed specifically for children with special
health care needs.

* It is focused on the child rather than the condition. Therefore, it can
capture children who have functional problems but no diagnosis.

* It has been well tested for survey purposes and it will be available in the
form of a survey instrument very soon.

Limits * Since the tool was designed for survey purposes, it may not be
applicable for assessing individual children with special health care
needs in plans.

* The instrument was not designed to provide information on types,
numbers, or severity of conditions, nor was it designed to identify
children at risk of chronic conditions.

* The measure is subjective in that it relies on parent responses and could
be subject to gaming by plans.

5
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Source Stein REX. Westbrook LE, Bauman LU: The questionnaire for identifying
children with chronic conditions (QuICCC): A measure based on a
noncategorical approach. Pediatrics (forthcoming).

6. Naional Association of Chidren's Hospitals and Retated Institutions'
Clasifition Snste n (NACHRI)I

Content Children with congenital and chronic physical, mental, emotional, behavioral, or
developmental disorders that are expected to last 12 months or longer, or to
have sequelae that last 12 months or longer. are identified on the basis of
diagnoses. Some 3,700 ICD-9-CM diagnostic codes have been identified and
assigned to body system and condition categories. Severity level and disease
progression are also classified.

Purpose Estimating prevalence, profiling utilization and costs, and pricing and capitation
risk adjustment

Approach Diagnostic and function-based

Testing Medicaid and commercial health plan data from the state of Washington. Not
and Use yet available for managed care plans.

Strengths * This approach requires only diagnostic information in the form of ICD-
9-CM codes. Consequently, it may be relatively easy to implement in a
variety of settings as long as diagnostic data are available.

* NACHRI is already well along in the development phase and the
classification system is expected to be available in the next few months.

Limits * This approach was designed to identify children with existing chronic
conditions. It has limited ability to identify those at risk.

* Determining severity and disease progression, particularly among
children with multiple conditions - though criteria based and
statistically tested - may have certain limitations.

Source: National Association of Children's Hospitals and Related Institutions: New
NACHRI Classification System To Be Releasedfor Children with Congetital
and Chronic Health Conditions. Alexandria, VA: National Association of
Children's Hospitals and Related Institutions, 1996.

To evaluate these various identification approaches certain criteria might be applied.

These include inclusivity, validity, reliability, cost, acceptability, availability, and flexibility.

I. Inclusivity

6
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To what extent does the definition capture the population of children with
special health care needs? Does it include children with or at risk of physical,
behavioral, emotional, and developmental conditions that result in elevated
service needs?

2. Reliability

To what extent is the definition subject to measurement error? For example, a
functional assessment of a chronic condition is subject to the biases of the
person conducting the assessment. Even though children with special health
care needs are acknowledged to share a range of issues across a broad spectrum
of conditions, does the definition contain significant 'gray areas in its
application, such as identifying children at risk of special needs? Would the
definition be consistent across different health plans?

3. Cost

What investment would be required to implement the definition? Do the
benefits of identifying these children outweigh the primary data collection and
administration costs associated with implementation?

4. Acceptability

Is the definition and the steps required to implement it acceptable to payers,
providers, and consumers? If not, is there a way to identify problem areas and
to address them?

5. Availability

To what extent is the definition operational or ready to be implemented for
purposes of identifying children in managed care settings? Is additional
developmental work needed? Has there been adequate testing of the definition
to determine its validity and reliability?

6. Fleribility

Is the definition consistent with the benefit package provided under Medicaid or
commercial insurance plans? Are services available once a child with special
health needs is identified? Evaluative criteria must be flexible to address new
advances in condition. recognition and intervention.

7
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C. Recommnended Atihitles

While there is no accepted operational approach that rmanaged care plans can use to

identify children with special needs, there are several alternate strategies states and plans might

consider, each with its own strengths and weaknesses. These include diagnostic, functional.

service, categorical, or combined approaches. The expert work group suggested several

recommendations.

1. Most existing approaches for identifying children with special health needs have
serious limitations. Several new tools will be available soon that will help
improve the identification of these children, including those developed by Stein
et al., NACHRI, and Landgraf. Until then, states should continue their efforts
at developing creative identification mechanisms.

2. State Title V programs, plan managers, health professionals, families, and
academics should begin to work together regarding the development and
application of improved systems for identification, building on the new tools
soon to be available.

3. Emerging efforts by states and managed care plans for identifying children with
special health care needs should be monitored. Promising new efforts should be
identified and evaluated.

4. Additional attention is needed to develop mechanisms for identifying children at
risk for special service needs. Currently, there is little agreement in the field
about which children are at risk.

S. A national profile of the number and characteristics of children with special
health needs, based on MCHB's definition, should be developed using new
information from the National Health Interview Survey on Disability. This
profile can be used as a national baseline for monitoring changes over time in
access, satisfaction, and use of services by children with special health needs.

3
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II. FAMILY PARTICIPATION IN MANAGED CARE

A. Problem Statement

Over the past twenty years, policymakers. pediatric providers, and families have

worked diligently to put the family at the center of care for children with special health care

needs and to build family/professional partnerships. Families are concerned as they transition

into new managed care arrangements that purchasers and plan administrators may not

recognize the important role that they can play in care planning, quality assessment, and policy

development. Without strong consumer input from families whose children have special health

needs, managed care benefit packages, service authorization rules, quality performance

measures, network development, and most importantly, provision of health care services, may

wrongly assume that one-size fits all children.

While most managed care plans now seek some type of consumer feedback, generally

the information gathered does not reflect the particular needs and concerns of children with

special health care needs and their families, particularly those from diverse cultural and

economic backgrounds. Also, information and education about selecting and using managed

care services seldom address the unique issues and concerns of these families. Generic family

information and education materials often say little about issues such as care coordination.

access to specialty care, appeals processes, dispute resolution policies, family support services,

and coordination with other community services. Finally, plan policies and procedures often

ignore the specialized needs of this population of children and families. Using parents as

liaisons with plan providers is not common and parent support activities are seldom included in

plans. In addition, particular issues for children with special health care needs are not

adequately represented in planning and decisionmaking. Just as public programs have become

more responsive to families and more culturally competent due to consumer input, managed

care organizations need the same input and education.

9
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B. Examples of Current Research and Innovative Approaches

Greater family participation in managed care organizations can be accomplished by

developing appropriate parent and child satisfaction survey questions, pertinent education and

information materials, and collaborative family support initiatives. Several new efforts

specifically designed for this population are described below.

FAMILY SATISFACTION SURVEYS

1. National Committee for Quality Assurance

Title Medicaid HEDIS

Description Potential topical modules for enrollee surveys include overall or
summary measures; member characteristics; enrollment process and
length of enrollment; health status and behavioral risk; use of health
services; access to ambulatory care; access to particular types of
care; wait times; office/clinic responsiveness to phone calls; access
(language, race/ethnicity, cultural issues); barriers to access;
convenience, safety, and comfort; understanding of managed care
procedures; technical quality of care; quality of care - interpersonal
and communication; quality of customer services; and special topics.

Source National Committee for Quality Assurance: Medicaid HEDIS.
Washington, DC: NCQA, 1996. (Request from NCQA, 2000 L
Street, NW, Suite 500, Washington, DC 20036; Phone 202-955-
3500.)

2. Agency for Health Care Poic and Research

Title Consumer Assessments of Health Plans Study (CAHPS)

10
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Description This is an integrated set of carefully tested and standardized survey
questionnaires for use by Medicaid, Medicare, and privately insured'
enrollees. It is being developed by a consortium at Harvard Medical
School, Research Triangle Institute, and RAND. A core set of items
will be used with all respondents, including enrollment/payment:
demographics; perceived quality of health care - access, preventive
care, communication/interaction, continuity/coordination, access,
administrative burden, and global evaluation; utilization; and
perceived health status. Additional questions are being developed for
use with certain subgroups, including persons with chronic or
disabling conditions.

Source Agency for Health Care Policy and Research: ConsumerAssessments
ofHealth Plan Study (CAHPS). Rockville, MD: AHCPR, 1996;
Phone 301-594-1349.

3. New England SERVE

Title Ensuring Quality Project

Description This project is developing a Family Survey on Managed Care that
includes measures of family satisfaction as well as plan performance.
The survey is designed to be used within a managed care plan as pan
of a quality improvement program. It is specifically targeted to
families of children with special health needs. Measures are
organized into the following eight domains: family participation and
overall satisfaction with health plan; information available to
families; written health care plan; primary care services; specialty
care services; health services, supplies and equipment; mental health
services; and care coordination.

Source New England SERVE, 101 Tremont Street, Suite 812, Boston, MA
02108; Phone 617-574-9493.

4. New Englnd SERVE and Family Voices

Title Needs Assessment Family Survey on Managed Care

1l
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Description This survey is designed to document family experiences in terms of
access to and satisfaction with a broad range of health services paid
for or provided through managed care. Topic areas include health
insurance, family and child information, family satisfaction with
medical and specialty services, communication and coordination, and
ease of service delivery.

Source New England SERVE, 101 Tremont Street, Suite 812, Boston, MA
02108; Phone 617-574-9493.

5. Mkclgan Depart of Public Health, Children's Spedal Health Care Services

Tnle Parent Survey

Description This survey examines children's special health needs and enrollment
in the Title V program, medical specialty care, primary care
services, medical records, health insurance, family comments on
satisfaction with access, and needed activities to better understand
and cope with a chronic condition.

Source Michigan Children's Special Health Care Services, 3423 N.
Logan/Manin Luther King Jr. Boulevard, PO Box 30195, Lansing,
Ml 48909; Phone 517-335-8969.

FAMILY EDUCATION AND INFORMATION MATERIALS

1. National Coalition for Family Leadership l

Title The ABCs of Managed Care: Standards and Criteria for Children
with Special Health Care Needs

Description This report from a family summit includes principles of family-
centered care, family-professional partnerships, access, flexibility,
and community-based care. These principles were designed to guide
the development of standards and criteria for plans in the areas of
benefits, service capacity, decisionmaking, evaluation and data, and
financing.

Source National Coalition for Family Leadership: The ABCs of Managed
Care: Standards and Criteria for Children with Special Health Care
Needs. Trenton, Ml: National Coalition for Family Leadership,
1996. To order, call 800-359-3722 or 505-867-2368.

12
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12. American Academy of Pediatries

Title

Description

Source

How to Use Your Managed Care Plan Effectively: Questions and
\ Answers for Families with Children

A series of 23 questions and answers ranging from choosing a
primary care physician and specialist, decisions on medical necessity,
services requiring prior approval and the process for obtaining it, and
how to file a complaint.

American Academy of Pediatrics: How to Use Your Managed Care
Plan Effectively: Questions and Answers for Families with Children.
Elk Grove Village, IL: AAP, 1995. To order, write Division of
Publications, AAP, 141 Northwest Point Boulevard, PO Box 927,
Elk Grove Village, IL 60009; Phone 800-433-9016.

COLLABORATIVE FAMILY SUPPORT INITIATIVES

1. Parents Helping Parents, Inc.

Title Managed Care Health Plans -- Introducing Family-Centered Care

Description In collaboration with Kaiser Permanente, a parent-directed Family
Resource.Center was established at a managed care site. This Center
provides information and training to health professionals on family-
centered care and cultural competence; it offes mentors for
emotional support to parents and professionals and outreach to
underserved communities; and it provides a computerized directory
of health care resources and a parent liaison in the hospital.

Source Parents Helping Parents, Inc. 3041 Olcott Street, Santa Clara, CA
95054; Phone 408-727-5775.

2. National MCH Resource Center

Alternative Dispute Prevention and Resolution Systems and Processes
for Children with Special Health Care Needs in Managed Care
Settings

13
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Description This project is designed to enhance conflict management skills of
families and health professionals to participate in negotiation and
mediation in order to resolve disputes involving the provision and
financing of health and related services. Teams of neutral third party
mediators and fact finders in health care disputes have been created.
Best practices in dispute prevention and resolution appropriate for
children with special health care needs in managed care organizations
have been identified and developed.

Source National MCH Resource Center, Health and Disability, Boyd Law
Building, University of Iowa, Iowa City. IA 52242; Phone 319-335-
9067.

C. Reconmmended Activities

Given the limited activities currently underway by managed care plans to promote

participation by parents whose children have special needs, the expert work group identified a

series of additional activities aimed at assuring family-centered care. These included

development of a national strategy for educating managed care plan administrators and

providers, and new, more relevant questions for consumer satisfaction surveys. The specific

recommendations are as follows.

I. A national strategy should be developed to educate managed care organizations
about health issues specific to this population, the importance of and need for
family-centered, culturally competent care in collaboration with MCHB, state
Title V agencies, family organizations, researchers, foundations, advocacy
groups, purchasers, and providers.

2. A training package to help educate plans should be prepared using existing
materials developed with funding from MCHB and others. These materials
could include information on children with special health needs, family-centered
care and cultural competence, information strategies for family education,
examples of best practices of how to obtain family input, and information about
model programs for plan and family collaboration.

3. National organizations and research groups designing and conducting consumer
satisfaction surveys should be encouraged to develop improved questions for
families whose children have special needs. These would include the provider's

14
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knowledge of a child's condition, the practice of family-centered care,
provider's interpersonal skills, timeliness of prior authorization, plan policies
that support families, continuity of care, care coordination, access to primary
and specialized services, transportation and physical access to services, support
for family involvement in clinical and policy decisionmaking, and the presence
of a community system of services.

4. A marketing strategy is needed to promote the use of consumer surveys as good
business; the importance of family-centered, culturally competent care for
improved health outcomes and strong public relations with families and
purchasers; and the expertise of Title V programs and families as resources.

5. Selected employers and state Medicaid agencies should be enlisted to help
educate and encourage managed care organizations to regularly obtain consumer
input about the care of children with special health care needs and to involve
families in planning and decisionmaking.

is
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III. CAPITATION AND RISK ADJUSTMENT

A. Problem Statement

Under capitation and prepayment, insurers in a competitive market will seek to enroll
those with lower costs and avoid those with higher costs. Appropriate risk adjustment
mechanisms are needed to avoid such practices. Children with special health needs (as
compared to adults) pose unique challenges for setting capitation rates and adjusting for risk.

Many of their conditions are of low prevalence and wide variation exists in severity and
service needs. Certain conditions with higher prevalence -- behavioral, emotional, and
developmental conditions - often have been treated by a variety of publicly funded providers

and undertreated by medical providers, making it difficult to obtain complete and reliable prior
cost estimates for their treatment. Moreover, certain specialized health and related services are
often carved-out of benefit packages, making computation of capitation rates and risk

adjustment more difficult. Most importantly, unlike the adult field, there has been little
research or modeling of appropriate risk adjustment mechanisms for children.

As more state Medicaid agencies move to enroll all children in fully capitated plans,
carefully defining this population becomes more critical for reimbursement purposes. Many
states identify only SSI-eligible children for risk adjustment and miss the substantial number of
AFDC and foster care children with chronic conditions. Given the difficulties associated with
obtaining reliable capitation and risk adjustment estimated for children with chronic conditions

and the limited research on setting pediatric capitation rates and adjusting for risk, it is critical
for state Medicaid agencies and other purchasers to examine a variety of risk-sharing methods
and contractual requirements to avoid problems.

B. Examples of Current Research and Innovative Approaches

At least four classification systems have been developed for setting capitation rates,

16
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though only the NACHRI approach has been developed specifically for children with chronic

conditions. Existing approaches are based on demographic models (age, sex, and geographic

area), categorical eligibility models, prior expenditure models, diagnoses or diagnostic

groupings, functional status or severity of illness measures, or service utilization groups. Four

of the major diagnostic approaches are summarized below.

1i. Ambulatory Care Groups (ACGs)

Purpose

Predictors

Method

Testing and Use

Strengths

Limits

Profiling and utilization review, quality assurance, capitation and risk
adjustment

Diagnosis, age, and sex

6,000 diagnoses are assigned to 34 clusters or Ambulatory Diagnostic
Groups (ADGs) on the basis of clinical judgement (service and
functional needs) and statistical analysis. The 34 ADGs are collapsed
into 12 'collapsed ADGs' or CADGs and they are assigned to 25
mutually exclusive major ambulatory group (MACs), then split into
51 mutually exclusive ACGs.

Many HMOs, Maryland Medicaid, and international use

* Takes into account ambulatory diagnoses and co-morbidities
and now includes inpatient codes.

* Validated on pediatric populations, though not specifically for
children with special health needs.

* Data system to implement ACGs is available.

* Individuals are classified into only one group, limiting the
sensitivity of this approach.

* Inability to adjust for severity of illness across patient groups.
* No method exists for assigning payment to the diagnostic

classification.

17
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Sources Smith NS, Weiner J: Applying population-based case mix adjustment
in managed care: the Hopkins Ambulatory Care Group system.
Managed Care Quanerly. 2:21-34, 1994.

Weiner JP, Dobson A, Maxwell SL, Coleman K, Starfield BH.
Anderson GF: Risk-adjusted Medicare capitation rates using
ambulatory and inpatient diagnoses. Health Care Financing Review.
17:77-99, 1996.

Weiner JP, Starfield BH, Lieberman RN: John Hopkins Ambulatory
Care Groups (ACGs): a case-mix system for utilization review,
quality assurance and capitation adjustment. HMO Practice. 6:13-19,
1991.

Weiner J, Starfield B. Steinwachs D, Mumford L: Development and
application of a population-oriented measure of ambulatory care
case-mix. Medical Care. 29:452-461, 1991.

12. Diagnostic Cost Groups (DCGs) I

Purpose Alternative to the current Medicare payment method for risk-
contracting HMOs

Predictors Age, gender, welfare status, diagnosis, and prior utilization

Method Classification system based on diagnosis and costs associated with
hospitalizations lasting three days or longer. Nearly 800 diagnostic
codes are aggregated into clinically meaningful subgroups and, using
diagnostic and cost data from the Medicare population, collapsed into
nine diagnostic cost groups.

Testing and Use Medicare claims data

Strengths * Individuals can be classified into more than one group.
* Data to implement DCG system are available.

Linits * Exclusively inpatient-based.
* Developed for use in the Medicare population and has not

been validated for pediatric populations.

Is

44-098 97 - 22
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Sources Ash A, Porell F, Gruenberg Let al: Adjusting Medicare capization
payments using prior hospitalization data. Health Care Financing
Review. 10:17-S0, 1989.

Ellis RP, Pope GC, lezzoni LI, Ayanian JZ, Bates DW, Burstin H.
Ash AS: Diagnosis-based risk adjustment for Medicare capitation
payments. Health Care Financing Review. 17:101-128, 1996.

Ellis RP, Ash A: Refining the diagnostic cost group model: a
proposed modifcation to the AAPCCfor HMO reimbursement.
Report prepared under HCFA Cooperative Agreement No. 18-C-
98526/1-03. Boston University, 1988.

3. Disabilty Payment System (DPS)

Purpose Capitation and risk adjustment for disabled Medicaid recipients

Predictors Diagnosis, age, and gender

Method Classification system based on groups of diagnoses that are associated
with elevated future costs. These are divided into 18 major
categories that correspond to either body system or specific types of
illness or disability. These 18 categories are divided into 43
subcategories according to degree of elevated future costs (high,
medium, and low cost).

Testing and Use Claims data for disabled Medicaid SSI recipients in Ohio and
Missouri and then tested on Medicaid claims data from Colorado,
Michigan, and New York. Colorado and Missouri are planning to
use this method. Maryland, Massachusetts, Minnesota, and
Washington are also considering it.

Strengths * Individuals can be classified into more than one group.
* Adjusts for degree of elevated costs.
* Data to implement DPS are available.

limits * Developed originally for SSI adults, now being applied to SSI
adults and children, and AFDC populations.

* Less serious diagnoses associated with lower future costs were
excluded from the system.
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Sources Kronick R, Dreyfus T. Lee L, Zhou Z: Diagnostic risk adjustment
for Medicaid: the disability payment system. Health Care Financing
Review. 17:7-33, 1996.

Kronick R, Zhou Z. Dreyfus T: Making risk adjustment work for
everyone. Inquiry. 32:41-55, 1995.

1 4 National Aocyateon of Chidren's Hosptb and Related Institutions'

Purpose Pricing and capitation risk adjustment, prevalence estimates, profiling
utilization and costs

Predictors Diagnosis and functional status

Method Children with congenital and chronic physical, mental, emotional,
behavioral, or developmental disorders -- expected to last 12 months or
longer or have sequelae that last 12 months or longer -- are identified on the
basis of diagnoses. Some 3,700 ICD-9-CM diagnostic codes have been
identified and assigned to body system and condition categories. Severity
level and disease progression are also classified.

Testing Medicaid and commercial health plan data from the state of Washington.
and Use Not yet available for managed care plans.

Strengths * NACHRI is already well along in the development and testing phase
and the classification system will be available in the next few months.

* An extensive review of physical, mental, developmental, behavioral,
and emotional conditions are classified.

* This approach allows for classifying children with multiple chronic
conditions.

Units * The data for this approach is not yet available nor widely tested.
* States and plans are seeking a single classification software package

for all nonelderly populations and may, therefore, not be as interested
in a unique pediatric risk adjustment system.

Source National Association of Children's Hospitals and Related Institutions: New
NACHRJ Classification System To Be Released for Children with Congenital
and Chronic Health Conditions. Alexandria, VA: NACHRI, 1996.
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C. Recommended Adivities

With the exception of the NACHRI approach, none of the existing risk adjustment

approaches were developed specifically for children with special health needs. Consequently,

managed care plans and pediatric providers face significant uncertainty and financial

disincentives in caring for children with special health needs. The expert work group

identified several recommendations for the development of improved pediatric risk adjustment

models, risk-sharing mechanisms, and regulatory oversight.

1. More research is urgently needed to develop risk adjustment models appropriate
for children with special health needs. An inclusive group of Medicaid
officials, actuaries, researchers, plans, providers, public program directors, and
families should participate in the design, review, and selection of new pediatric
capitation and risk-sharing arrangements.

2. A new comparative analysis of the strengths and limits of the existing capitation
risk adjustment approaches for children with chronic conditions should be
performed using several Medicaid and commercial data sets.

3. A combination of risk adjustment, reinsurance, and carve-out strategies is
needed to prevent serious financial difficulties while rewarding high quality care
among plans and providers serving high-cost children.

4. Regulatory strategies, contract requirements, and oversight must accompany risk
adjustment strategies, given the nature of the competitive market and the less
than perfect science of pediatric risk adjustment.

5. Previous patterns of underutilization, particularly among children with
developmental, behavioral, and emotional problems, must be taken into
consideration when developing appropriate capitation rates.
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IV. QUALITY OF CARE

A. Problem Statement

The state-of-the-art in assessing quality of care both at the managed care plan level and

state and community system level for children with or at risk of chronic conditions is very

limited. At the plan level, performance measures specifically targeted for this population have

been difficult to develop for several reasons. The time and cost associated with developing

practice guidelines is enormous. Relatively few pediatric practice guidelines exist, restricting

plans' ability to adequately judge outcomes of care. Also, given the nature of childhood

chronic conditions - few prevalent and many rare conditions with large differences in

functional impacts and frequent co-morbidities -- it is unlikely that major quality gains will

come by proceeding condition by condition, except for the most prevalent conditions. Further

complicating progress in developing quality measures at the plan level is the absence of a

uniform definition, the concern of many managed care plans regarding adverse selection if

they do a good job in this area, and the competing demands on plans to collect an

unprecedented amount of quality data to meet new accreditation standards and contractual

requirements.

At the systems level, performance measures have lagged behind the development of

individual or plan measures. A core set of well-tested indicators, comparable to HEDIS, do

not exist for monitoring the quality of state and community-based systems for children with

special health needs. The organization, financing, and delivery health services for this

population varies tremendously across and within states and communities making

comparability almost impossible. Also, unlike encounter data and medical records, data

sources for monitoring state and community systems performance are very limited. Finally,

still unresolved is the question of authority and responsibility for conducting system-wide

performance reviews for children. Is this the function of the Title V program, the Medicaid

agency, or the state health department?
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B. Examples of Current Research and Innovative Approaches

Quality indicators are needed for a number of purposes -- accreditation by outside

organizations, external monitoring for the purpose of population-based planning and

regulation, marketing to provide information to purchasers and consumers, and internal

management of the plan. There are numerous efforts underway to measure these different

aspects of quality. Some are focused on developing improved measures for structure, process,

or outcome and others are aimed at developing conceptual frameworks. Several of these new
initiatives are summarized below.

I1. Medicaid Health Plan Employer Data and Infonnation Set (HEDIS)

Purpose

Relevant Quality
Indicators

Source

Provide state Medicaid agencies with information on the
performance of their managed care contractors, assist managed
care plans in their quality improvement efforts, support emerging
efforts to inform Medicaid beneficiaries about plan performance,
and promote standardization of managed care plan reporting
across the public and private sectors.

* Utilization measures -- ambulatory care, newborn care,
mental health, and chemical dependency

* Access measures -- availability of mental health providers
and low birthweight deliveries at facilities for high-risk
deliveries and neonates

* Quality measures -- substance abuse counseling for
adolescents; low birthweight rate; ambulatory follow-up
after admission for specified mental disorders; and asthma
inpatient admission rate

* General plan managements measures -- quality and service
improvement studies, case management; utilization
management; arrangements with public health, education,
and social service entities: new member orientation and
education; and pediatric mental health services

National Committee for Quality Assurance: HEDIS 3.0 Draft:
Health Plan Employer Data and Infonnation Set. Washington,
DC: NCQA, 1996. (Request from NCQA, 2000 L Street, NW,
Suite 500. Washington, DC 20036; Phone 202-955-3500.)

23
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2. - .Agency forHealth Care Policy and Research's COmputerized Needsoriented
I QUality measurement Evaluation SysTem (CONQUEST 1.0)

Purpose

Relevant Quality .
Indicators

Source

Provide a classification scheme and database that identifies and
summarizes available information on clinical performance
measures. The measure database includes 1,185 measures and the
condition database contains 52 conditions.

The condition database includes the following pediatric chronic
care measures: ADHD; anorexia nervosa; anxiety; asthma;
bulimia nervosa; early HIV infection; diabetes - Type 1, 11; otitis
media-acute, with effusion; pediatric HlV positive: schizophrenia:
and sickle cell disease.

Center for Quality of Care Research and Evaluation: Conquest
1.0: A COmputerized Needs-oriented QUality measurement
Evaluation SysTem. Boston, MA: Harvard School of Public
Health, 1996. (Request from Center for Quality of Care Research
and Education, Harvard School of Public Health, Boston, MA
02115; Phone 617432-3270.)

3. American Academy of Pediatrics' Qualiy Initiatives

Purpose

Relevant Quality
Projects

Conduct, coordinate, and disseminate research on improved pediatric
care.

* The Functional Outcomes Project is developing condition-
specific measures for asthma, otitis media, juvenile
rheumatoid arthritis, and head injury. The functional areas
that are assessed include physical activity, emotional health,
socialinteractions, and health care utilization. These are
currently in a pilot-test phase. The long-range goal of this
project is to develop measures for several of the most
common or serious conditions affecting children.

24
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The Practice Parameters Project is designed to provide
pediatricians with state-of-the-art practice guidelines,
including patient management and clinical decisionmaking
tools. To date, practice parameters for acute asthma,
hyperbilirubinemia, otitis media, evaluation of febrile
seizures, and acute gastroenteritis have been published. New
practice parameters are being developed for minor and serious
head trauma, diagnosis and treatment of urinary tract
infection, developmental hip dysplasia, fever, wheezing in
young children, diabetes mellitus, treatment of febrile
seizures, and attention deficit/hyperactivity disorder.
The Ambulatory Care Quality Improvement Program assists
pediatricians in evaluating their practices and comparing them
to their peers in the areas of practice management, clinical
management, and patient satisfaction.

Source Department of Research, Division of Quality Care, American
Academy of Pediatrics, 141 Northwest Point Boulevard, PO Box
927, Elk Grove Village, IL 60009; Phone 800-433-9016.

4 4. National Assodation of Children's Hospitals and Related Institutions' Pediatric
I Excellence in Health Delivery Systems I

Purpose Provide a framework, criteria, and measures for an integrated
pediatric health system that meets the needs of all children.

Relevant Quality * Primary care, acute, and chronic care -- screening,
Indicators child/family education, prevention, access,

comprehensiveness, coordination and continuity,
accountability and responsibility.

* System-wide -- education and training, quality assurance,
community interface, and health information linkage.

Source National Association of Children's Hospitals and Related
Institutions. Pediatric Excellence in Health Delivery Systems.
Alexandria, VA: NACHRI, 1996. (Request from NACHRI, 401
Wythe Street, Alexandria, VA 22314; Phone 703-684-1355.)

25



675

S. Otber Relevant Quality Initiatives

RAND

Title Development of Global Quality Assessment Tool for Women and
Children

Description This project is developing a comprehensive set of primarily
process measures for children. Plans will be scored on their
performance across several dimensions of care - screening,
diagnosis, treatment, and follow-up. The children's health care
measure set contains 515 pediatric and adolescent indicators
addressing 23 conditions, including acne, allergic rhinitis,
asthma, attention deficit/hyperactivity disorder, cesarean delivery,
depression, developmental screening, diabetes, diarrhea, family
planning, fever, headache, immunization, medication prescription
errors, otitis media, prenatal care, adolescent preventive care,
sickle cell anemia, tuberculosis, upper respiratory infections,
urinary infections. vaginitis/STDs, and well child care.

Source RAND, 1700 Main Street, Santa Monica, California, 90401.

New England SERVE l

A. Title Ensuring Quality Project

Description A model for monitoring the quality of family-centered care
provided for children with special health care needs in managed
care settings is being developed. Data collection instruments will
include measures of family and provider satisfaction, plan
performance, as well as administrative information, as follows:

Family Survey: Family participation and overall
satisfaction with health plan information available to
families, written health care plan, primary care services,
specialty care services, health services supplies and
equipment, mental health services, and care coordination.

* Provider Survey: Policies and supports to deliver quality
primary care, special care, related health services, supplies
and equipment, mental health, and care coordination.
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-Administrative Survey: Enrollment of children with
special health care needs. service delivery network, case
management/care coordination services, grievance/appeals
mechanisms, ease of service delivery, consumer
participation in governance.

A definition of children with special health care needs that
includes functional and service utilization components and allows
managed care plans to identify the target population will also be
included.

Source New England SERVE, 101 Tremont Street, Suite 812, Boston,
MA 02108; Phone 617-574-9493.

B. Title Enhancing Quality: Standards of Quality Care for Children with
Special Health Care Needs.

Description This manual includes standards and indicators that define specific
characteristics and components of quality care for children with
special health care needs. It is organized into five sections:
individualized services, health care professional and team
characteristics, health care agency or facility responsibilities, state
health department responsibilities, and guidelines for community
and societal support.

Source New England SERVE: Enhancing Quality: Standards of Quality
Care for Children with Special Health Care Needs. Boston, MA:
New England SERVE, 1989. New England SERVE, 101
Tremont Street, Suite 812, Boston, MA 02108; Phone 617-574-
9493.

Maternal and Child Health Bureau

Title A Preliminary Strategy for Assessing Community Systems of
Care for Women. Children, and Adolescents

Description This set of community systems measures is designed to track
progress in creating improved service systems for all women and
children, including those with special health needs. It is based on
the principles of Communities Can and is organized into five
areas: 1) early identification and referral system; 2) primary and
specialized health service network; 3) family satisfaction and
quality of care; 4) assessment, development, and coordination of
primary, specialized, and related services; and 5) family
participation.
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Source Maternal and Child Health Bureau: A Preliminary Strategyfor
Assessing Communuity Systems of Carefor Women, Children and
Adolescents. Rockville, MD: MCHB, 1995. (Request from
Division of Services for Children with Special Health Care
Needs, Maternal and Child Health Bureau, Parklawn Building,
Room 18A27, 5600 Fishers Lane, Rockville, MD, 20857; Phone
301-443-2350.)

Johns Hopkins Child and Adolescent Health Polix Cetter

Title MCH Quality Functions Framework

Description This framework is divided into the three public health functions
and provides a list of individual, plan, and community/state
measures. Function I is an assessment of health system
populations, environment, structure, process, and outcomes that
can be measured in terms of health risks, health status, health
service capacity and adequacies, and health services utilization.
Function 2 is assurance of risk-appropriate health services that
includes standard setting and ensuring compliance, prevention
programming, and enabling access for underserved populations.
Function 3 is coordination of service delivery and systems within
communities, using health care continuum and community
services integration measures.

Source The Child and Adolescent Health Policy Center: MCH Policy
Brief: Quality, Quality Assessment, and Quality Assurance
Considerations for Maternal and Child Health Populations and
Pracitioners. Baltimore. MD: The Johns Hopkins University,
1995. (Request from The Child and Adolescent Health Policy
Center, The Johns Hopkins University, 624 North Broadway,
Baltimore, MD 21205; Phone 410-550-5443.)

The University of Mllinois at Chicago, Division of Specal Care
of Children l

Title Quality Community Managed Care: A Guide for Quality
Assurance Measures for Children with Special Health Care
Needs.
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Description This guide provides a set of measures that can be used to monitor
children with special health care needs in managed care plans.
Selected Medicaid HEDIS measures related to children are
abstracted along with a set of measures developed by the Quality
Community Managed Care Project. The measures are organized
into the following HEDIS categories: membership, utilization,
quality, access, health plan management, clinical management
systems, and finance.

Source Monahan C, Harder-Shanahan R. Maloney M, Song J: Quality
Community Managed Care: A Guide for Quality Assurance
Measuresfor Children with Special Health Care Needs. Chicago,
IL: The University of Illinois at Chicago, 1996 (draft). The
University of Illinois at Chicago - Division of Specialized Care
for Children, 1919 W. Taylor Street, 8th Floor, Chicago, IL
60612 Phone 312-996-1360.

Minnesota Department of Health and Health Partners

Title Project ACCORD

Description The project was designed to create a public-private partnership
between the state health department, HMOs, and key
organizations within the state to facilitate statewide adoption of
practice guidelines. The special health condition used is pediatric
asthma. Success is measured in terms of the rate of children with
severe asthma who are on anti-inflammatory medication and the
rate of parents who report a written asthma plan. Implementation
goals are to identify and correctly diagnose asthma in children,
provide optimal asthma management through education and
avoidance of triggers, and establish a comprehensive
pharmacological treatment and asthma action plan.

Source Project ACCORD, Minnesota Department of Health 717
Delaware Street, Minneapolis, MN 55440; Phone 612-623-5140.
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C. Recommended Activities

The major tools used to evaluate quality of care, including NCQA's HEDIS. have

limited applicability for children with special health care needs. Short and long term

recommendations for quality improvement initiatives follow.

1. A series of core, integrated quality of care measures related to the care of
children with special health care needs should be developed and submitted to
NCQA's Committee on Performance Measurement and to HCFA for the
upcoming revision of the Quality Assurance Reform Initiative.

2. Emerging initiatives for assuring quality of care to children with special health
needs should be evaluated and disseminated as appropriate to states. State Title
V programs must work with their state Medicaid agencies to encourage them to
adopt specific contract requirements for quality performance for this population.

3. Multidisciplinary consortia, including pediatric providers and families, should
be formed to design and implement short-term quality improvement studies.

4. Pediatric practice guidelines should be centrally collected, organized, reviewed,
and disseminated. Making these guidelines available to families, through
focused educational efforts, would represent an important quality of care
activity.

5. The example of asthma represents an important measure from which to expand
to other chronic childhood conditions.

6. The role of Title V in monitoring, evaluating, and ensuring compliance in
quality of care in managed care should be expanded. This will require
strengthening the skills and capacity of states in this area and gaining authority
to assume a greater role in quality of care.
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On Saturday, July 13, 1996 and Sunday, July 14, 1996, the National Association of

People with AIDS (NAPWA) convened a meeting in Seattle. Washington to examine the on-going transition

that is taking place within many state Medicaid programs. Increasingly, states are transfonming their Med-

icaid programs from operating under fee-for-service payment arrangements into capitated managed care

programs. Meeting participants induded people living with HIvfrom across the nation who are beneficia-

ries of the Medicaid program, along with federal policy makers, advocates, managed care providers and

other experts. The goal of this meeting was to discuss the ramifications of Medicaid managed care for

people living with HIV and to devise an action plan that encourages people living with HIV to leamn about

and actively influence the development of managed care system that can effectively serve them. The meet-

ing and this report were made possible by the generous support ofThe Henry J. Kaiser Family Foundation.

The outcome of the meeting was consensus on the following nine pointa:

1. Medicaid managed care is increasingly becoming the reality for people living with HIV. To protect

high quality health care, it is necessary to accept that managed care n here to stay.

2. Consumers must be partners with Medicaid programs and managed care providers in the develop-

tsen and monitoring of managed care systems serving people living with HIV.

3. There is a huge need to educate consumers about managed care This educadon should address the

unique needs of people living with HIV and the challenges posed by managing HPV carfe

4. People living with HIV, and their advocates, nerd to take action at the state level.

5. The HIV epidemic disproportionately impacts many so-called special populations. To successfully

meet the needs of people living with HIV, the requirements of people of color, gay men and lesbians,

substance users, people with hemophilia, persons in need of mental health services, and individuals

from traditionally underserved communities must be an important component of any managed care

program serving these individuals.
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6. People living with H1V and their advocates, must push Medicaid programs to more effectivdly moni-

tor and evaluate managed care plans. This inrdudes using outcome measure; related to HIV care and

working to establish feedback loops to enable managed care providers to learn about and correct

problems in the delivery of health care.

7. People living with HIV must be active in setting priorities for the design of managed health care

systems.

8. People living with HIV should strive to work with state Medicaid programs and managed care plans

to eate incentives that reward the beneficiary, the provider and the managed care plan for improved

health.

9. People living with Hfv and their advocates, must advocate for managed care programs that provide

hig. quality care uniform ly, despite barriers to accessing care such as languatgr. guogsraphy and

disability status.

This report describes how to translate these principles into meaningful action on behalfofpeople living

with HV. It also provides factual information about-Medicaid and managed HM care, as well as a glos-

sauy of terms and a resource listing of organizations conducting policy or advocacy work related to Med-

icaid managed care for people living with HI.

Individual copies of this report may by obtained free of charge by calling the Kaiser Family Foundation
Publication Request Une at (800)656-4KFF. Additionally, the report may be downloaded from NAPWAs
Web Site at http//www thectureorg Questions about the contents of this report may be directed to Jeff
Crowlcy at NAPWA, (202)898-0414.
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INTRODUCTION

Medicaid is the
largest form of
public support
for people iluing
with HID.
Roughly half of all adults living with advanced HIV disease (commonly known as AIDS) and more than

ninety percent of children living with HIV depend on Medicaid during some stage of their illness. Until

recently, however, the AIDS community did not devote much attention to advocating for Medicaid. In

some regards, Medicaid is a program that people living with HIV 'love to hate' The eligibility require-

menu are such that most adults living with HIV do not qualify for benefits until they have been impov-

erished by AIDS-related costs and have met the SociaLSectuity Administration's criteria for being consid-

ered disabled. Although a significant number of people qualify for Medicaid on the basis of receiving

cash assistance benefits, thousands of people living with HIV are left without access to health care early

in the course of their illness when they do not yet meet the Social Security disability requirements. Some

people living with HIV, and their advocates, have suggested that Medicaid is a program that did not need

the concerted support of the AIDS community because of its size and the wide range of persons who

benefit from the program.

Over the past two years, people living with HIV, and their advocates, have received a wake-up call. Re-

forms have been proposed (but not yet enacted) at the federal level with the potential to fundamentally

alter the structure of the Medicaid program. Some reforms would remove the cumnt federally

defined individual entitlement to services for all who meet the program's eligibility requirements. This

would be replaced by a fixed federal block grant payment to the states. States would then be given broad

new flexibility to operate their Medicaid programs as they choose. Other refotms would redefine eligibil-

ity standards in such a way that even fewer people living with HIV would qualify for Medicaid. Still other

reforms would undermine existing consumer protections within the federal Medicaid law. Without these

protections, beneficiaries would lose access to vital services. Concurrentiy, state Medicaid programs have

been racing to catch up with the private sector in embracing managed care as a cost-containment strategy.

NATIONAL ASSOCIATION OF PEOPLE WITH AIDS
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M anaged care it a way ofproviding health care that seeks to integrate the medical
care delivery system (induding doctors, nurses, hospitals, laboratories, and other providers of health care

services) with the insurance system that finances health care One of the shortcomings of the traditional
fee-for-service system is that it enables relatively healthy consumers to inappropriately access health care

services which provide them with no dear benefi This over-utilization of health care services has fueled
a high rate of health care inflation. Managed care seeks to limit increases in health care costs by making
consumers and providers sensitive to, and jointly responsible for, health care costs.

Medicld managed care has the promise of providing very good models for the management of HIV
disease that rival the quality of care that most people receive in the fee-for-service system. Indeed, well-

established managed care organizations such as Group Health Cooperative of Puget Sound and Harvard

Community Health Plan have reputations for providing ecedlent HIV care. Furthermore several organi-

zations such as the Community Medical AMliance in Boston, Massachusetts and the AIDS Healthcare

Foundation in Los Angeles, Califocoia are now experimenting with new models for the delivery of HIV
care within a Medicaid managed care setting. Ideally, managed cue will stress prevention and health

promotion as a strategy for avoiding hospital stays and other high-cost health care services. This would

translate into the aggressive use of prophylactic treatments resulting in an improved quality of life for
many individuals Managed care organizations also have been more willing than many fee-for-service

plans to offer a continuum of coordinated benefits and comprehensive services.

Managed care, by placing providers at risk for the costs ofproviding health care while also lowering their

payment rates, has shifted many of the financial incentives in the health care system. The experience of
some and the fear of many, is that managed care acetes incentives simply to deny access to care or to

inappropriately limit services needed by sick people. For people living with HIV, this is quite literally a
matter of life and death. It is unlikely that the average Medicaid beneficiary (who already experiences

many barriers to receiving high quality care in the fee-for-service system) will readily adapt to this new

and even more complex health care environment Educating people about how to survive in this new

system is imperative.

Existing protections in the Medicaid law are insufficient because their enforcement relies on the

federal government's oversight of state Medicaid programs. While this relationship remains impor-
tant, it does not address the very critical relationship between a state Medicaid program and the

managed care organizations with which it contracts to provide health care services. Indeed, it is

through working with state Medicaid programs to influence the contracting process and to monitor

the implementation of managed care contracts that people living with HIV can have the greatest

impact on protecting high quality health care.

Io MAIN MEOtcAI MA"CI4AOC a^CoARl WORKIt AsAusPamIePpnUrqwt I
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INTRODUCTION

People living with HIV, and their advocates, can be proud of their history of activism in fighting for

acces to health carm We have shown a willingness to be vocal on Capitol Hill and in the streets to get

our community's health care needs met. With all of its shortcomings and limitations, we must value

Medicaid as the main sosurce of health care for most people with AIDS; we must continue the legacy of

direct involvement of consumers of health care services with policy makers and health care providers to

work toward an improved health care system; and we must rely on the history and expeiesnce of people

living with HIV to devise managed care systems that provide people living with HIV and other beneficia-

ties with high quality health care.

NATIONAL AssociATiom or PrOPLE WITH AIDS I
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In examining issues
related to Medicaid
managed care, agree.
ment was reached on
nine key consensus
points that can serve
to guide the actions
of people living with
HIV:

Medicaid managed care is increasingly becoming the reality for
people living with HIV. To protect high quality health care,_
It Is necessary to accept that managed care Is here to stay.

In talking about managed care for people living with HiV, it is very easy to focus only on the problems

that many people face in getting the services they need. It is understandable that some people respond to

this by advocating against managed care By looking at the factors that have caused public and private

health care programs to embrace managed care it is difficult to believe that any level of advocacy will

prevent health care from being managed. Over the past few decades, health costs have increased at a rate

of inflation greater than that of other goods and services. Our nation spends a growing portion of its

resources (when measured as a percentage of the gross domestic product) on health care, and we already

spend far more for health care per capita than any other nation.

We do not believe that working against managed care is a usefls strategy for protecting high-quality

health care for people living with HIV. Instead, we believe that people living with HIM, and their advo-

cares, should recognize the legitimate problem of unconstrained cost increases that managed care is

meant to address while also working strenuously to highlightthe problems of access to care that are often

made worse by managed care. We believe that people living with HIV and all Medicaid recipients benefit

when real improvements are made in the efficient delivery of health care services, and resources are

reinvested in expanding or improving health care services.

Accepting managed care as a reality-does not mean that people living with HIV must accept poor quality

or inadequate care. Rather, it means that the efforts of people living with HIV, and their advocates, should

be focused on learning how managed care works and on seeting ways to improve managed care pro-

grams. This should indude efforts to develop financing mechanisms that support the continued viability

MA "KIMO MEDICAIO MANAGED CARE WORK AnAtn 5efrPrenUitWs ia. me- lonRa far Po-ol. UlIA. .10 HIV
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of many of our current AIDS service organiiartons and the AIDS care infrastrucare that our community

has worked to build over the past fifteen years People living with HMV need to become sophisticated

participants in managed care programs in order to hold state Medicaid programs and Medicaid managed

care plans accountable for providing optimal quality care.

-iMEDICAID AND AIDS CARE |Sa.

Medicaid Is the nubeemost importn ear offctorsoondo sidse
health care p en ws or pe p e iv s of illness. in 1992-" 3. the om ma-
with Htin 1994, i d providd ay Midi caik AJIIa tifn gr iet o-
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Consumers must be partners with Medicaid programs mnd managed care

providers in the development and monitoring of managed care systems

serving people living with HIV.

Since the early years of the HIV epidemic, people living with HIV., and their advocates, have foughst for

access to health care aod have challenged the notion that patients are merely passive rceapients of health

care. Rather, we have pushed to help set the nation's researcs agenda; we have created agencies and struc-

tuae within oar own communities to provide health care; and within Ryan White CARE Act prograrnsa, we

have insisted upon formsalized roles foc consumer involvement. in order for Medicaid managed care to

meet the needs of people living with HIVt, beneficiaries of managed care programs must be invoived in all

aspects of thedcesign, implementation and monitoring of managed careprogransa.

NATIONAL ASSOCIATION or PEOPLE WITH AIDS I
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Some managed care organizations have historcally induded benefciaries on governing bodies or on

their boards of directors. Through participating in the governance of organizations, people living with

HIV have worked in partnership with managed care organizations. Consumer boards are another way for

health care plans to gain input from consumers or to receive technical assistance in analyzing issues. For
these boards to work effectively, however, they must be structured to expand their role beyond simply

advising and they must be given decision-making authority. In the Medicaid context, given that all ben-
eficiaries have low incomes, it is necessary for the managed care organizations to pay for the costs of

beneficiaries to participate on governing or consumer boards.

Consumer boards alone, however, are insufficient. Managed care programs must have well-articu-

lated grievance processes that allow beneficiaries to challenge denials of service or to complain about

inappropriate care. Additionally, states must monitor grievance patterns in order to identify and
correct on-going problems reported by consumers. States must also support ombuds programs or

consumer advocacy initiatives in order to monitor trends or identify and address newly arising ac-
cess or treatment-related concerns.

Furthermore, it is important to recognize that issues related to parity, indusion and representation of

people living with HIV disease are often difficult to adequately address. A lack of understanding of the

diverity of the HlV-affected communities can make it challenging for the mainstream health care system
to successfully address the needs of people living with HIV. This is complicated by the difficulties assod-

ated with seeking the participation of individuals whose health status frequently changes. People living

with HIV must insist upon being partners with stare Medicaid agencies and managed care plans. Wide-
spread participation of the HIV-affected communities and other beneficiaries must be a part of all ded-

sion-making processes regarding Medicaid managed care programs.

WHAT IS MANAGED C i

^rsagd M care nss#vr~dse Lcsgratinn .Managed ar. is~ Iwalsh ear. driHerIV
egds Iwir a.^ dtel ieskr. system qytentcitsr fr.,qsartiy rtikliln per'

,(wider sdd.zw os, aares, hos-> cngiafktdpaysss~essrarrsng2e.
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There is a huge need to educate consumers about managed care.

This education should address the unique needs of people livinq with HIV

and the challenges posed by managing HIV care.

In onder for people living with HIV to maximize the benefits of managed care, it is important that they

understand how this system works. Consumer education is needed to achieve the following five goals:

* Create Informed benefidaries. It is necessary to educate consumers about the features of man-

aged care and how best to interact with the system to get their needs met. This should cover basic

concepts such as how to select a health plan, how to select a health care provider, when and how

to seek out-of-network care, and how to grieve or complain about inadequate care or the denial of

health care benefits.

* Develop strong advocates. This goal involves educating people living with HIV and their advocates

about how the Medicaid program works and how managed care programs work. Advocates must un-

derstand basic facts about the structure of Medicaid, induding how the waiver authority functions

that allows states to create mandatory managed care programs. Advocates must also learn about the

Medicaid system in their state, induding identifying the key health care players such as federal, state,

and local officials and legislators, as well as other advocates.

a Clarify the distinctions between managed care sad fee-for-service health care and among man-

aged care plans. Consumers must gain a better understanding of basic principles of our insurance

system. Individuals must be provided information on how to function in a new Medicaid environ-

ment. A part of this indudes giving consumers information about how to navigate through the system

when experiencing difficulties with a provider or a managed care organization as well as how to make

choices when competing benefits are available from various health plans.

* Improve the evaluation and monitoring of Medicaid managed care plans. Under the fee-for-

service system, a key role for Medicaid advocates was to monitor the federal oversight of state Medic-

aid programs. lfconsumers were not receiving the health care services they needed, if poor quality care

was being provided, or if eligible individuals were being denied Medicaid benefits, pressuring the

federal government to exercise its oversight authority on state Medicaid-prgrams often led to

improvements. In the managed care environment understanding the relationship between the state

Medicaid program and numerous managed care organizations has become far more important in

order to protect high quality care. People living with HIV need to understand how this new system

NATIONAL ASSOCIATION of PEOPLE WITH AIDS l
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works and how they can push states to write strong and enforceable contracts with managed came

organizations Once contracts ate signed, people living with HIV and their advocatcs need to become

active in the monitoring and enforcement of the contracts.

Enconrage people living with HiVto fortm coalitions with other Medicaid beneficaries. Success

at protecting Medicaid for people living with HIV requires people living with HIV to form broadly

based coalitions. A managed care plan that is designed to meet the complen needs of people living

with HiV should also be designed to provide high quality care to other beneficiaries. Additionally,

people living with HIV should remember that Medicaid isbur nation's prinmary health care safety net

and through our strong and consistent advocacy we have the power to make this program better for all

who depend on it

ABOT APITTIONj

What is Capitation?

The basis for rmost current managed
care programs Involves paying for
health cam services with capitated ptay
nene5,as opposed to paying for health
core W a foe-for-service basis This fi
nanting change marks a fundhlnental
shift in the relationships bertween con-
sumeers payers and providers of health
care. Under fee-for-servkwe the payer
(in dhe hedicid context, dhis would be
the stcte Medicaid agency) is largely re-
sponsible for at financial risk should a
beneficoary become ill Capitated mnan-
aged cre sefcs to ,ave dhe payer roney
by utilizing the copikated payment to
transier some of the risk for health cor
costs from the payer to the health plan
or the indtileit beaith care provider.
Pinig for health car Involves risk be-
case there is no way of knoVwng hI ad
vwac how wmuhhalth care an individuial
witi require over a glw. time period.

How Does Capitation Work?

A capiktaed payment tI a payment rmad
to a provider on a per-memberi per-
month basiks This meas that a physician
or other provider would receive a pay-
ment every month for every petientthey
have In that managed core paai,' hether
or not the p2tient mes any health care
services, n agreeing to accept this pay-
men the provider is agreeing to as-
sume responsibitity for dhe health of her
or Ms patients. The caphated payment
from onc patient may not be sufficient
to tonr the health care costs of tdat
IndIvidual paten bypoli the calpor red
payments from every padetn, it Is antici-
pated diet the provider can pay for all
necessary health care expenses, as well
as receive a fair compensatiow for theIr
own services Thi Isintended te take
away: the Incentive in the fee-for-rse,
vice system to over prescribe health
care services for healthy people

TheortIcal Basis for Capitation

Ideaty capicotion will give the provider
the freedom to make health care deci-
sions In the best interest of the patient
it f patdent would like servkie th the
provider does not be eve Is medicalty
nercsary the providers own hi'onclal
risk creates an incentive to deny thi pa-
dent cue service, However, since a
providers costs increase if the patiant
becontes sick and requires more earen-
sloe or mwre eapesi health care ser-
vices, itshould not be in the Intrest of
the provider to densy necessary services.
This systen presumes that the provider
i5 esxperienetd and knowledgeabletabout
all typetof illruess,and Incapable ofWg
ing when heal a services can be
denied withoutInfltiing aderae efecra
on the patient.
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People fiving with HIV, and their advocates, need to take action at the state lmL

In the past problems with Medicaid could often be addressed at the federal levd. As Medicaid programs

adopt managed care systems, the importance of influenring the development of contracts between state

Medicaid programs and individual managed care providem (and monitoring their enforcement) shifts

much of the action to the state level. To protect the quality of their health carem people living with HIV

should take the following actions

1. Identify and join state-level coalitions or create new coalitions of people with disabilities, advocates

for children, the elderly and others organized at the state level who depend on Medicaid for their

health carm

2. Critically examine the status of Medicaid in a particular state, and set dear and specific priorities for

consuner involvement.

3. Learn who the key players are in a particular state and develop relationships with them.

I
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4. Develop and disseminate a brief guide of the Medicaid managed care issues to be addressed. This can

be used to encourage other partners to form a common agenda and can foster cooperation among

groups of advocates.

5. Devise an advocacy strategy that will support specific goals and priorities. Ihis strategy may involve

lobbying state legislators woridng with state Medicaid programs, writing letters to public officials.

and using the media to raise public awareness of specific goals.

Across the nation, states re seek-
ing federal waivers (.enspeos frnm
pares of Tide XK the federal Med-.
Itad satute), to mandatorily enroll
Medicaid beneficiaries tntr managed
care. Since January 1993, *le federal
Health Care Financing Adninisra-
don (i4CFA) has given 13 scates per-
-issisaon to enact smewide Medic-
aid de msvetou projeas, 19 scanes

-haw been ginted wahivers as Par
0o r rbrnrprograms.

a n n b s a , w aive rs h ave b ee n
granted.

The foillwing stes have received
app*noval to enact scatewide Medic-
aid demnonstation projects thats
would place people wit AIDS in
nandatory managed car prsgrams
Hawaii, 1inoi (aperoeed, butm nor

:bimpietnenred) Kentucky (aprved.
but not impieminted4 Minnesota.
Ohio (tepiemented in Jly 1996).
Oregon, and Tenessee.

Since 1994. the Health Resources
and Services Administration (HRSA)
bas awarded Igrats usder the Ryn
White Speciil lrajecrs of Naional
Significance (SPNS) prgras to wP-
porrhe grantees to eio e de-
veloprennt of new odiels of HI-
care within the managed onreenvi-
ronment funded iirojets indude:
AIDS Heaithcare Foandntion (Los
Angeles, CA);East BoitoN bor-
hood Hie"r Cener (C a, Re-
v ere fist B~oston and Winthrop.
MA); ;Jobns Hopkin inlversity

*Sdsoo of Medicine 04taorer MD);
Nesovit AIDS ins5: r(New York
Smre);and the~atsgltar ae ancin
tines-losAnples%(Los. A .CA

tausctt~ss Health CGre financinig
Ad *si atiOn ,, 1 56, and isues

sadSera t -girs enr yJ.iKaiser Fans-
Siy Foundation and the Health Re-
sources and Serices Admntistra-
tion. 1996.

. . MAKINC MEDICAtO MlANAGED CARE IIORK AsAre lnIPee. U ilws i
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The HIV epidemic disproportionately Impacts many so-calied special populations.

To successfully meet the needs of people living with HIV, the requirements of
people of color, gay men and lesbians, substance users, people with hemophilia,
persons In need of mental health services, and Individuals from traditionaily
underserved communities must be an Important component of any

managed care program serving these Individuals.

Communities hardest hit by the HIV epidemic often have been labeled as 'special populations.' How-

ever, these so-called special populations are in fact our neighboes, our families, our friends, our dients.

and even ourselves.

Too often, the needs of specific groups of people have been treated as an afterthought for many health

care plans In other words after health care plans have established their core set of benefits, they then

tacs on a supplementary (and often inadequate) package of programs to provide mental health, sub-

stance abuse treatment, transportation, and other supposedly ancillary services. In reality, these services

are essential to the health and well-being of people living with HIV.

These supplementary programs are problematic because the services offered are often underfunded

or barriers are erected to limit the use of these services. They are usually not made equally available

to all beneficiaries who need them. Generally, the seavices are also not coordinated sufficiently with

other benefits.

In providing HIV care it is important to understand that all people have some sort of special need. Only

plans that seek to coordinate all services, including non-traditional health are services and enabling

services, such as transportation, win be able to effetively serve people living with HIV.

NATIONAL ASSOCIATION OF PEOPLE WITH AIDS I



703

ICONSENSUS FOR ACTION]

ILISTENING TO THE CONSUME - I
1S, .- .;i : . . .U.. B.

The "we A frnon tore to t cceeis G . "e '
' olei n peebde Mvg widi' Isci eyd be. tn * fmpre

den opoe utea ailiitytoJlzan t an ducaediheIt , m

rmeet thee n need of p~dits dp bee1irfea pr kactlty

ford Minor canT t wat As nugsscaaw id

fo cu'ie.isa~md~etml tohe dahngee sh sae~tedi e

w :*ibiytkee ei0

"As wpersonlhingwt I h sas

a phr wstfs beeohii, e a eape tdt

pay- so a prcedur or service) a h, ui r are he
othr managedw car e : I prcicsthon e ri ns 4'ena-

lead to a delay *r dwW fa cwe.T neooft eas mn i o e

f~~~~m For :.T00 rse~zhin, dX~>

r" Wt is wa ,aed a modate ts her ds'gwhn shereaces5
fperson Wit hetedop alo. Bat when Ish eOd
hve a, epiode, i can't -wat for a fi- ea n tk m ao rder
day ci:N. ea inr anIefecato coul die i w he
ing for somebody no p " t i f a vesih d

aha ndgtyurseicn. har to aW j oE; incecrdd' lo- the ero edj
hav my :sdcs wit .e AU. oo opf ~ s ptheg,~xrc

o trea inme l or I; suer sh e ha e r que tici who

pr.ctiner arras e aeds or-
crvsn en ds.Grceh*i( s te is
peramaco egdfrf aradme
"ecsorwto ws~lP~ i

so cmpl orpoeatn

hwe norctsaae ehat ase

sangof specialst pr mdr omeetleha
- neds ofppelvevlh Iwolo.

MTycs~s walcrne,

MAKINC VIDICAtD MANAOEO tAtE WtORK ArAta 10trPaS ssest I

ol I

'J, I
I f

dI
w i

I

I i

i

A. A~tlI Pt. lfp P.O.e UW"ith HIV



704

|CONSENSUS FOR ACIION

NATIONAL ASSOCIATION OF PEOPLE WITH AIDS



705

[6
People living with HIV, and their advocates, must push Medicaid programs

to more effectively monitor and evaluate managed care plans.

This Includes using outcome measures related to HIV care and working

to establish feedback loops to enable managed care providers to learn

about and correct problems In the delivery of health care.

As managed care organizations focus increasingly on cost containment, people living with HIV need to

be at the forefront of efforts to create new monitoring systems and enforcement mechanisms to ensure

that individuals receive a broad range of services. Consumer surveys and practitioner surveys are impor-

tant tools that managed care organizations should use to gain information about positive and negative

aspects of their health care deivesy program.

A key priority for people living with HIV is the development of specific health outcomes that can be used

to measure the quality of health care within a plan. Unfortunately, one of the problems experienced by

many Medicaid managed care programs is that the sctaes' own information systems are often antiquated.

As a result, stare Medicaid programs do not even ask for the type of information that is needed to com-

pare the performance of health plans or to identify problems in the deliverrof health care. This problem

is exacerbated by gaps in data provided by plans and lack of sufficient infrastructure, induding staff and

resources, to review data that managed care organizations provide to state Medicaid agencies.

TYPES OF MANAGED CARE ORGANIZATIONS|

Hany types and variations of managed rare or-
ganrittaon currently exist. Whfle strccture may
varyc nile o dte kpy gLs35shlng factors among
managed rare organlataions is thc level risk
they sasume for providing health care services

Mo Iisk: Primary Car Case Manage-
ment Organizations (PCCMs) often con-
tract directly with a stnce Meditcaid program to
serve as the gatekeeper. They monitor and
approve virtuamly all cowed services, and arm
paid on a fee-forservice basis They generally
assume no risk for the provisio of health care
services.

Uraited-Risitz Prepald Health Plans
(Psfn) etdier contract on a p"epid capltd-
risit s to provide a specific set of services
Almlted risk) or they contract on a non-risk

basis. One type of PHiF arraegement Is for an
organization to sign a contract widi tie scete
to accept a capictaed payment from the rtate
Medicaid program to provide only ambulatory
care servicesmA maiijid care oirganitzation is
coniidered to be at limited risk if It is not re-
quired to provide comprehensive servIces, but
its risk is limited to a defined set of benefits-

Full-Riska Health Maintenance Orgiani-
xastions (HMOs) are hilly crpitated, These
mtanagd care orgarniadons are paid a permem-
ber, per-month fee ii exchange for providing a
comprehensirxecange of services. These pians
are considered full risk because they are respon-
sibie for delivering all medicallynecessary services.

sosuic Medicad Foads, The Kaiser Conmnmi(lon
on dhe future of Medicaid, i996.

I MqASSING MSEDICAID MANAGED CARE WOOit rn A in Pa o a e.L O leii
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People living with HIV must be active In setting priorities for the
design of managed health care systems.

In order for any managed care program to provide high quality HIV care it must have in place structures
that enable it to articulate what should be happening in the delivery of health cart assess what is really
happening, and fix any problems.

Putting in place strong access standards and dinka] guldelines are important ways to tell the man-
aged care organization what it should be doing with regard to HIV care. Access standards should cover
issues such as normal waiting times for an appointment, the maximum distance a beneficiary must travel
to seek care, standards for the number of in-network specialists b-ver a broad range of medical disciplines
that a plan must keep as a proportion of the enrolled population, and time limitations within which a
plan must resolve any outstanding consumer grievances.

The standard for high quality HIV care is changing rapidly. New treatments and treatment protocols are
becoming available every few months, and each new day brings an increased understanding of how to
use drugs and other therapeutic tools to maintain health. Access standards define what kind of care a
plan must deliver. These standards must be seen as an evolving floor, or a minimum level of care that a
managed care organization is expected to providet People living with HIV, and their advocates, should
always work to raise both the ceiling of what level of HIV care is optimally possible and the floor of what
minimum level of care is expected for everyone.

NATIONAL ASSOCIATION OF PEOPLE WITH AIDS I

l



707

Clinical guidelines are specific recommendations that a plan makes to a provider regarding what consti-

tutes high quality HrV care They indude recommendations for assessing when it is necessary to refer an

individual to a specialist when a provider should recommend prophylaxis for opportunistic insfections,

when to offer antiretroviral therapy, when to switch regimens, and when to provide diagsostic services

such as viral load testing.

In order to know what is actually happening within a managed care organization, sophisticated manage.

mert Infurmzation systras are necessary. Management information systems involve setting up record

keeping systems that enable a managed care organization to track the composition of iu beneiciaries,

the seavices they are receiving. which services are costing the most money, and assess the ultimate impact

on the health of the beneficiaries of various treatment options.

Once a monitoring system has been developed, and expectations have been established for what a

managed care organization should be doing. proceas and outcome measures help to track what is

happening. Process measures look at issues such as how often a beneficiary is offered a specific

A MODEL MANAGED CARE PROGRAM

The Comumsanty MedicalA~ilance, Butn,M4A

Since 1989. the Cormmunity Medical Alliance (CMA4 rian
operated a rmnaged care program for people w+ht secuen
phsiai) disabllties. in iS9, this program was esipanded
to cover people with A WhereaS most masaged Wre;
program seek to avotd peaple Ifving with Wd's nd other
high cosc benelicaHnies, CMA has actively recruitd people
withAlDS- -

CMAs nmod Of care In based on using tams fnoe
practitioners and physicians to coordimvts and provide pril-
marrand acute care services.CKA receives dsree (p0leted
rates from Iassachusetr Medicid.Oe re tomes people
In theatvnced-atage AIDS program and in the ^ighest
PVysset.The nextirace covers peopii In cthesevere plsyst-
cal disabilty program, which primarily covers People with
qradripiegia. he third payment re is for- any Medialdt
reclpleac with a disabilIty weho does isot qualify for One of
the oisr two rate, ncluding sme people lvn wIth Hk

MAKING MEDICAID MANAGED CARE WORK | An Aatiae Plan In P-epo - trq wIth HIV
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service For example paeumocyntis carinii pneumonia (PCP) is one of the most common opportu-
nistic illnesses experienced by people living with HIV, despite the fact that most cases of PCP are

easily preventable with low-cost antibiotics. An important process measure that can shed light on

the quality of HIV care within a plan involves how often or when an HIV positive beneficiary is

offered PCP prophylaxis. These types of measures are useful in indicating whether or not appropri-

ate services are being routinely provided.

Outcome measures are more difficult to assess, but are often more useful than process measures
They are designed to indicate if the health care intervention has resulted in improved health. An

example of an outcome measure in the case of PCP would be information that tracks how many
people living with HIV within a health plan are hospitalized for PCP. A managed care plan that can

-show that its H1V-positive beneficiaries are hospitalized with PCP less frequently than benefictiaies

in another plan (at a comparable stage of disease progression) can use this to argue that it is provid-

ing higher quality care. This type of measure is also useful for indicating the relative effectiveness of

different types of interventions.

NATIONAL ASSOCIATION OF PitOI WITH AIDS I
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Once a comparison is made between what should be happening in a managed care plan and what aca-

ally is happening it becomes necessary to change practices and procedures. Filing a grievance is one

important way for an individual consumer to address shortcomings in the delivery of their health care.

A grievance is a formal complaint that a beneficiary may file with a managed care organization or with

the state Medicaid agency.

For example, if a beneficiary has been told that the managed care organization will not pay for them

to receive viral load testing the beneficiary may argue that this test is necessary to establish a baseline

of their immune functioning from which ti munitur tre piogression of thelr illness and the effec-

tiveness of treatment. They can look for studies to show that such a test is the current state of the act

in asestsing disease progression. Complaining can force the managed care organization to review its

decision not to provide the viral load test In many cases, this can lead to a reversal of the previous

denial of the service.

Another approach to solving problems in the managed care system is to establish an ombuda program.

An ombudsperson is someone either inside or outside of the managed care organization (preferably

outside of the organization so that they are completely independent of the health plan) who re-

ceives grievances and attempts to work with both parties to resolve a grievance. In many models, the

ombudsperson often functions as a benedciary advocate. Many advocates have recently shown a

renewed interest in ombuds programs.
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E . | CONSENSUS FORACTION

People living with HIV should strive to work with state Medicaid programs

and managed care plans to create Incentives that reward the beneficiary,

the provider and the managed care plan for Improved health.

We are crrently living in a time of considerable optimism that our nation's investment in biomedical

research has begun to pay off with a series of new drugs (protease inhibitors and other antiretrovirals)

that show great promise in successfully treating HIV disease. This has caused many people living with

HIV to consider a whole range of new possibilities. Improved health due to these therapies could even

permit some people who were previously disabled to return to work

Due to the nature of our health care system, and the fact that most adults with AIDS only qualified for

Medicaid coverage once they were too ill to be 'gainfully employed', the new treatments could be so

effective in restoring health that they make the individual ineligible for Medicaid. This could threaten

access to the drugs that are necessaty to maintain their newfound vigor. One of the main features of

managed care is that physicians and other providers who receive a capitated payment are at risk for the

cost of their patient's health care An important advocacy goal must be to ensure that Medicaid managed

eare programs are designed such that people living with HIV, their health care providers, and their man-

aged care organizations all benefit from the individual becoming healthier.

NATIONAL ASSOCIATION OF PEOPLE WITH AIOS I
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People lving with HIV, and their advocates, must advocate for managed care

programs that provide high quality care uniformly, despite barriers to

accessing care such as language, geogratphy and dlsability status.

A concern about Medicaid managed care is that not all beneficiaries are situated to speak up when they

experience difficulties in getting the care they need. Because of the ways in which managed care changes

many ofthe financial incentives in the health care system, Medicaid must strengthen the existing mecha-

nisms to ensure that all beneficiaries are treated uniformly and fairly.

A CRITICAL ISSUE: FOCUSING ON THE MANAGED CARE CONTRACT

Neva iKay. is the Operatirons Manager at the National
Academy forSae Health Policy, an ora; anldon h clot
provides tednilcal assistance to'saate MedicaId pro.
grans. Previously, she, ias also worked In dhe Medic-
:id Adminise4l1ou ianwiseionsinm
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CONSENSUS FOR ACTION _

Under Crmnt Medicaid law, all Medicaid services must be provided without regard to the diseaae status

of the benefidaay. Other provisions of the law require all services to be provided statewide and insist that
the services that one type of beneficiary receives must be comparable to those that another receives. Still

other provisions of the Medicaid law guarantee beneficiaries all medically necessary services.

It is important to recognize that great variations in language, culture geography, and other factors eist

that have the potential to divide the AIDS community. Howeve& high quality health care for any benefi-
ciary is threatened unless high quality health care is ensured for all beneficiaries. Therefore, an important

goal of our advocacy must be to ensure that all people are treated fairly in Medicaid managed care pro-
grams and that all people receive the high quality health care that everyone deserves.

NATIONAL ASSOCIATION OF PEOPLE WITH AIDS I
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I~ Glossary of Terms

Benefidary - Person who has Medic-
aid coverage

Capitated Payment - Payment to a
physician, hospital, or other provider
made on a per-member (of a health
plan) per-month basis, whether or not
the individual uses health care services
during that month.

Carve Out- Practice of excluding spe-
cific services from a managed care
organization's capirtaed rate. In some
instances, the same provider will still
provide the service, but they will be re-
imbursed on a fee-for-service basis. In
other instances, carved out services will
be provided by an entirely different pro-
vider Because of greatvariations in cost
from one patient to the next, HIV care,
mental health services, and substance
abuse treatment are types oCrervices
that are often carved out. -

Co-Payment - A fixed fee that the
beneficiary must pay out-of-podcet each
and every time they access a particular
health care service.

Deductible -The amount of out-of-
pocket expenses that a beneficiary must
pay before the insurance plan will be-
gin to cover its share of the health care
cost& -

Fee-for-Sersice -The traditional style
health delivery system in which a ben-
eficiary can choose their own provider
and the insurance company is respon-
sible for paying a specific portion of the
fee for each and every service.

Fortnulary - A list of drugs that an
insurance company or managed care
organization agrees to provide to
their beneficiaries, when prescribed
by their health care provider. Drugs
not on the formulary are not covered
by the health plan. The use of formu-
lanes is a cost-containment strategy
employed by some managed care or-
ganizations to limit access to high-
cost medications. -

Gag Clause - A provision of a con-
truact between a managed care organi-
zation and a health care provider that
restricts the amount of information a
provider may share with a beneficiary
or that limits the circumstances under
which a provider may recommend a
specific treatment option.

Gatekeeper - A person employed by
a managed care organization (generally
a primary care physician or a case man-
ager) responsible for monitoring and
coordinating a beneficiary's health rare.
This individual must pre-approve spe-
cific services and referrals to specialist
providers in order for the managed care
organization to accept responsibility
for paying for the care provided.

Grievance - A complaint about de-
nialofcare, inappropriatecare orother
problem that is lodged by a beneficiary
against their health care plan.

Group Model HMO -A type of health
maintenance organization that oper-
ates a dosed network of providers who
are generally paid on a salaried basis.
Unlike a staff model HMO, all of the
health care providers are not located in
one facility or clinic and the HMO gen-
erally does not own their own health
care facilities.

Health Maintenance Organization
(HMO) - The oldest and most com-
mon form of managed care organiza-.
tion in the United States. HMOs are a
health are delivery system that accept
a pre-paid premium and provide a spe-
ctfic set of benefits and services, gener-
ally through a dosed network of care
providers. (For specific types of health
maintenance organizations, see also -
Group Model HMO, Independent Prac-
tice Association, and Staff Model
HMO).

Independent Practice Association
(IPA) -A type of managed care orga-
nization in which beneficiaries may
select from among a list of in-network
providers. Providers accept an estab-
lished capitated payment, but are free
to accept patients from more than one
managed care organization.

Insurer - A person or organization
who receives a premium in exchange
for agreeing to provide a certain set of
benefits, should an adverse event (such
as illness) occur.

Managed Cas - An approach Lo the
delivery of health care that seeks to in-
tegrate the medical care delivery system
(physicians, hospitals and other service
providers) with the insurance system
that finances health care.

Managed Cre Organization (MCO)
- A health plan that seeks to manage
care. Generally, this involves contract-
ing with health care providers to deliver
health care services on'a capitated (per-
member per-month) basis. (For specific
types of managed rare organizations,
see also Group Model HMO, Health
Maintenance Organizaihon, Indepen-
dent Practice Association, and Staff
Model HMO).
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MedIcaId -A health care program that
is jointly operated between the federal
and state governments to provide health
care to specificcategories of low-income
residents - cash assistance recipients,
persons with disabilities, and the eld-
erly who require long term care.

Medicaid provides health care
benefits to more than 50% of all
adults with AIDS in the United States

vwho generally qualify on the basis of
disability). Additionally, more than
90% of all children with HIV disease
depend on Medicaid for their health
care. Most of these children and their
parents qualify for coverage because
they also receive cash assistance.

Please note that federal welfare
reform legislation was recently en-
acted that eliminates the Aid to Fami-
lies with Dependent Children (AFDC)
program and replaces it with a new
type of cash assistance program, called
Temporary Assistance for Needy Fami-
lies (TANF). Nonetheless, children
and their parents who would have
qualified for benefits under the old
AFDC program remain eligible for
Medicaid benefits.

Another important source of Med-
icaid coverage for people with AIDS is
the medically needy program. Medically
needy persons are those individuals
who meet the disability requirements
for Medicaid, but whose income is too
high to automatically qualify for cover-
age. Persons may also spend down into
the medically needy category whereby
they spend their own resources to pay
for medical care until their income mi-
nus their medical expenses would make
them eligible for coverage. Although
states are not required to opeate medi-
cally needy programs, 36 states cur-
rently do.
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Risk Adjustment - A statistical
method of paying managed care orga-
nizations different capitated payments
based on the composition and relative
healthiness of their benefidaries. This
proedure would generally compensate
providers of HIV services with a higher
capitated payment than providen of
other (often less costly) health carc ser-
vices.

Risk Cotrldor - A financial arrange-
ment between a payer of health care
services, such as a state Medicaid
agency, and a provider, sudh as a man.
aged care organization that spreads the
risk for providing health care services.
Risk corridors protect the provider from
excessive care costs for individual ben-
eficiaries by instituting stop-los pro.
tecdons and they protect the payer by
limiting the profits that the provider
may earn.

Risk Sbhrlng - A financial arrange-
ment between health care providers,
managed care organizations and an-
other entity sudh as a state Medicaid
program in oeder to spread the risk of
providing health care services. This type
of arrangement is often employed to
protect providters and managed care
organizations serving chronically ill
individuals (such as people living with
HMv) from financial insolvency.

Spedalty Gatekeeper - A health care
provider within a managed care orga-
nization with expertise in HIV care (or
a specific area of medidne) who makes
decisions regarding referrals to other
providers and when it is necessary to
provide specific health care services. For
persons living with HIV, it is particu-
larly important to have the designated
care coordinator experienced and
knowledgeable in treating HIV.

Staff Model HMO -A type of man-
aged care organization that hires its
own doctors as salaried employees, and
generally owns its own clinics and
health care facilities.

Standing Referral - A referral to a
specialist provider that coven routine
visits to that provider. It is a common
practice to permit the gatekeeper to
make referrals for only a limited num-
ber of visit (often 3 or fewer). In cases
where the medical condition requires
regular visits to a specialist, this type of
referral eliminates the need to return
to the gatekeeper endh time the initial
referral expires.

Stop-Loss Insurance - A type of
insurance that managed care organiza-
dons purdhase to protect against exces-
sive costs associated with a few high-
cost beneficiaries.

Utilization Review - A management
technique designed to reduce unneces-
sary health care costs or to ensure that
the least costly care option is provided.
Utilization review can include. pre-cer-
tification which requires the ap-
proval of a managed care organization
beforea tpedfic health care service is
provided; case management whidh in-
volves designating a nurse or other
employee to monitor and coordinate
the care that a patient receives; or im-
posing second opinion requirements in
whidh a second specialist must agree
that a specific health care procedure is
necessary before the managed care or-
ganization will agree to approve the
expense. Various utilization review
tedhniques can take place at different
stages in the delivery process (i.e. be-
fore during and after a service is pro-
vided).

Walver - Approval that the Health
Care FinandingAdministration (HCFA.
the federal agency that administers the
Medicaid program) may grant to state
Medicaid programs to exempt them
from specific aspects of Tide XJX. the
federal Medicaid law. Most federal
waivers involve loss of freedom of
choice regarding whidh providers ben-
eficiaries may use, exemption from re-
quirements that all Medicaid programs
be operated throughout an endre state,
or exemption from requirements that
any benefit must be available to all
classes of beneficiaries (whidh enables
states to experiment with programs
only available to special populations).

The federal government has only
granted waivers in cases where the pub-
lic has had an opportunity to provide
input, and where the waivers are de-
signed to protect both access to and-
quality of care

Medicaid waivers have been used
to allow states to mandatorily enroll
Medicaid beneficiaries into managed
care. Some of these waivers have used
mandatory enrollment into managed
care as a means of expanding Medic-
aid coverage to uninsured groups of
individuals.
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APPENDIX B

Resources

NAPWAserves as the voice of all people living with HIV. NAPWA conducts policy

analysis on Medicaid, Medicare, the Ryan White CARE Act and the private health

insurance market and also operates an information and referral program for in-

dividuals seeking information on health care and other services available in their

own community. The following organizations are also engaged in various projects

and activities related to Medicaid managed caue:

Henry 1. Kais"r Family Foundation
2400 Sand Hill Road
Menlo Park. CA 94025
PHONL (415)854-9400
FAx (415)854.4800
WEB srrE. http://wwwkfforg
PUBUCATION REQUESTLUNE.

(800)656-4KFF
FAX nAcK: (888)KFF-AIDS

The Kaiser Family Foundation, based
in Menlo Park, Califoraia, is an inde-
pendent national health care philan-
thropy and is not associated with Kai-
ser Permanente or Kaiser Industries.
The Foundation's work is focused on
four main areas: health policy, repro-
ductive health, HIV, and health and
development in South Africa.

AIDS Action Councdl
1875 Connecicut Avenue NW,

Suite 700
Washington, DC 20009
PHONE. (202)986-1300
FAK, (202)986-1345
tMAIL HN3384@handsnetorg

AIDS Action provides federal-level
advocacy and policy analysis on Med-
icaid, Medicare, managed care, and
other health care access issues for

_people living with HPV and AIDS.

AIDS Housing of Washington
2025 First Avenue, Suite 420
Seattle, WA 90121
PHONE. (206)448-5242
FAx (206)441-9485
E.MMiL HN3836@handsnetEorg

AIDS Housing of Washington offers
technical assistance to AIDS housing
and service providers on housing
operations and planning issues, licens-
ing, and developing partnerships be-
tween housing and service providers.

AIDS Policy Center for Children,
Youth and Families
918 16th Street, NW
Washington, DC 20006
PHONE. (202)785-3564
FAX (202)785-3578
E-MAIL APCCYF@aol.com

The AIDS Policy Center provides
technical assistance on the Medic-
aid managed care process with spe-
cial emphasis on issues affecting
children with HIV.

NATIONAL ASSOCIATION OF PEOPLE WITH AIDS
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Amerleass Psychological
Asaocation
Public Policy Office
750 FustStreet. NE
Washington, DC 20002-4242
PHONR: (2021336.6068
FAX (202)336-6063
E-MAIL igp.apa@email.apa.org

The American Psychological Associa-
tion provides federal advocacy and
policy analysis on MedicaidL-edicare,
health insurance reform, and other
health care access issues affecting
people living with HIV. Special empha-
sis is placed on advocating for the men-
tal health and substance abuse treat-
ment needs of vulnerable populations.

Center on Budget and Policy
Priosties
820 First Street NE, Suite 810
Washington, DC 20002
PHONE. (202)408-1080
FMA. (202)408-1056
E-mmAL center~center.cbpp.org/

HN0026@handsneaorg

The Center on Budget and Policy ri-
orities provides research and policy
analysis on a broad range of budget and
policy issues, with an emphasis on
those issues affecting low- and moder-
ate-income Americans. The Center has
done extensive analysis of the fiscal and
policy impact of various proposals for
Medicaid reform.

Families USA
1334 G SUtE NW
Washington, DC 20005
PoHNE (202)628-3030
FAr. (202)347.2417
Et-MAI info~familiesusa.org

Families USA provides technical assis-
tance, policy support, media training
and organizing support to state-level
Medicaid managed care efforts.

Gay Men's Health Crisis
129 W. 20th Street
New York NY 10011
PHONE: (212)337-3342
FAX: (212)337-1220
E-MAtL susand@gmhclorg
Gay Men's Health Crisis produces
waiver analysis documents, briefing
papers on managed care and people
with AIDS, consumer education on-
managed care for people with AIDS,
and has helped to draft a Managed Care
Bill of Bights.

Health Care Finandng
Administration (HCFA)
7500 Security Boulevard
Baltimore MD 21244-1850
PHONE- (410)786-3000
E-umALn Question@hcda.gov

HCFA is the federal agency that admin-
isters the Medicaid program.

Health Resourcea and Servies
Adinistratiun (HRSA)
Center on Managed Care
5600 Fishers tane
Rockvile MD 20857
PHONE, (301)44340863
FAX: (301)443-1551

HBSKs Center on Managed Care works
to ensure that H RSKs programs and the
vulnerable populations they serve are
active and knowledgeable participants
in managed care systems. The Center
offers a coordinated program of tech-
nical assistance, training, evaluation
and interagency coliaboration. HRSA
HlV/AIDS program staff also review
and provide comments on Medicaid
waiver applications.

HousIng Works (Albany Office)
247 Lark Street. First Fioor
Albany, NY 12165
PHONE (518)449-4207
FAX. (518)449-4219
Et-Msn mltink@ir netcom.com
Housing Works provides advocacy and
policy analysis on Medicaid and man-
aged care issues in New York City and
New York State Spedial emphasis is
placed on articulating the health care
needs of homeless and formerly home-
less people with AIDS.
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Medicaid Working Group/
Boston University School of
Public Health
441 Stuart Street, Sixth Floor
Boston, MA 02116
PHONE- (617)437-1550
FAX: (617)437-0031
E-MAIL tcarol@bu.edu

Thc Medicaid Working Croup provides
training education and technical assis-
tance to states, providers and consum-
ers on managed care for people with
disabilities. Technical assistance in-
dudes Medicaid contracting rate-set-
ting benefits, provider networks, and
quality standards.

National Academy for State
Health Policy
50 Monument Square, Suite 502
Portland, ME 04101
PHONE: (207)874-6524
FAX. (207)874-6527

NASHP serves as a technical resource
center for states. It acts as a dearing.
house for best practices, as well as pro-
viding direct technical assistance to
state policymakeas.

National Health law Program
.2369 South. a Cienega Boulevard
Los Angeles, CA 90034
PHoNE, (310)204--6010
FAXt (210)204-0891
E-mAIL nhelp@healthlaw.org

NHeLP is a national public interest law
firm with extensive Expertise related to
Medicaid and managed care. NHeU
has produced managed care consumer
education materials and has anaylzed
state Medicaid waivers,

National Minority AIDS Counnul
1931 13th Street, NW
Washington, DC 20009
PHONE- (202)483-6622
FAX. (202)483-1135
E-MAIL NMACI@aol.com

NMAC provides policy analysis and
advocacy on Medicaid and managed
care and its impact on people with
HiV.

,Northwest AIDS Foundation
127 Broadway East, Suite 200
Seattle, WA 98102-5786
PHONE, (206)329-6923
FAX: (206)325-6923
E-MAIL STEVEJ@sisna.com

NWAF provides state and.federal ad-
vocacy efforts on Medicaid and man-
aged care, as well as other health care
concerns of individuals living with
HIV/AIDS.

Project Inform
1945 Market Street, Suite 220
San Francisco, CA 94103-1012
PHONE- (415)558-8669
FAXt (415)558-0684
E.wttA Pinformthooked.net

1Project Inform provides information
to consumers and advocates for
people living with HIV. Project In-
form also advocates on issues related
to Medicaid and managed care.

San Francdoco AIDS Foundaton
P. O. Box 426182
San Francisco, CA 94142-6182
PHONE- (415)487-3000
FAX. (415)487-3089

SFAF engages in San Francisco County-
level advocacy on Medicaid and private-
sector managed care, as well as advo-
cating on the state and federal levels

Texas AIDS Network
P.O. Box 2395
Austin, TX 78768
PHoNEt (512)447-8887
FAX: (512)447-IllS
E-MAL. tan@global.org

Texas AIDS Network advocates on be-
half of people living with HiV in Texas.
This indudes working at the state and
federal level on issues related to Med-
icaid and managed care
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Misroudi Prevention/Care Collaboration Task Force
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Great Falls, Montana
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FAMILY"7OICES
A national grassroots nerwork of families and friends speaking

on behalf of cbildren with special bealtb care needs.

Report on the Family Voices Managed Care Survey

in.Atlanta, Denver, Des Moines~and Seattle

Background

Family Voices is a national grassroots network of more than 12;000 families and

friends concerned about children with special health care needs, i.e. children who have a

greater need for health care services.than most children. Our members are a diverse

group, representing children with a wide variety of health conditions, from many cultures

and backgrounds living in rural, suburban and urban communities across the United States.

Because their children depend so much on health care to lead safe and happy lives, our

families have extensive experience with what works and what doesn't in health care for

children with special needs. Our members are active at all levels of health care systems,

serving in many capacities from volunteers to paid staff in hospitals, health care plans,

state Title V Children with Special Health Care Needs Programs and state Medicaid

Agencies. -Many members serve on local, state, regional and national committees working

on managed care and health care systems changes.

Family Voices believes that a strong consumer voice will promote services that

meet consumer needs, facilitate access to appropriate care for vulnerable children, and

overall, lead to better quality of care. While there has been rapid movement of many

families into managed care in both public and private sectors, there is little information on

how these managed care plans meet the special needs of children with disabilities. We

believe, in principle, that managed care has the potential for strengthening and

coordtating essential services for children with disabilities. This will only be achieved,

however, by enabling the families who face the day-to day demands of navigating complex

systems of care for their children to give direction and. feedback to the systems that serve
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their children and to participate in substantive ways in program and policy development as

managed care products are designed and implemented.

To this end, in October of 1995, Family Voices began a one-year project, funded

through the Annie E. Casey Foundation, that included surveying members of families with

children with special health needs in four selected cities: Atlanta, Denver, Des Moines,

and Seattle about their experiences with their health plan.

Survey Design

The survey was designed as a tool to give feedback to the health care system from

families of children with special health needs and to inform program and policy makers

about families' perspectives in this time of rapid change. We wanted to gather information

from families with children in both managed care and non managed care plans in order to

establish a baseline of information about children with special health needs and how

families view these children's health coverage.

In the Spring of 1995 Family Voices developed and distzibuted a draft

questionnaire at an annual national training conference. This pilot asked questions which

reflected the numerous concerns Family Voices staff were hearing from families across the

country about their children's health care coverage. The survey was completed by 43

Family Voices State Coordinators, recognized family leaders. The family responses

provided interesting information from a small number of families about how health plans

were addressing the needs of children with special health needs. Insight gained from that

pilot helped to shape the questionnaire used in the Casey study.

Family Voices worked in cooperation with New England Serve to develop a joint

questionnaire to tbeused by both groups. This second questionnaire was designed to

gather information from families regarding their child with special needs' use of health

services and their satisfaction with 52 specific health services and delivery characteristics

of their child's health plan. Children with special needs were broadly defined for this study

as children who had health needs greater than those of normal children of a similar age.

Questions were asked about their limitations of physical function, activities of daily living

or social role in comparison to their age peers, as welt-their needs for special health

services. Demographic information including race, socio-economic status and education

2
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was included. A telephone number was provided for respondents to call in case they had

any questions.

Distribution of the Questionnaire

Coordinators in each of the four cities distributed the questionnaire to families in a

variety of ways. The majority of questionnaires were distributed by mail through family

mailing lists and through cooperating programs, although other methods included leaving

questionnaires in specialty and hospital clinics with drop boxes for questionnaire return,

and distributing questionnaires at family meetings, in community meetings, and in person.

In a few cases, questionnaires were completed through a telephone interview. It is difficult

to report the return rate, since the methods of distribution varied widely and we are

uncertain how many surveys were distributed.-

A total of 330 surveys were returned by the time of data analysis, of which 323

were determined to be from families with children fitting our description of children with

special health care needs; 104 from Seattle, 117 from Atlanta, 52 from Denver and 50

from Des Moines. The sample of families was not selected in a controlled manner.

The Results of the Survey

Who were the Families Responding?

The Family Voices surveys reached a diverse group of families, as shown in Table

1, with variations by site roughly representative of the composition of the different cities.

Household incomes reported were from every category, with 36% of respondents overall

indicating incomes under S30,000. One quarter of respondents reported having a high

school education or less; another 21% reported "some college." A small percentage of

respondents responded that their primary language was not English.

The highest percentage of families responding had health coverage for their child

through the parents' employment (63%). Twenty eight percent of the families responding

received coverage for their child through Medicaid and another 3.8% reported coverage

through other state supported plans. In more than a quarter of the families responding,

the child qualified for SSI Families were asked whether the health insurance they had for

their child was either a Preferred Provider Organization, a Health Maintenance

Organization, the child was not in a managed care plan, or other. The majority of the
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families responding had children covered through some form of managed care plan (65%),
while 15% reported that their child was not in a managed care plan and 19% did not
classify their child's plan but reported "other."

What were the Health Needs of the Children in the Suvey?
In every city, the majority of respondents reported having children with four or

more specific special health needs, suggesting that the responding families had children
with significant need for services. Among the 323 respondent questionnaires analyzed,
most families reported that their child had limitations in function (75.2%) as well as needs
for a variety of special health services, with the most commonly reported need (82%)
being therapeutic services (see Table 4). Although the respondents reported that their
children needed a large number of services, these children were also most often treated
outside of hospital settings as can be seen in Table 3. Within the past 12 months, while a
majority had seen their primag care provider more than 6 times and 42.3% had seen a
pediatric specialist more than 5 times, 490h had not been seen in an emergency room, and
56% had not had a hospital stay. Respondents' children with special needs were from
every age range, although more were 3 and under, and fewer were over age 13.
What did these Faiulies Report about Health Carefor their Child?

Family satisfaction with 27 health services and 25 aspects of service delivery are
reported in a variety of ways in Tables 6-16. A broad view of the findings are discussed
below. Please refer to the tables for more complete information.

1. Overall, services used by the most respondents received the hiehest satisfaction
ratines.' (Tables 7 & 8) For example:

* Services that over 70 % of respondents needed and used and with which more
than 50 % of respondents reported being "very satisfied" included: appropriate
routine well child care, a primary care provider with knowledge of my child's

special needs, prescription medications, and laboratory services

* "Delivery characteristics" that over 70% of respondents used and with which
more than 50%/a were "very satisfied" included: having time with my child's

'The percent of use of service was derived by dividing the total respondent population into the nuiimber
using the service (WN-) for each use category

4
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provider to ask questions. family inclusion in decision making and planning

and waiting time to schedule appointmentsfor primary care.

* Speech therapy was the only service that over 70% of respondents indicated

needing/using but for which more than 40% of respondents indicated unmet

needs, i.e."not satisfied" or "needed but not available."

2. Overall, services that fewer respondents reported needine received lower

satisfaction ratings

* Home nursing, personal care attendants, hospice services and counselingfor

my child were used by fewer than 30%/6 of all respondents and over 40%/6 of

these respondents indicated unmet needs, i.e. "not satisfied" or "needed but not

available". None of the services for which fewer than 30% of all respondents

indicated a need were rated highly by respondents.

* Mental health services including counseling for family members, family

support groups, and out-patient diagnostic services that a moderate number of

respondents (30%-69%) reported needing and using, had over 40% of

respondents indicating unmet need, i.e. "not satisfied" or "needed not

available". These mental health services received the lowest overall rating

among the direct services.

3. Delivery of service areas that many respondents were dissatisfied with may lend

themselves to low cost solutions (Tables 7 & 9) For example:

* Over 40% of all respondents were dissatisfied with appeals or grievance

procedures. This points to a need for more straightforward information on

appeals and grievances to be given to every enrollee in every plan. --

* Over 40% of respondents were dissatisfied with information about current

research that might help my child. This probably reflects a desire for more

information. Plans could help families access medical information, now readily

available from many sources including the internet.

* Over 40 % of respondents were dissatisfied with helpng the school

understand my child's special needs. Knowing that this is an issue, plans might

5
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improve family satisfaction by working with families to develop low cost

mechanisms for effective communication with school systems.

* Over 40 % of respondents were dissatisfied with transition from adolescent to

adult services. Proactive identification of adult providers, and planning and

coordination for these transitions within plans could address this issue.

* Over 400/h of respondents were dissatisfied with the flexibility to use cost

effective alternative services, equipment or providers. Case management

programs in traditional insurance plans that have allowed cost effective

alternatives to be approved in specific cases have been in effect for a number of

years. These models could be adapted to meet the needs of a wide range of

children with special needs in all kinds of plans.

* Over 40 % of respondents were dissatisfied with waiting time to approve

special services or equipment. A first approach to improving this situation

would be for plans to give families clear information on the expected waiting

times for such approvals, and how they might check on the status of their

request. Eliminating "pro forma" procedures for reviewing cases when an

ongoing need has been documented, and development of a 'long term care

plan" in which pre-approval was given for longer time frames could prove

more cost effective and efficient for the plan and more satisfactory for the

fmily.

4. Families with children not in manaeed care were considerably more satisfied than

those in manaaed care with services and service deliverv areas that are of most

importance to children with smecial needs (Table 10) For example:

* Families were twice as likely to be highly satisfied in non-managed care plans

as in managed care plans (% highly satisfied in HMO, PPO, not in managed

care) with services,-such as durable medical equipment, (35%,33%,71%)

adaptive equipment (23%, 20%, 60%), disposable medical supplies (42%,

38%, 86%), nutritional products (29%, 18%, 60%h), home nursing services

27%, 35%, 57%), personal care attendant services (31%, 20%, 67%),

emergency room services (41%, 48%, 79%)
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* Families were twice as likely to be highly satisfied in non-managed care plans

as in managed care plans with aspects of service delivery of greatest

importance-to children with special needs (% highly satisfied in HMO, PPO,

not in- managed care) such as access to a case manager or care coordinator

(25%, 29%, 59%/0), access to second opinions (27%, 39%/a, 590/6), appeals or

grievance procedures (12%, 15%, 42%), and flexibility to use cost-effective

providers (21%, 24%, 41%).

* The smallest variation in percent of families reporting high satisfaction is seen

in appropriate well child care AMMO, PPO, not in-nanaged care; 69%, 66%,

60%).

5. Responses from families not in manaeed care compared to those in two catezories

of managed care plans show a pattern of decreasing satisfaction with both services

and delivery as choice is restricted (Tables-6,11, 12 &13) For example:

* In overall evaluation of child's health plan, 63% of families not in managed

care plans gave their child's plan the highest ratings, as compared to 58% of

families in PPOs and 46% of families in HMOs.(Table 6).

* In child's health plan covers costs to meet child's needs, 53% of families not

in managed care said that their child's health plan covers costs to meet the

child's needs, as compared to 49% of families in PPOs and 41% of families in

HMOs.(Table 6)

* Respondents in managed care plans were less likely- to be "very satisfied" than

those not in a managed care plan when rating specific services. In 21 of the 27

health services categories, families not in managed care plans were more highly

satisfied than those in PPOs and HMOs. (Table 10)

* Families not in managed care gave the highest satisfaction ratings in 21 of the

25 categories of service delivery, while those in HMOs and PPOs gave the

highest ratings in only two categories each. (Table 10)

T -I most unmet needs (represented by the combination of the "not satisfied"

and."neededlnot available" responses) were reported by respondents in HMfOs

(in 16 of the 27 direct service categories) while those in PPOs indicated the

7
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most unmet needs in 3 categories and those in not in managed care in 8

categories. (Table 11)

* Respondents in HMOs had the lowest satisfaction ratings in the most

categories of service delivery. In service delivery items those in HMOs

reported lowest satisfaction in 13 out of 25 categories, while those in PPOs

reported lowest satisfaction in 8 categories, and those not in managed care in 4

categories. (Table 12)

Implications

The information gathered in these surveys indicates progress toward providing

family-centered care for children with special health care needs, evidenced in high levels of

family satisfaction that their children are receiving good primary care. Over half of all

respondents in both managed care and non-managed care plans also indicated high

satisfaction that their child is receiving care from appropriate pediatric specialty providers.

Families in both non-managed care and managed care health plans also reported relatively

high satisfaction with most coverage of traditional, hospital based and "well care" services

for children with special needs. (An exception to this pattern was in emergency- room

services with which 41% of families in FIMOs and 48% of families in PPOs compared to

79% of families in non-managed care plans were highly satisfied. Table 10).

Families in all health plans, but particularly those in managed care plans, however,

indicated that they are not as satisfied with their child's coverage for many specialized

services needed by children with special needs including physical, occupational and speech

therapies, durable medical and adaptive equipment and home care including supplies.

These findings are consistent with those of our earlier Family Voices survey, although the

spread of variation in satisfaction reported was greater in this survey. In the area of service

delivery, there were strong differences in family satisfaction between families in non

managed care and managed care plans in accessing care coordinators, second opinions,

appeals and flexibility to use cost-effective providers, key services to families of children

with special needs. Since families in non-managed care plans reported significantly higher

satisfaction in all these areas, aspects of non-managed care plans should be examined
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carefully to explain why they are more satisfactory to families. As greater numbers of

children with special health care needs are enrolled in managed care plans, it will become

increasingly important to understand how the desirable characteristics of non-managed

care plans can be adapted by managed care organizations to meet the special needs of

these vulnerable children.

There is also a need for all plans to direct attention to some particular services,

needed by the smallest percentage of children, such as hospice, home care and personal

care. It was impossible to distinguish whether type of health plan affected the family

satisfalction with these services since the numbers of responses in these categories were

too few in this study. This finding identifies a key area to track, however, which is a plan's

familiarity with effective and efficient pediatric models of such services for children. All

plans also need to improve mental health services for families including counseling for the

child, counseling for other family members, diagnostic out-patient services, family support

groups and in-patient services, with well over half of families in all kinds of plans

identifying most of these services as not satisfactory or needed but not available.

Counseling for the child was the area of greatest "unmet need" (890% of families not in

managed care, 60% HMO, 54% PPO, Table I1) Clearly mental health services need

further investigation and attention.

Next Steps

The family experiences collected in this survey offer valuable information to

families, managed care organizations, Medicaid agencies and other public and private

.policymakers, particularly in the current climate of rapid change in our health care

systems. This information can help improve the way the current system is working as well

as identify issues for further examination and discussion. Families must continue to be

directly involved in efforts to collect and report such information. Families of children with

special needs are willing and able to provide a wealth of information which can be helpful

in focusing efforts of managed care organizations on areas of need. Families also have a

number of creative solutions to problems-and are ready and willing to act as partners with

program and policy makers.



729

Family Voices will use lessons learned from this activity to guide our future

information gathering approaches. Families filling out this questionnaire were eager to

offer their comments. They provided helpful information about ways to make the

questionnaire more family friendly. As we continue to collect information from families,

Family Voices will seek help from research experts to assist in survey design, sampling

strategies and data analysis.

We thank the families who filled out this questionnaire, our Casey site leaders,
research consultants, Famnily Voices staff and all our parners, and most especially the

Annie E. Casey Foundation through whose funding this effort was possible, for their
collaboration in this initial survey process. Family Voices believes that families are the

heart of our nation's health care systems and the experts on their children. We think this
modest survey proves our point.

This data has been collected and analyzed through a projectfunded by the Annie E

Casey Foundation June 1997

Forfurther information, please contact:

Nora Wells

Family Voices

Federationfor Children with Special Needs

95 Berkeley St., Suite 104

Boston, M4 02116

(617) 482-7363 ext. 123
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Table I
Family Voices Survey on Managed Care

Family and Child Characteristics of Respondents
(N=323)

Total Seattle, WA Atlanta, GA Denver, CO DesMoines,
N=323 n=104 n=1l7 n-52 IA

n=50
Family Characteristic n % n % n % n % n %
Child's Racial/Ethnic Background

White 233 76.6 84 82.4 67 64.4 37 75.5 45 91.8
African-American 34 11.2 6 5.9 25 24.0 1 2.0 2 4.1
Hispanic 12 4.0 2 2.0 5 4.8 5 10.2 0 0.0
Other 25 8.2 10 9.8 7 6.7 6 12.2 2 4.1

Parent's Primary Language
English 295 96.4 100 97.1 100 95.2 46 93.9 49 100
Other I1 3.6 3 2.9 5 4.8 3 6.1 0 0.0

Parent's Household Incomt
Less than $10,000 34 11.9 14 14.6 14 13.9 3 7.0 3 6.4
$10,000- S19,999 35 12.2 10 10.4 16 15.8 6 14.0 3 6.4
$20,0000 -$29,999 34 11.9 6 6.3 17 16.8 5 11.6 6 12.8
$30,000 -$39,999 47 16.4 16 16.7 13 12.9 8 18.6 10 21.3
S40.0000 -$60,000 67 23.3 27 28.1 15 14.9 I 1 25.6 14 29.8
More than $60,000 70 24.4 23 24.0 26 25.7 10 23.3 11 23.4

Parent's Education
Less than High School 12 3.9 4 3.9 3 2.9 2 4.2 3 6.3
High School or Technical

School Grad 69 22.6 15 14.4 32 30.5 11 22.9 11 22.9
Some College 65 21.3 25 24.0 15 14.3 12 25.0 13 27.1
College Graduate 159 52.1 60 57.7 55 52.4 23 47.9 21 43.8

Continuous Telephone Service for the
Last 6 Months 281 93.4 99 97.1 95 93.1 41 85.4 46 93.9
Difficulty Getting Transportation for
Child's Medical Appoiptments

Yes 32 10.7 7 6.9 12 12.0 8 16.7 5 10.2
No 267 89.3 95 93.1 88 88.0 40 83.3 44 89.8

_t
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Table 2 1
Family Voices Survey on Managed Care

Family Responses Concerning Child Needs and Health Phin Coverage
(N-323)

DesMoines,
Total Seattle, WA Atlanta, GA Denver, CO IA

Child Needs and N-323 n=104 n-117 n-52 . n-S0
Health Plan Coverage n % n % n % n % n %
Number of Special Needs

1 30 9.5 7 6.9 19 16.7 1. 2.0 3 6.1
2 50 15.S 14 13.7 24 21.1 6 1.8 6 12.2
3 43 13.6 13 12.7 16 14.0 4 7.8 10 20.4
4 39 12.3 13 12.7 10 8.8 9 17.7 7 14.3
S or more 354 48.7 55 53.9 45 39.5 31 60.8 23 46.9

Age of Child
0-3 years 105 32.9 33 32.3 41 35.6 12 23.1 19 38.0
4-6 years 75 23.5 26 25.5 30 26.1 13 25.0 6 12.0
7-12 years 84 26.3 30 29.4 29 25.2 35 2S.8 10 20.0
13-18 years 44 13.8 12 11.7 12 10.4 10 19.2 10 20.0
19 and older 10 3.1 1 1.0 2 1.7 2 3.8 5 10.0

Child Receives Supplemental Security
Income (SSI) 83 27.5 25 24.8 37 35.2 12 25.5 9 38.4
Description of Child's Health Plan'

HMO S4 33.2 29 33.0 20 22.5 IS 40.5 20 53.3
PPO 81 32.0 34 38.6 27 30.3 I5 40.5 S 12.8
Other 49 19.4 14 15.9 27 30.3 1 2.7 7 38.0
Not ina Managed Care Plan 39 15.4 11 12.5 I5 16.9 6 16.2 7 38.0

Child's Health Insurance
Parent's Employer 200 63.3 67 65.7 61 54.0 34 65.4 38 77.5
Non-group Policy 8 2.5 3 2.9 5 4.4 0 0.0 0 0.0
Medicaid 87 27.5 21 20.6 43 38.1 16 30.8 7 14.2
CHAMPUS 1 0.3 1 1.0 0 0.0 0 0.0 0 0.0
State-supported Special Plan 12 3.8 6 5.8 3 2.7 0 0.0 3 6.1
Other 8 2.5 4 3.9 1 0.9 2 3.9 1 2.0

Respondents who indicated that their child is covered by more than one type ofhealth plan were not inchlded in the annlysis Jtr
this item. I

Fm.ily itoiec sur 6/iviaw
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Table 2 (continued)
Family Voices Survey on Managed Care

-Family Responses Concerning Child Needs and Health Plan Coverage

DesMoines,
Total Seattle, WA Atlanta, GA Denver, CO IA

Child Needs and N-323 n-104 n-117 n-52 n-50
Health Plan Coverage n % n % n % n % n %
Child's Length of Membership in
Health Plan

Less than I year . 68 23.8 22 22.7 32 34.0 9 18.8 5 10.6
1-2 years 86 30.1 33 34.0 22 23.4 14 29.2 17 36.2
3-5 years 77 26.9 19 19.6 28 29.8 14 29.2 16 34.0
More than5years 55 19.2 23 23.7 12 12.8 11 22.9 9 19.1

Respondent Has Same Health Plan as
Child

Yes 225 171.4 83 81.4 73 64.6 31 60.8 38 77.6
No 90' 28.6 19 18.6 40 35.4 20 39.2 11 22.5

Parent Requested Special Exsception to
Policy from Child's Plan

Yea 69 23.2 29 29.0 20 19.8 13 27.1 7 14.3
No 229 76.9 71 71.0 81 80.2 35 72.9 42 85.7



Table 3
Family Voices Survey on Managed Care

I Family Reports of Child's Use of Health Care System
(N-323) _

Total Seattle, WA Atlanta, GA Denver, CO DesMoines, IA
N=323 n-104 nt117 ns'52 ni50

Child Use of Health Care System n % n % n % n % n %
Child Seen as Outpatient by
PC Provider in Past 12 Months:

0 times 7 2.2 2 1.9 3 2.7 2 3.9 0 0.0
1-2 times 51 16.2 16 15.4 16 14.6 7 13.7 12 24.0
3-5 times 99 31.4 33 31.7 35 31.8 13 25.5 18 36.0
6-8 times 52 16.5 16 15.4 20 18.2 10 19.6 6 12.0
More than 8 times 106 33.7 37 35.6 36 32.7 19 37.3 14 28.0

Child Seen as Outpatient y Specialist
in Past 12 Months: r

0 times 29 9.2 9 8.7 14 12.5 4 7.7 2 4.0
1-2 times 76 24.0 25 24.3 17 15.2 17 32.7 17 34.0
3-5 limes 78 24.6 26 25.2 34 30.4 5 9.6 13 26.0
6-8 times 49 15.5 16 15.5 16 14.3 11 21.2 6 12.0
More than 8 times 85 26.8 27 26.2 31 27.7 15 28.9 12 24.0

Child Hospitalized in Past
12 Months:

0 times 178 56.0 58 56.3 64 56.1 27 51.9 29 59.2
1-2 times 106 33.3 31 30.1 39 34.2 20 38.5 16 32.7
3-5 times 24 7.6 10 9.7 11 9.7 I 1.9 2 4.1
6-8 times 4 1.3 2 1.9 0 0.0 I 1.9 1 2.0
More than I times 6 1.9 2 1.9 0 0.0 3 5.8 1 2.0

Child's Longest Hospital Stay
in Past 12 Months:

0 days 170 54.3 59 57.8 56 50.9 26 50.0 29 59.2
1-2 days 41 13.1 14 13.7 14 12.7 8 15.4 5 10.2
3-5 days 52 16.6 15 14.7 19 17.3 9 17.3 9 18.4
6-8days 14 4.5 5 4.9 4 3.6 2 3.9 3 6.1
9-14 days 16 5.1 3 2.9 9 8.2 I 1.9 3 6.1

More than 14 days 20 6.4 6 5.9 8 7.3 6 11.5 0 0.0
Child Treated in Emergency Room
in Past 12 Months

0 times 154 49.0 54 51.9 46 41.8 26 51.0 28 57.1
1-3 times 119 37.9 35 33.7 44 4().0 20 39.2 20 40.8
4-10 times 37 11.8 12 11.5 19 17.3 5 9.8 1 2.0
11-20 times 2 .6 2 11.9 0 ().0 0 0.0 0 0.0
More than 20 times 2 .6 1 1.0 I .9 0 0.0 0 0.0

-L~#.1t1S....XMQ



Table 4
Family Voices Survey on Managed Care I

Family Respondents' Description of Special Health Needs of Children
(N=323)

Total Washington Georgia Colorado lowa
,Special llealth Care Need N % n % n % n n %

Limitation of Physical Functioning (ADL or social role) 243 75.2 89 85.6 77 65.8 44 84.6 33 66.0

Need for Specialized Service
Therapeutic Services (physical/occupationallspeech therapy) 266 82.3 93 89.4 90 76.9 44 84.6 39 78.0
Home H-altth Care 60 18.6 21 20.2 14 12.0 16 30.8 9 18.0
Use of Durable Medical Equipment or Assistive Devices 125 38.7 40 38.5 40 34.2 26 50.0 19 38.0
Medications 158 48.9 53 51.0 55 47.0 23 44.2 27 54.0
Special Diets , 99 30.7 37 35.6 28 23.9 21 40.4 13 26.0
Medical Technology 77 23.8 24 231 21 18.0 22 42.3 10 20.0
Personal Care Assistance 106 32.8 44 42.3 25 21.4 21 40.4 16 32.0
Multidisciplinary Assessments 134 41.5 46 44.2 36 30.8 31 59.6 21 42.0
Specialized Mental Health Interventions 45 13.9 16 15.4 13 11.1 7 13.5 9 18.0
Care Coordination Among Multiple Providers 131 40.6 39 37.5 39 33.3 32 61.5 21 42.0
Need for Enhanced Medical Care above Usual for Child's Age 135 41.8 51 49.0 33 28.2 29 55.8 22 44.0

lnidy l'uieuS.".. 6'20 97



Table 5
Family Voices Survey on Managed Care

Family Responses on Overall Satisfaction and Costs
'N-323) ______

Total Seattle, WA Atlanta, GA Denver, CO DesMoines, IA
hild Needs' nd - N=323 n=104 nl17 n=52 n=S0

Health Plan Coveragej n % n n n % n %
Overall Evaluation of Child's Health Plan

Appropriate, quality services 161 53.7 53 53.0 68 65.4 17 35.4 23 47.9
Moderatelyappropriatequalityservices 89 29.7 31 31.0 22 21.2 20 41.7 16 33.3
Inadequate services 50 16.7 16 16.0 14 13.5 11 22.9 9 18.8

Child's Health Plan Covers Costa to Meet I
Child's Needs

Yes 141 46.7 45 44.6 56 52.8 22 45.8 18 38.3
Somewhat 129 42.7 ; 50 49.5 40 37.7 18 37.5 21 44.7
No 32 10.6 6 5.9 .10 9.4 8 16.7 8 17.0

Table 6
Family Voices Survey on Managed Care

Family Responses on Overall Satisfaction and Costs by Type of Health Plan
(N-193)*

No Managed
HMO PPr Care

Child Needs and n=78 n=80 n-35
Health Plan Coverage n % n % n %
Overall Evaluation of Child's Health Plan

Appropriate, quality services 36 46.2 46 57.5 22 62.9
Moderately appropriate, quality services 28 35.9 21 26.3 7 20.0
Inadequateservices 14 18.0 13 16.3 6 17.1

Child's Health Plan Coven Costs to Meet
Child's Needs

Yes 32 41.0 39 48.8 19 52.8
Somewhat 36 46.2 35 43.8 11 30.6
No 10 12.8 6 7.5 6 16.7

Respondents who Indicated thal their child is covered by more than onetrype of health pian or by a health polan
categorized as Other were not included in the analysisfar this table.

Fon dy t'okW-S-ony W Y7
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Table 7
Family Voices Survey on Managed Care

Family Responses on Individual Satisfaction Items
.(N=323)

% % % % %Needed,
Very Somewhat Not Not

Satisfaction with Health Services Satisfied Satisfied Satisfied Available

Medical and Specialty Services
1. Appropriate routine, well-hild care (n=280) 67.1 23.2 3.6 6.1
2. A primary care provider with knowledge of my

child's special needs (n=291) 54.0 26.S 14.8 4.5
3. Appropriate pediatric specialty care providers

(n=281) 59.8 28.1 10.0 2.1
4. Appropriate pediatric in-patient hospital services

(n=208) 64.4 28.8 6.3 .5
5. Specialized dental care or orthodontic services

(n=197) 40.6 24.9 12.7 21.8
6. Physical therapy services (n=222) 49.5 21.2 13.5 15.8
7. Occupational therapy services (n=212) 38.7 22.2 15.6 23.6
8. Speech therapy services (n=242) 38.4 19.4 16.5 25.6
9. Nutritional counseling (n=141) 39.7 17.0 20.6 22.7
10. Psychologicaltesting(n=131) 29.0 27.5 25.2 18.3
11. X-ray and radiology services (n=212) 63.7 31.6 3.8 .9
12. Laboratory services (n=238) 61.8 31.9 4.6 1.7
13. Genetic counseling services (n=123) 50.4 24.4 15.4 9.8
14. Emergency room services (n=215) 54.0 37.2 7.9 .9

Mental Health Services
1. Counseling for child (n=93) 24.7 15.1 32.3 28.0
2. Counseling for family members (n=148) 20.9 19.6 27.0 32.4
3. Familysupportgroups (n159) 16.4 25.8 18.9 39.0
4. Out-patient diagnostic services (n=90) 38.9 28.9 16.7 15.6
5. In-patient psychiatric care (n=42) 23.8 19.0 33.3 23.8

Other Health Services
I. Prescriptionmedications (n=285) 62.5 31.2 5.3 1.1
2. Durable medical equipment (n=152) 39.5 34.9 19.7 5.9
3. Adaptive equipment (n=160) 26.3 28. 1 28.8 16.9
4. Disposable medical supplies (n=109) 45.0 26.6 15.6 12.8
5. Nutritional products or special diets (n=105) 36.2 18.1 18.1 27.6
6. Home nursing services (n=84) 32.1 27.4 19.0 21.4
7. Personal care attendant services (PCA) (n=72) 29.2 19.4 15.3 36 1
8. Hospice services (n=24) 29.2 20.8 29.2 208.
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Table 7 (continued)
Family Voices Survey on Managed Care

Family Responses on Individual Satisfaction Items
(N=323)

Very Somewhat Not
Satisfaction with Delivery of Care: Satisfied Satisfied Satisfied

Communication and Coordination of Care
1. Information about my child's medical needs (n=290) 40.3 40.7 | 19.0
2. Explanation oftmedical wetaents (n=289) . 47.4 41.5 11.1
3. Having time with my child's provider to ask questions (n=290) 54.5 34.5 11.0
4. Family inclusion in decision-making and planning (n-279) 57.0 32.3 10.8
5. Child's participation in decision-making and planning (n=I86) 41.4 38.2 20.4

-6. Communication between my child's primary care provider and
specialty care providers (n=257) 34.2 34.6 31.1

7. Access to a case manager ofcare coordinator (n=219) 32.0 25.6 42.5
8. Helping the school understand my child's special health care

needs (n=229) - 19.2 33.2 47.6
9. Information re: current research that might help my child (n=250)

14.0 24.8 61 .2
10. TDD services for hearing impaired (n=34) 29.4 23.5 47.1
11. Translator/interpreter services (n=23) 39.1 30.4 30.4
12. Respect for my culture, ethnic identity and religious beliefs

(n=177) 62.7 26.6 10.7

Overal Ease of Service Delivery
1. Telephone access to providers (n=283) 45.6 36.7 17.7
2. Access to second opinions (n=242) 39.9 34.3 26.4
3. Ability to schedule timely specialty care appointments/referrals

(n=277) 41.9 36.8 21.3
4. Waiting time to approve special services/equipment (n=240) 27.1 32.9 40.0
5. Appeals or grievance procedures (n=136) 15.4 38.2 46.3
6. Coordination of multiple appointments or visits (n=227) 36.6 38.8 24.7
7. Required paperwork to access services (n=249) 32.5 36.1 31.3
S. Handicapped accessibility of physical facilities (n=144) 53.5 31.9 14.6
9 Transition from adolescent to adult services (n=56) 21.4 23.2 55.4
1 0. Waiting time to schedule appts for primary care (n=275) 538. 35.3 10.9
I I. Waiting time on day of appointment (n=287) 42.9 41.1 16.0
12. Info on what services are covered by child's plan (n=286) 31.8 36.7 31.5
13. Flexibility to use cost-effective altemative services, equipment or

providers (n=230) 1 22.6 30.4 47.0
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Table 8
Family Voices Survey on Managed Care

Family Satisfaction with Needed Services: Comparison of "Very Satisfied" Responses to
"Not Satisfied" and "Needed/Not Available" Responses Combined

(N=323)

% Not Satisfied
Satisfaction with Health Services (listed in ascending % Very and Needed,
order of satisfaction) Satisfied Not Available

Medical, Mental Health and Specialty Services
X-ray/radiology (n--212) 63.7/ 4.71/o
Laboratory services ( n=238) 61.8% 6.3%
Prescription medications (n=285) 62.5% 6.3%
Appropriate pediatric in-patient hospital (n"208) 64.4% 6.7%
Emergency room services (n= 215) 54.0% - 8.8%
Appropriate well child care (n=280) 67.1% 9.6%
Appropriate pediatric specialty care providers (n=281) 59.8% 12.1%
A primary care provider with knowledge of my child's 54.0% 19.2%
special needs ( n--291) _
Genetic counseling/testing (n= 123) 50.4%/6 25.2%
Durable medical equipment (n=152) 39.5% 25.7%
Disposable medical supplies (n=109) 45.0% 28.4%
Physical therapy (n=222) 49.5% 29.3%
Specialized dental/orthodontic services (n=200) 41.00/6 34.00/*
Occupational therapy(n=212) 38.7% 39.2%
Home nursing services (n=84) _ 32.1% 40.5%
Speech therapy (rt=242) 38.4% 42.1%
Nutritional counseling (n=141) 39.70/ 43.3%
Psychological testing (n=131) 29.0% 43.5%
Adaptive equipment (n=160) 26.3% 45.6%
Nutritional products(n=105) 36.2% 45. 7%
Hospice services (n=24) 29.2%/ 50.0%
Personal care attendant services (n=72) 29.2% 51.4%
In-patient psychiatric care (n= 42) 23.8% 57.1%
Family support groups (n=l59) 16.4% 57.9%
Counseling for family members (n=148) . 20.90/. 59.5%
Counseling for child (n=93) 24.7%/ 60.2%
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Table 9
Family Voices Survey on Managed Care

Family Satisfaction with Delivery of Services: Comparison of "Very Satisfied" Responses to
"Not Satisfied" Responses

(N=323)

% Not Satisfied
Satisfaction with Delivery of Health Services (listed in % Very (Needed, Not
ascending order of satisfaction) Satisfied Available not a

response oytton)
Respect for my culture/Ethnic identity/ religious beliefs (n=177) 62.7% 10.7%
Family inclusion in decision malting and planning (n=279) 57.0%/6 10.8%
Waiting time to schedule appts with primary care provider 53.8% 10.9%
(n-275)
Time with my child's provider to ask questions (n=290) 54.5% 11.0%
Explanation of medical treatments (n=289) 47.4% 11.1%
Handicapped accessibility of facilities (n=144) 53.5% 14.6%
Waiting time on day of appt (n=287) 42.9% 16.0%
Telephone access to provider (n=283) 45.6% 17.7%
Information about my child's medical needs (n=290) 40.3% 19.0%o.
Child's participation in decision making (n=186) 41.4% 20.4%
Ability to schedule timely specialty appts. (n=277) 41.90/% 21.3%
Coordination of multiple appts (n=227) 36.6% 24.7%
Access to second opinions(n=242) 39.3% 26.4%
Translator/interpreter services (n=23) 39.1% 30.4%
Communication between child's primary care provider and 34.2% 31.1%
specialty providers (n=257)
Required paperwork to access services (n=249) 32.5% 31_3_/_ -
Info on what services are covered by child's plan (n=286) 31.8% 31.5% -
Waiting time to approve special services/equipment (n=240) 27.1% 40.00/6
Access to a case manager or care coordinator (n=2 19) 32.0% 42.5%
Appeals or grievance procedures (n=137) 15.3% 46.7%
Flexibility to use cost effective alternative services, equipment, 23.0% 47.0%
providers (n=234)

TDD services for hearing impaired(n=34) 29.4% 47.1%
Helping the school understand my-child's special health care 19.8% 47.4%
needs (n=232) __

Transition from adolescent to adult services (n=56) 21.4% 55.4%
Information re current research that might help my child (n=255) 15.3% 60.0%
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Table 10
Family Voices Survey on Managed Care
High Satisfaction by Type of Health Plan

(N-204)-

Percent of Respondents within each Type of
Type of Health Service Health Plan Indicating

"Verv Satisfied"

Not in Managed
HMO PPO Care

Medical and Specialty Services n % n % n %
1. Appropriate routine. well-child care 52 69.3 51 662 18 60.0
2. A primary care provider with knowledge of my child's

special needs 38 50.0 40 51.3 21 65.6
3 Appropriate pediatric specialty care providers 41 54.7 44 57.1 21 70.0
4 Appropriate pediatric n-patient hospital services 36 64.3 30 58.8 17 81.0
5 Specialized dental care or orthodontic services 14 27.5 23 42.6 10 55.6
6 Physicaltherapy seivices 20 39.2 30 51.7 14 51.9
7. Occupational therapy services 14 2912 22 37.3 12 48.0
8. Speechtherapyservices 20 30.3 27 39.7 13 44.8
9. Nutritionalcoumseling 11 31.4 16 40.0 8 53.3
10. Psychological testing 7 22.6 10 27.8 7 38.9
I 1.X-ray and radiology services 34 61.8 34 60.7 15 68.2
12. Laborstary services 35 556 40 64.5 19 67.9
13. Genetic counseling services 20 55.6 12 52.2 7 53.9
14. Emergency room services 24 40.7 26 4812 19 79.2

Mental Health Services
I Counseling for child 4 16.0 8 33.3 1 11.1
2_ Counsel_ for &mil members 4 9.3 13 35.1 2 18.2
3 Fanulysupportgroups 4 9.5 11 25.6 2 18.2
4 Out-patient diagnostic services 6 30.0 9 40.9 4 50.0
5 Intunt sychatr 3 37.5 3 27.3 0 0.0

Other Health Services
I Prescription medications 45 59.2 43 57.3 22 73.3
2. Durable medical equipment 12 35.3 13 33.3 12 70.6
3.Adaptive 8luipent 8 22.9 9 19.6 9 60.0
4. Disposable medical supplies 11 42.3 1L 37.9 6 85.7
5. Nutritional products or special diets 7 29.2 5 17.9 6 60.0
6. Home nursing services 6 27.3 7 35.0 4 57.1
7. Persoral careateida services (PCA) 5 31.3 4 20.0 4 66.7
8. Hospice services 3 50.0 1 14.3 2 100.0

IN = the number of respondents who identified a given rype of health plan for their child a Indicated their
child needed or used a parricular service. Respondents who indicated thar rheir child is covered by more
than one type of health plan or by a health plan categorized as "Other" were not included in the analysis for
this table.
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Table 10 (continued)
Family Voices Survey on Managed Care
High Satisfaction by Type of Health Plan

(N=204)^

Percent of Respondents within each Type of
Delivery of Health Service Health Plan Indicating

'Very Satisfied"
Not in

HMO PPO Managed Care
n %

Communication and Coordination of Care I % n %
1. Information about mchild's medical needs 26 33.3 35 46.1 14 45.2
2. Explanation of medical treatments 29 37.2 45 57.7 19 63.3
3. Having time with my child's provider to ask questions 40 51.3 40 51.3 24 77.4
4. Family inclusion i decision-making and planning 37 51.4 53 69.7 23 76.7
5. Child's participation in decision-making and planning I8 33.3 25 46.3 . 14 70.0
6. Communication between my child's primary care provider

and specialt care providers 19 26.7 19 27.5 16 59.3
7. Accesstoacasemanagerofcarecoordinator 14 25.0 16 29.1 13 59.1
S. Helping the school understand my child's special health care

needs 9 15.8 10 16.1 S 32.0
9. Informtion re: currt research that might help my child 6 10.0 9 13.2 5 17.9
10. TDD services for hearing impaired 2 40.0 3 27.3 2 50.0
11. Translatorfmterprerwservices 2 50.0 2 33.3 2 100.0
12. Respect fr my culture ethnic identity and religious beliefs 27 57.5 24 64.9 14 73.7

Overall Ease of Service Delivery
1. Telephone access to providers 30 40.0 38 51.4 17 54.8
2. Access to second opinions 18 27.3 24 39.3 16 59 3
3. Ability to schedule timely specialty care appointments

/referrals 26 35.6 31 43.1 16 55.2
4. Waiting time to approve special servicesiequipment 17 27.9 14 22.2 13 56.5
5. Appeals or grievance procedures 4 12.1 6 15.0 5 41.7
6. Coordination of multiple appointments or visits 24 40.0 19 35.9 12 44.4

.7. Required paperwork to access services 25 37.9 18 28.6 9 39.1
8. Handicapped accessibility of physical facilities 22 55.0 20 54.1 6 54.6
9. Transition from adolescent-to adult services 4 33.3 2 14.3 2 33.3
10. Waiting time to schedule appts for primary care 39 52.0 38 50.7 17 60.7
I1 Waiting time on day of appoirtmnent 34 43.6 33 42.3 14 46-7
12. Infb on what services are covered by child's plan 24 30.8 30 39.0 12 38.7
13. Flexibility to use -cost-effective altemative services,

equipmentorproviders 12 21.1 15 23.8 11 40.7
* N = the number of respondents who identified a given type of health planrfor their child and indicated their

child needed or used a particular service. Respondents who indicated that their child is covered by more than
one type of heaktoplan or by a health plan categorized as "Other " were not included in the analysisfor this
table.
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Table II
Family Voices Survey on Managed Care

Unmet Needs" by Type of Health Plan
(N=204)-

Percent of Respondents within each Type of
Type Of Health Service Health Plan Indicating

"Not Satisfied or "Needed, Not Available"
Not in Managed

HMO PPO Care
Medical and Specialty Services n % n % n %

1. Appropnate routine, well-child care 4 5.3 9 11.7 6 20.0
2. A primary care provider with knowledge of my child's

special needs 16 21.1 17 21.8 4 12.5
3. Appropriate pediatric specialty care providers 15 20.0 8 10.4 3 100
4. Appropriate pediatric in-patient hospital services 5 8.9 2 3.9 0 0.0
5. Specialized dental care or orthodontic services 27 52.9 16 29.6 4 22.2
6. Physicaltherap services 23 45.1 12 20.7 9 33.3
7. Occupational therapy services 27 56.3 20 33.9 1 32.0
S. Speech therapy services 37 56.1 24 35.3 10 34.5
9. Nutnrioual counseling 16 45.7 20 50.0 5 33.3
10. Psychological testing 15 48 4 17 47.2 7 38.9
11. X-ray and radiology services 2 3.6 0 0.0 2 9.1
12. Laborator services 4 6.4 2 3.2 3 10.7
13. Genetic counseling services 8 22.2 5 21.7 3 23.1
14. Emergency room services 6 10.2 2 3.7 2 8.3

Mental Health Services
1. Counseling for child 15 60.0 13 54.2 8 18.9
2. Counseling for famil members 28 65.1 17 46.0 9 81.8
3. Family support groups 30 71.4 22 51.2 6 54.6
4. Out-patientdiagnosticservices 8 40.0 7 31.8 2 25.0
5. Inpatient psychiatric care 5 62.5 7 63.6 3 75.0

Other Health Services
1. Prescription medications 3 4.0 3 4.0 2 6.7
2. Durable medical equipment 8 23.5 6 15.4 3 -. 7.7
3. Adaptiveequipment 21 60.0 18 39.1 5 33.3
4. Disposable medical supplies S ,30.8 10 34.5 0 0.0
5. Nutritional products or special diets 14 58.3 14 50.0 3 30.0
6. Home nursing services I1 50.0 6 30.0 1 14.
7. Personal care attendant services (PCA) 11 68.8 11 55.0 0 0.0
8. Hospice services 3 50.0 3 42.9 0 0.0

- Unmet Need refers to those respondents who indicated they were either "Not satisfied" with the service or that
the service was "Needed, but not available -

- N = the number of respondents who identified a given type ofhealth planfor their child and indicated their
child needed or used a particular service. Respondents who indicated that their child is covered bv more than
one ripe ofhealth plan or by a health plan categorized as "Other " were nor included in the analysis/or this
table.

al
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Table 12
Family Voices Survey on Managed Care

Low Satisfaction with Health Service by Type of Health Plan
(N=204)-

Percent of Respondents within each
Delivery of Health Service Type of Health Plan Indicating

'Not Satiafied" nly"
Not in

. MO PPO Managed Care
Communication and Coordination ofCare n % n % n %

1. Information ahoutmy child's medical needs 17 21.8 8 10.5 3 9.7
2. Explanation of medical treatme=ta 8 10.3 7 9.0 3 10.0
3. Having time with my child's provider to ask questions t 10.3 7 9.0 3 9.7
4. Family inclusion in decision-making and planning 9 12.5 6 7.9 3 10.0
S. Child's-participationinmdecision-makingandplanning I1 20.4 13 24.1 2 10.0
6. Communication between my child's primary care provider and

specialty care providers 20 31.3 24 34.8 6 22.2
7. Access to a case manager of care coordinator 26 46.4 25 45.5 3 13.6
8. Helping the school understand my child's special health care

needs 31 54.4 35 56.5 7 28.0
9. Infomiation re: current research that might help my child 40 66.7 44 64.7 10 35.7
10. TDD services for hearing impaired 2 40.0 6 54.6 1 25.0
11. Translatorfmterpreter services 0 0.0 3 50.0 0 0.0
12. Respect formyculure, ethnic identityandreligious belief 5 10.7 2 5.4 2 10.5

Overall Ease of Service Delivery

1. Telephone access to providers 16 21.3 10 13.5 2 6.5
2. Access to second opinions 23 34.9 11 1 8.0 4 14.8
3. Ability to schedule timely specialty care appointnunsis/referrals.

15 20.6 15 20.8 4 13.8
4. Waiting time to approve special servicestequipment 25 41.0 25 39.7 4 17.4
5. Appeals or grievance procedures 20 60.6 12 30.0 3 25.0
6. Coordination of multiple appointrients or visits 13 21.7 14 26.4 4 14.8
7. Requiredpaperworktoaccessservices 17 25.8 16 25.4 6 26.1
8. Handicapp'edaccessibilityofphysicalfacilities 5 .12.5 5 13.5 2 .18
9. Transition from adolescent to adult services 4 33.3 9 64.3 3 50.0
10. Waiting time to schedule appts fbrprimary care 7 9.3 9 12.0 3 10.7
11. Waitingtimeondayofappointmeat 9 11.5 13 16.7 7 23.3
12. Info on what services are covered by child's plan 27 34.6 19 24.7 7 22.6
13. Flexibility to use cost-effective alternative services. equipment

or providers 34 59.7 20 31.8 8 29.6
N = the number of respondents who identified a given type of health planfor their child and indicated their child
needed or used a particular service. Respondents who indicated that their child is covered by more than one type
of health plan or by a health plan categonzed as "Other were not included in the analysisfor this table.
For Communication and Coordination of Care and Overall Ease of Service Delivery. "Needed. Not Available
was not a response option.
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Younger People with Disabilities
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The views expressed are those of the authors and do not necessarily reflect those of the Urban Institute, its board, its
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Services to younger persons with disabilities (children and adults under 65 years of age) form a
substantial share of overall state health spending and are an important part of the Medicid program. This
population accounted for 16 percent of all Medicaid beneficiaries in 1995 (about3.7 millon persons), but
32 percent of Medicaid expenditures (almost $50 billion). Younger persons with disabilities also
accounted for nearly one-third of the extraordinary growth in Medicaid spending over the 1988-1995
period. 1 Thus, this population is critical to state efforts to control Medicaid expenditures and to reform
health care generally.

This brief discusses a variety of delivery and financing issues that states are facing as they rethink
Medicaid and other health programs. A brief overview of the population and the costs associated with
health services provided to this group helps set the stage for the discussion.

The Population and Its Service Costs -

Younger people with disabilities are a very heterogeneous group, consisting of individuals with physical
disabilities, mental illnesses, and mental retardation/developmental disabilities. The number of younger
people with substantial disabilities living in the community ranged from 1.0 to 14:1 million people in
1995, depending on the definition used. 2 In addition, about 500,000 younger people with disabilities
were in institutions: 13 5,OOCin intermediate care facilities for the mentally retarded (ICF/MRs), 220,000
inpatients in psychiatric institutions, and 150,000 in nursing homes. 1 There is an ongoing trend away
from institutional use.

As noted above, the Medicaid program served about 5.7 millon younger persons with disabilities in
1995. Spending on blind and disabled Medicaid beneficiaries averaged $8,685 per person in 1995,
compared to $1,728 for younger beneficiaries who are not disabled. 4 For the very'severely disabled, the
cost can be much higher. For example, the average cost of a year's institutional care in an ICF/MR was
almost $71,000 in 1995. 1 These institutional costs are particularly high because of extensive quality
standards, use of (relatively expensive) unionized state employees in public facilities, and low occur y
rates resulting from the deinstitutionalization movement. The average Medicaid cost of serv;-
people with mental retardation/developmental disabilities in home and community-ba-
Medicaid waivers was just over $24,000 in 1996.

Medicaid expenditures for younger persons with disabilities historically have been about evenly split
between acute and long-term care services, but in recent years the balance has shifted toward acute care
expenditures. In 1994, 57 percent of Medicaid expenditures for blind and disabled beneficiaries were for
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acute care, while 43 percent were for long-term care (figure I).

Service Delivery

States play a much larger role in the direct provision of services for younger people with disabilities than
they do for the elderly. They are especially important providers of institutional services for younger
persons with mental retardation/developmental disabilities and with chronic-mental illnesses. Two major
issues concern states as they review their delivery of services to younger people with disabilities: the
balance between institutional and home and community-based care and the integration of acute and
long-term care services within a managed care system. Both are important features of ongoing debates
about cost and appropriateness of care with respect to this population.

Balance Between Institutional and Noninstitutional Services

There is an extremely widespread, although not unchallenged, policy consensus among state policymakers
and disability advocates that institutions should play a far smaller role in providing services to younger
persons with disabilities than has traditionally been the case. Many advocates go further than
policymakers and are unwilling to grant even a residual role for institutional care (which sharply
distinguishes the disability movement from-advocates for the elderly). There have been numerous lawsuits
forcing deinstitutionalizati6n at many state mental hospitals and ICF/MRs. As a result of transferring less
disabled individuals to other settings, the remaining residents of state institutions are very severely
disabled; moving them to less structured environments may be more difficult and expensive than past
shifts. Although the institutionalized population has declined, funds and services have not always
followed individuals from the institution to the community.

Home and community-based services are expanding rapidly and embrace an increasingly wide range of
services, including home health, personal care, homemaker services, assisted living, adult-foster care, day
habilitation, prevocational services, supported employment, supported living, chore service, homemaker -
services, meals-on-wheels, respite care, family training, modifications to the home, and personal
emergency response systems. Many of these services are beyond the traditional definition of "medical .
care," but are important supports for people with disabilities. As a sign of the shifting balance of care, in
1994 for the first time the number of Medicaid beneficiaries with mental retardation or developmental
disabilities receiving home and community-based services exceeded the number of persons receiving care

in ICF/MRs. 6

For home and community-based services, two key issues are the flexibility and scope of services and the
use of"personal assistance services." Advocates argue that because each person is differentpeople with
disabilities should be able to tailor services to
their own needs by choosing from a very broad There is increasing state policy interest
array of services. In the most far-reaching - in integrating acute and long-term
formulation of this argument, some advocates
have proposed "cashing out" services and care services through managed care
giving individual consumers total freedom to organiatons. But debate rages over
spend the money as they see fit. Although whether managed care is appropriate
supporting increased flexibility, federal aind
state officials worry that, with an for people with disabilifiis.
ever-widening array of services on the list of
offerings, more and more persons with
disabilities will come forward to claim services. In an Lpen-ended program like Medicaid, according to
this view, people cannot be entitled to "everything" without expenditures increasing greatly.

2of II
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Advocates reject this argument, contending that flexibility would lead clients to choose lower-cost, less
intensive services than are now forced upon them by the narrower set of services traditionally available.

Closely related to this issue of service flexibility is how much control the client should have over the
service provider. This choice is crystallized in the debate over personal assistance services and
agency-directed services. Under the traditional agency-directed service approach, an organization hires
and directs the personnel who deliver the services. In contrast, in the personal assistance service model,
the individual client hires, fires, and directs the service provider.- Some states, such as California, have
been drawn to personal assistance services because of the potential to lower costs while at the same time
giving persons with disabilities greater control over their ives. Other states, however, have been wary of
this approach because of potential problems of quality assurance and the administrative complexities. Can
persons with severe disabilities enforce acceptable service standards? And can they be counted on to
handle income tax, unemployment, Social Security taxes, and workers' compensation contributions for
their employees? -

Integration ofAcute and Long-Term Care Services through Managed Care

Managed care is increasingly being seen as a way for states to control their-Medicaid costs. For younger
people with disabilities, as with the elderly population, there is increasing state policy interest in
integrating acute and long-term care services through the use of health maintenance organizations
(HMOs) and other managed care organizations. Initiatives are either under way or being developed in
several states <including Wisconsin, Ohio, and Massachusetts). Because costs are so high for persons with
disabilities, the potential savings of more efficient service management are large. But debate rages over
whether managed care is appropriate for this group.

People with disabilities currently receive their care in a fragmented and uncoordinated system. Proponents
argue that applying the principles of managed care can greatly improve the quality of and access to care
at the same time that-it controls spending. Opponents, including advocates for younger people with
disabilities, point out that managed care organizations have very little experience in serving younger
people with disabilities and may not be sensitive to their needs or capable of meeting them. The medical
necessity criteria often used by HMOs for home care, rehabilitation, durable medical equipment, and
therapies are typically much narrower than commonly exist under Medicaid, raising questions of whether
these Medicaid-covered services will be provided as required.

In addition, most managed care organizations depend on primary care physicians to reduce use of
specialist care. But persons with disabilities often prefer to rely, even for routine care, on specialists who
are knowledgeable about their conditions. This factor is potentially aggravated by managed care's
restrictions on provider choice, which may mean losing access to the providers best qualified to deal with
the problems connected with a specific disability.

Finally, managed care organizations are typically dominated by "the medical profession," i.e., physicians
and hospitals. This carries two dangers. Long-term care may become overmedicalized and less consumer
directed. And managed care organizations may end up shifting Medicaid resources from long-term care
to acute care services.

Financing

States are involved in financing a substantial portion of health care for younger people with disabilities.
Medicaid accounts for the lion's share of state health care spending on this population, but a variety of
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state-only programs provide significant additional funds. As policymakers at the federal and state levels
continue to debate ways to restructure the Medicaid program, four financing issues stand out among the
many that confront them with respect to younger people with disabilities: the great variation among states
in Medicaid spending for this population the link between Medicaid eligibility and the definition of
disability used to qualify for Supplemental Security Income (SSI); the use of Medicaid home and
community-based waivers; and the incentives currently facing states to put as many service programs for
younger people with disabilities (as well as for other eligible groups) under the Medicaid umbrella as
possible in order to partially shift state-only costs to the federal government.

Medicaid Variation among States

State Medicaid programs vary widely in the size of their younger population with disabilities, in total-
Medicaid expenditures for this population, in the proportions of Medicaid program funds spent on this
population, and in per-beneficiary expenditures on this group (Table I). New York spends considerably
more Medicaid dollars on this group than any other state ($7.6 billion in 1994), with California second
(S4.3 billion) and Wyoming at the low end (S61 million). Idaho pends the largest share of its Medicaid
dollars on younger persons with disabilities (45.6 percent) and Arizona the smallest (16.6 percent). In

terms of expenditures per younger disabledAdvocates of increased state fZxibiiy beneficiary, Connecticut spends the most
argue that states have substantal ($16,262 in 1994} and Tennessee the least
experience with long-kem care ser- ($3,136).
vices for people with disabilities and, Changing Medicaid into a block grant (as was
according to Otis view, can be truste d proposed by Congress in 1995) or imposing

per-beneficiary caps on spending (as proposedwith more acit e.. by President Clinton in 1995 and 1997) could
lock into place existing interstate differences in

spending if allocations or caps are based on historical spending patterns. Without adjustments to loosen
the grip of historical spending patterns on federal-allocations, there would be no way for low-spending
states to come up to the national average, let alone to the levels of high-spending states-and still obtain
a federal match. Conversely, high-spending states will be allowed to retain their more generous programs
(with the federal match) if they like.

The SSI-Medicaid Eligibility Link

To a large extent, Medicaid eligibility policy drives Medicaid spending. Medicaid eligibility for younger
persons with disabilities is tightlylinked to the definition of disability used by the SSI program. The SSI
rolrs have been increasing for both children and nonelderly adults. Between 1988 and 1995, the number of
blind and disabled Medicaid beneficiaries increased by over two-thirds (68 percent), partly reflecting the
1990 Supreme Court decision in Sulivan v. Zebley, which greatly broadened SSI eligibility for children. 2
The Personal Responsibility and Work Opportunity Reconciliation Act of 1996 tightened SSI eligibility
for children. Under current law, however, most children would continue to qualify for Medicaid as
low-income children even if they lose eligibility for SSI. 8

For adults, the SSI defitien of disability is based on an inability to work. Many people on SSI have little
work experience, reflecting in part a greater likelihood of congenital problems (such as mental
retardation). Only about a quarter of disabled Medicaid beneficiaries have enough quarters of work and
earnings to be eligible for Medicare before age 65. As a result of the lack of work experience and their
disabilities, transition from public assistance to work is difficult and relatively rare. In fact, the linkage of
Medicaid eligibility to an inability to work creates a Catch-22 for younger persons with disabilities who

4 of II
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might want to work (and the social service agency personnel who want to find them jobs). If
Medicaid-funded services help an individual to find and keep a job, then the person is deemed to be no
longer disabled, and the very services that enabled him or her to function in the labor market (such as
personal assistance services or prescription drugs) are withdrawn after a transitional period because the
person will no longer be covered by Medicaid. Without those services, the person may no longer be able
to work and will again qualify for SSI and therefore Medicaid. Both the employsment and associated
Medicaid savings will have been temporary.

Even if younger persons with disabilities are able to find jobs that provide comprehensive private health
insurance, this problem is not likely to disappear. Such insurance is unlikely to include the long-term care
services covered by Medicaid and may well exclude coverage for preexisting conditions, which this
population has by definition. Existing Medicaid provisions that attempt to alleviate these problems have
not succeeded in moving many persons with disabilities into the labor force.

Medicaid Home and Community-Based Waivers

All states have Medicaid home and community-based waiver programs for younger persons with
disabilities, most commonly for people with mental retardation or developmental disabilities. (Arizona
operates a similar program through an 1115 research and demonstration waiver.) Under these programs,
states offer a wide range of home and community-based services to a population that is at high risk of
institutionalization without these services. In order to obtain federal approval for its-waiver, a state must
demonstrate that its program will be "cost effective," that is, that the state's average per capita Medicaid
costs with the waiver will not exceed its average per capita costs without the waiver. Unlike the rest of
the Medicaid program, states may explicitly limit participation in these programs to a predetermined
niumber of people. To help make this possible, the Health Care Financing Administration waives
requirements for "comparability" (i.e., the requirement that services be provided to all groups equally)
and "statewideness" (i.e., the requirement that all benefits be covered in all parts of the state).

After a reasonably slow start in the early 1980s, home and commuhity-based waiver programs (for both
the-elderly and disabled) have grown extremely rapidly in recent years, increasing from $735 million in
state and federal spending in 1988 to $4,631 million in 1995. Most of the expenditure growth in recent
years has been due to the increase in the number of people participating in programs for people with
mental retardation/developmental disabilities.

President Clinton has proposed to allow states to implement Medicaid home and community-based
service programs on a cost-neutral basis without having to obtain a-federal waiver. Advocates of
increased state flexibility argue that many of the waiver requirements are needlessly bureaucratic and do
not address quality of care. Moreover, states have substantial experience with long-term care services for
people with disabilities and, according to this view, can be trusted with more latitude. Although conflict
between the federal government and the states over approval of waivers was substantial and bitter during
the Reagan and Bush Administrations, regulatory changes implemented by the Clinton Administration
have made obtaining waivers fairly routine. Thus, according to this line of argument, little is to be gained
by requiring states to go through the federal waiver process.

Opponents of greater state flexibility argue that the current ease of obtaining waivers is precisely the
problem. In this view, the Health Care Financing Administration has not been tough enough in requiring

'that services be cost effective. And because of lax standards, services are often provided to
people-especially the elderly-who are not at a high risk of institutionalization. The net result is an
inappropriate increase in federal Medicaid spending.
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Cost Shfting mnd Medicaid Maimization

Because states have a substantial commitment to the fiancing and direct provision of services for
younger persons with disabilities, they have a strong incentive to shift the cost of such services to the
Medicaid program (where a federal match is available). For example, in 1993, states spent almost as
much for non-Medicaid long-term care services for nonelderly people-with physical disabilities and
nonederly people with mental retardation/developmental disabilities as they did for Medicaid-financed
services. 2 Particularly for services for persons with mental retardation/developmental disabilities, the
increased expenditures for Medicaid home and community-based waivers in recent years represented, in
part, refinancing of existing state programs. No The line between health care and social services,
vocational training, and education is fuzzy, especially for long-term care services for the mentally
retarded/developmentally disabled and the chronically mentally ill. Thus, vocational training, education,
and social services are typically state funded, but if categorized as a Medicaid service will be eligible for a
federal match.

Another exampfe ofMedicaid maximization is the use of the Medicaid disproportionate share hospital
(DSH) program. By federal law Medicaid does not provide coverage for persons between the ages of 22
and 64 who are in 'institutions for mental disease" (that is, mental hospitals). Under the DSH provisions
of the statute,-however, state Medicaid agencies can
make extra payments to hospitals that serve a It is probably nof possible to
disproportionate share of people who are
Medicaid-eligible or uninsured. Some states have control Medicad expenditures
made extremely large payments-under this provision to over the long run wiZtout
their state mental hospitals, using federal Medicaid
dollars for the very purpose that is disallowed at the addressing services and costs
individual beneficiary level under federal law. for younger persons with

How much further states can shift additional expenses disabtfies.
for younger persons with disabilities to Medicaid is
unclear. The-potential may be limited, at least in the.
case of services for the mentally retarded/developmentally disabled. Some observers believe that
Medicaid home and community-based waiver expenditures will grow more slowly in the future because
"further increases are more and more dependent on hard-to-obtain new state matching dollars." II In
addition, the Omnibus Budget Reconciliation Acts of 1990 and 1993 effectively capped increases in
spending on DSH payments.

Conclusion

Younger persons with disabilities account for a substantial portion of state health spending. It is probably
not possible to control Medicaid expenditures over the long run without addressing services and costs for
this population. As states consider their health programs for younger persons with disabilities, there are at
least five points to keep in mind:

0 Given the high Medicaid costs of persons with disabilities, it is likely that states will enroll greater
numbers of persons with disabilities into managed care. To date, however, managed care
organizations have not had much experience witY low-income persons with mental retardation,
mental illness, or serious physical impairments. Efforts to quickly enroll large numbers of people
with disabilities into managed care run the risk of either not producing the expected savings or
reducing the quality of care that enrollees receive.
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o As with the rest of the Medicaid program, spending on younger persons with disabilities varies

tremendously across states, both in terms of total dollars and spending per beneficiary. 12 Without
substantial adjustments, Medicaid block grants or caps on the rate of growth in per-beneficiary
spending will lock into place existing variations, making it impossible for low-expenditure states to
reach the levels of states that currently spend more.

o There is a tension between covering a broader range of services and the open-ended entitlement
structure of Medicaid. While disability advocates argue that, with a very broad menu of services,
persons with disabilities will use cheaper and fewer services than professionals would choose,
budget officials worry that a broader range of services will lead to higher utilization and
substantially greater expenditures. The Medicaid home and community-based-waivers put fiscal
constraints on an otherwise very large potential demand by limiting the number of people who can
receive services. At its extreme, a Medicaid block grant without an individual entitlement to
coverage would give states maximum flexibility to provide flexible benefits without having-to
worry about entitlement-driven increases in demand driving up expenditures. The danger in this
scenario is that funding will be inadequate to provide services to an the persons with disabilities
who meet current eligibility criteria.

o Efforts to move SSI beneficiaries into the workforce face special difficulties. Persons with
disabilities are particularly dependent on Medicaid and other services that come with being 'unable
To work." Movement into jobs. can mean the loss of the very benefits theyneed.

o Because the costs of serving persons with disabilities are so high, there is a strong incentive on the
part of the states to shift costs to the federal government Many states have-refinanced their
state-funded programs for younger people with disabilities by moving them into the Medicaid

program, thus gaining a federal match for those state (and sometimes local) expienditures. Some
states have used the federal match to expand services; others have taken the opportunity to cut
back on their own spending. How much more state and-local spending on younger persons with
disabilities can be shifted to the federal government could have a strong influence on the rate of
increase in Medicaid spendingin the years ahead.

Tables, Figures, Charts and Graphs
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Protecting Consumer Rights in Public Systems'

MANAGED MENTAL
HEALTH CARE POLICY

A Series of Issue Papers on Contracting for Managed Behavioral Health Care

VG A s Medicaid, mental health and child welfare systems are red-
signed to adopt a managed care approach to the organization and deliv-

ALLY ery of services, important shifts occur in how services for adults and
children with mental health care needs are regulated. This paper has

bARY been prepared by the Bazelon Center for Mental Health Law for theCenter for Mental Health Services and concerns public agency contracts
for managed behavioral health care.

This paper addresses a critical part of any such contract, the defini-
tion of what is a medically necessary service and the procedures used to

TECT determine when a service is medically necessary. Medically necessary
criteria should require that services are designed to achieve appropriate
goals and delivered in a manner adhering to state standards and princi-
ples. The criteria should result in appropriate access to the defined bene-

ILS fit package.
The paper is designed to assist consumers, families and advocates, as

well as policymaklers, to ensure that medically necessary standards in
public-sector contracts for managed mental health care' protect consum-
ers. It particularly emphasizes the rights and needs of adults with seri-
ous mental illness and children with serious emotional disturbance.

BACKGROUND
Historically, public sector mental health services have been funded

either through fee-for-service reimbursement or with funds received un-
der a grant from local, state or federal governments. Now, increasingly,
governments at 2lleves7 are moving toward contracting out manage-
ment of the mental health system, and often the entities entering into
these contracts are private for-profit companies. In some states they are
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nonprofit providers or groups of providers that have joined together as

a more comprehensive managed care entity.

This shift to managed care alters incentives in the system. Typically,

managed care firms agree to provide an array of services (specified in the

contract) to a defined group of individuals (also described in the con-

tract) for a flat fee or payment negotiated in advance. Most often, the

plan receives a capitation payment for each individual enrolled. The in-

centives under these arrangements are for managed care entities to con-

trol their costs. If they provide fewer services, they will make more

profit or save more money. This directly, and deliberately, creates the

opposite incentive to that in a fee-for-service system, where providers'

income increases if more services are furnished. Yet, while controlling

costs is an important objective for the public agency, it must be bal-

anced with legal protections for covered individuals so that consumers

have appropriate choices and are not denied services in order to save ex-

penses or increase profit.
The shift to managed care often alters the providers' role in subtle

ways as well. In a fee-for-service system, the provider's clinical judgment

was largely insulated from cost-saving concerns, and when the Medicaid

agency denied reimbursement, the denial was a clear-cut event which

triggered a formal notice and the opportunity for appeal. Under these

circumstances, the individual could often rely on the provider to sup-

port the appeal. Under managed care, the provider's role is more am-

biguous, and the consumer may not have as clear a picture of the service

options that can be considered or any understanding that a service has,

in fact, been denied him by the treating provider. For the consumer,

there is no clear 'denial event' and, as a result, less opportunity for an

appeal.
- The shift from rules and regulations to contracts also represents a

dramatic change, and requires the recrafting of essential principles for

the service system into contract language. In this process, crucial aspects

of the current system could be lost if not specifically included; yet the

process also provides an opportunity to improve upon and strengthen

the current system. Fundamental for developing sound contracts for

public mental health services are the following principles:

* Even where the mental health system has been privatized, the ulti-

mate responsibility for its operation still lies with the public agency.

This includes ensuring compliance with federal ano state law.

POLICY ANALYSIS BY THE BAZELON CENTER FOR MENTAL HEALTH LAW
Defining 'Mcdically Necessary Services cto Protect PIan Members
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* State plans for the mental health system developed prior to the shift
to managed care, and generally developed with significant public input,
should be considered when moving to a restructured system. There is
no need to reinvent the wheel if these plans are still appropriate, al-
though at the same time improvements can be made.
* Consumers, family members and advocates should continue to have a
voice in how the system is designed and run, and their knowledge of
how systems can best serve consumers and families should be drawn
upon. State planning processes, open public forums and other opportu-
nities for public comments should not be discarded as the state develops
requests for proposals (RFPs), reviews bids and negotiates contracts.

-WHAT IS

"MEDICALLY

NECESSARY"

IN MANAGED

CARE SYSTEMS?

NMedical necessity is not a new concept. It has been used in Medi-
caid, Medicare and private insurance rules for many years, and managed
care plans operating in the private sector typically use procedures to de-
cide whether a particular ser-vice is appropriate, effective and necessary
for the individual.

Managed care plans agree to deliver covered services to covered indi-
viduals whenever those services are needed. They generally cannot
refuse to serve an individual designated as a member of-their plan, as can
most agencies operating under a grant or fee-for-service system. Man-
aged care plans therefore devise mechanisms for making decisions about
what services to provide to whom, under what circumstances. Other-
wise, the plan would have no control over utilization and expenditures
and could not operate effectively.

Managed care plans use different mechanisms to control the use of
services and hold down their costs. One way is to negotiate discount
rates to pay their providers. However, Medicaid rates are generally low
to begin with, so plans must also create greater efficiency through strin-
gent controls on the use of care. Some put their provider network under
pressure to control costs by making capitated payments to the provid-
ers, thereby pawing on to them a substantial part of the risk. (Providers
at risk face the possibility that revenues will not be sufficient to cover
expenditures incurred in the delivery of necessary services.) In some
managed care plans, as in fee-for-service, specific limits are placed on the
duration of care (such as no more than 20 outpatient sessions or 30 inpa-
tient hospital days per year).

3
Definisg 'Medically Necessary' Services to Protect Plan Members
POLICY ANALYSIS BY THE BAZELON CENTER FOR MENTAL HEALTH LAW
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More frequently, however, managed care plans operate without arbi-

trary upper limits on the length of specific treatments, and instead pro-

vide care in an individualized manner. To do this, they set up internal

systems to determine when a service is medically necessary for a particu-

lar individual. Utilization review and prior authorization are two com-

mon mechanisms for doing this?
'Medically necessary' definitions, in effect, set the boundaries be-

tween what the managed care contract will cover and what is left as the

public agency's continuing responsibility (such as housing, job training,

etc.)-or as no one's responsibility at all.

Definitions of "Medically
Necessary" Services

Before creating a state definition of medically necessary services, it is

important to understand Medicaid law and regulations and the courts'

interpretations of those rules.
Because, broadly speaking, individuals have no legal right to mental

health services provided by the government, access to mental health

services and supports is at government discretion.' The Medicaid statute

defines the rights and entitlements of eligible individuals. Eligible indi-

viduals are entitled to the array of health and mental health services and

supports described in the state Medicaid plan. For adults, beyond a mini-

mal list of mandatory services, states generally have the flexibility to

provide only the services in thlestate Medicaid plan. Children have a

greater entitlement. Medicaid law requires states to furnish children

'necessary health care, diagnostic services, treatment and other meas-

ures (authorized under Medicaid law) to correct or ameliorate defects

and physical and mental illnesses and conditions whether or not such

services are covered under the state plan."
When states shift to managed care, the waiver plan approved by the

federal Health Care Financing Administration supersedes the state Medi-

caid plan as the basic document defining eligible individuals' right to

services. However, even under a waiver, certain aspects of Medicaid law

remain in effect, including federal requirements concerning the provi-

sion of medically necessary services.
Medicaid law permits states to define the 'amount, duration and

scope' of any covered service and to 'place appropriate limits on a ser-

vice bas-iesnuch criteria as medical necessity or on utilization control

procedures."
This means, for example, that states may require authorization to be

obtained prior to receipt of services or may limit certain procedures

Defining 'Medically
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only to those for whom they are appropriate. However, while states
may limit services, based on medical necessity, their discretion is not un-
bridled. Medical necessity cannot be wed to deny needed services arbi-
trarily or to discrisinate invidiously in the provision of services.

Medicaid law requires that a covered service be provided in suffi-
cient amount, duration and scope 'to reasonably achieve its purpose."
States are also prohibited from denying or reducing the amount or
scope of covered services based on an individual's diagnosis, type of ill-
ness or condition suffered!

Some courts have held that a broad interpretation of the term 'medi-
cal necessity" is required to carry out the remedial goals of the Medi-
caid program."' Perhaps the most thoughtful of these decisions is Visser
v. Taylor, in which a federal judge ordered the state of Kansas to provide
Medicaid payment for the prescription drug Clozapine when a doctor
had determined that it was the last remaining therapy appropriate for
his patient. The court wrote:
The touchstone of re lamount, dua-ation and scope casesis medical necessity.

Federal statutes and regudationopreovidingfor medically necessary trernment are
to be liberaly construed in favor ofthe intended bneciaries of te Medicaid
program... The deermination ofwhethera trear ment is medically necessary, for
purposes ofMedicaid, is a profsional judgment which must be decided and certi-
fied by the treating physician. A state may not eliminatefundingfor medical
services certfied by a qualifed physician as being medically necessary. "

The U.S. Supreme Court has not squarely addressed the issue, but
in Beal v. Doe, it expressed serious concerns about state Medicaid plans
that did not include medically necessary treatment in their coverage:
ISnrious statutory questions might b presented ifa stateMedicaidplan tmcluded
necessary medical treatmentfrom its coverage)2

Courts hive also considered the procesisbywhich 'medically neces-
sary' determinations are made and have held that, in enacting the Medi-
caid program, Congress intended to invest broad discretion in treating
physicians, but not others, to determine what treatment is medically
necessary. For example, in Weaver v. Reagen, a federal appeals court or-
dered the state of Missouri to fund AZT treatment for Medicaid recipi-
ents with AIDS whose doctors had determined that the treatment was
medically necessary. The court declared that:
The Medicaid statute and regulatory scheme crate a presumption in favor of the
medical judgment of the attending physician in determining the medical neces-
sity of rraanmen t L

5
Defining 'Medically Necessary' Services to Protect Plan Members
POLICY ANALYSIS BY THE BAZELON CENTER FOR MENTAL HEALTH LAW



760

In an earlier decision, this same court held.
Tbe decirion of wheO r or not certain treatment or ap articslar tye of srgry is
'medically necesary' rests with the indioiduala recipientphysician and nor with
derncalpersonnel orgovernment offitials"

Thus, federal rules, supported by court decisions, prevent states
from limiting access to Medicaid services through arbitrary means that
have the effect of denying care solely because of the diagnosis or type of
illness or condition.

Federal rules, again supported by court decisions, also require states
to protect consumers' access to services that are necessary to 'reason-
ably achieve their purpose,"" and courts have required that these den-
sions rely heavily on treating physicians' judgments, and that they not
be made by clerical personnel or government officials.

States cannot meet these responsibilities if they cede to a managed
care entity the full responsibility for determiimng when a service will be
considered medically necessary.

Finally, other aspects of Medicaid law affect the process of makling fi-
nal determinations regarding the necessity of a service. Medicaid has a
defined system for appeals and fair hearings for Medicaid-covered indi-
viduals, and these rules cannot be overridden by a move into managed
care.

Who Should Define
What Is Necessary?

States, as guardians of the public trust, must themselves both decide
what services are to be covered in the plan (i.e., define the benefit pack-
age) and set the parameters as to who receives these services, when and
for how long. It is the state, with appropriate public input, that must de-
velop as part of its contracting process the specific definition used to de-
termine when services are medically necessary.

One option would be for the legislature to define the term-and then
require that managed care contracts be consistent with this legislative
definition. Alternatively, the state agency (either Medicaid or mental

health authority) could define the term.
Contracts now in place between states and managed care entities

show a disturbing trend. Although states frequently provide detailed de-
scriptions of a broad benefit package that covers a wide array of appro-
priate services, contracts generally provide little, if any, guidance to
managed care firms regarding apprepfiate decisions on the necessity of
care. Some states have no definition at all of 'medically necessary."' As
a result, managed care plans are deciding, with little or no public input,
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requirements or oversight, who will be served, how long they will re-
ceive services, which services they will receive and how much money
will be spent on their care.

In addition to creating its own definition of 'medically necessary,'
the state should expect that mnged care pbans, as they implement that
definition, will set more detailed and condition-specific criteria. States
should therefore require that the plan's internal rules for implementing
the state's definition, such as practice guidelines, be made available both
to the state and to advocacy groups in the state. In this manner, the
plan's operating criteria can be reviewed to ensure that they meet the
state's expectations with respect to the provision of services.

Consumer, family and advocacy groups are increasingly concerned
about whether managed care for mental health services will allow indi-
vidual choice and be provided in sufficient amount to meet individual
needs. These groups are now organizing to influence many aspects of
their state's RFP and contract, including the definition of 'medically
necessary.' Many states are now recognizing the need to consult con-
sumers, families and advocates about the contracts. Since these docu-
ments will govern the public system for years to come, their success
depends on their support by important stakeholders in the state.

PROBLEMS WITH T here are some serious problems with the current state contracts
concerning medically necessary care. Most are not specific enough andTHE CURRENT grant managed care companies too much discretion. As a result, states
may leave themselves liable for mandated Medicaid services that theAPPROACH plans will not provide-in particular, services that go beyond the plan's
very traditional concepts of what is necessary.

Most contracts between states and managed care entities provide
minimal guidance on what is to be considered a medically necessary
mental health service. Some have no definition at all of this important
phrase. This gives the managed care entity extremely broad discretion
to determine what services will be furnished to individual members of
the plan at particular times and can also lead to confusion among mem-
bers as to what services they7-re entitled to receive. In some cases, the
state will find that mandated Medicaid services are not being provided
through the masnaged care entity and that this is quite legal under the
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contract. In that situation, the state will remain legally obligated to con-

tinue to provide the covered service through some other means.

A review of extant definitions of 'medically necessary' finds three

broad categories: one set of definitions that are extremely basic and

medically focused, with no mention of mental health or behavioral

health services; a second set of definitions that include references to men-

tal health or mental disorders, but are still clinically focused, and finally

some definitions that adopt a more comprehensive approach referencing

social supports and services to ensure high functioning and quality of

life."
7

Most states provide only basic descriptions of what they consider-to

be medically necessary services. Current state definitions use language

that is almost boilerplate, describing medically necessary services as

those needed to diagnose and treat certain illnesses or conditions. They

often include the qualifications required for providers and require that

services reflect good practice and are expected to be effective. Generally

they encourage provision of services only if there is not an equally effec-

tive but less costly alternative. Many of these definitions also identify

services that the state does not consider medically necessary.

This language leaves significant discretion with the managed care

plan. As a result, many plans initially have chosen to operate their pub-

lic-sector contracts under standards similar to those they use for their

private-sector business clients. However, an employed population's

need for behavioral health services can be very different from the needs

of individuals in public systems. Managed care plans in the private sec-

tor heavily emphasize short-term hospital stays, traditional outpatient

therapy and the use of medications. While these are important compo-

nents of a comprehensive system of care, they are far from the full array

of services necessarylfor adults withserious mental illness and children

with serious emotional disturbance. As a result, under these plans, peo-

ple enrolled in public-sector managed care tend to have access only to a

limited part of the Medicaid benefit package the state has created.

Medicaid law authorizes a broad array of services that go far beyond

narrowly defined 'medical' care. Under Medicaid, individuals are eligi-

ble for prevention, treatment, rehabilitation and support services (such

as case management, family education, social-skills training and family-

support services). Increasingly, a wide array of the services needed by

adults with serious mental illness and children with serious emotional

cessary' Services to Protect Plan Members 8
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disturbance who depend upon the public sector have been provided un-
der Medicaid.

Especially disturbing is language in several contracts that services
need not be provided if the member fails to comply fully with the medi-
cal regime established by a physician or other provider of services. This
not only limits choice, but can divert attention from issues that reflect
problems of the service system, rather than being the fault of the indi-
vidual member. In addition, this language can be interpreted as overrul-
ing the plan's requirement to provide services when needed.

Problematic language in some contracts permits plans to use commu-
niry, rather than national, standards of practice in making decisions.
This languad may be used to deny services that are not available within
the community, even though that service may be the most appropriate
choice. This is especially likely to occur in rural communities, where
services are currently more sparse.

TAKING A M anaged care plans define 'medically necessary' services in a
very concise and limited way. These definitions are typically only a few

DIFFERENT lines long, making it impossible to take more than a very limited ap-
proach. In the public sector, on the other hand, definitions of what con-

APPROACH stitutes an appropriate service for reimbursement, although not termed
'medically necessary," are much longer and more detailed. They encom-
pass considerably more than 'medical' services in the strict definition of
the term, and they address a host of service-delivery issues, such as re-
quiring care be furnished in the least restrictive setting and in a cultur-
ally competent manner.

As managed care techniques are adopted for the public sector, it is
neither appropriate nor advisable for public agencies to take traditional
managed care definitions as their model. They have no reason to limit
their definition of medically necessary services to a few lines, perforce
omitting essential elements of good public-sector care. -

States should instead use the 'medically necessary' definition to pro-
tect consumers' choice and access to high-qualiry services, furthering the
overall goals of their mental health system. To achieve this, states need
to design detailed definitions of medically necessary services.

A wide array of commonly used treatments and rehabilitation ap-
proaches is effective for individuals with mental illness-in some circum-
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sannes and for certain conditions. Research indi4cae that no single ap-
proach is universally superior, and few treatment approaches can be
eliminated as universally ineffective. The most important characteritic
of an effective mental health service system is the appropriate matching
of services and need, based on individual clinical conditions and circum-

stances and individual choice This means that listing benefits alone is
not sufficient to produce good outcomes.

The benefit package can provide incentives that will encourage de-
sired patterns of utilization to enhance effective care, such as substitut-
ing lower-cost equivalent services. However, a judicious mix of benefit
design and individualized decisionmaking is still needed to match indi-
viduals and services correctly. Benefits must therefore be flexible, and fi-
nancial incentives promoting lower-cost services that are equally or
even more effective in the long term (such as in-home services, con-
sumer-run services, assertive community treatment and medications)
must be balanced by controls on the use of such services by individuals
who do not need them. Selecting the right-atch of services to effec-
tively address the plan member's individualized problems, while respect-
ing the member's preferences, is the purpose of 'medically necessary'
crateesa.

To accomplish this end, this paper suggests a different approach to
defining medically necessary services-one more consistent with the
law. In place of broad but short stipulations requiring plans to ensure
that services adhere to professional standards, are safe and effective and
emphasize less costly alternatives (as the typical contract definition does
today), states could incorporate more of the essential values and direc-
tions they desire from their mental health service system. The section of
the contract that deals with when a service is medically necessary should

then stipulate.
* the desired goal of services (e.g., to promote recovery);
* the range of services that are to be considered 'medically' necessary

(e-g-. rehabilitation as well as clinical treatment);
* principles for service delivery (e.g., members should be fully engaged
in services planning and be given choices); and
* that plans are prohibited from subverting desired goals through arbi-
trary restririons on amount, duration and scope of services.

The definition of medically necessary services should also include
standards for the process of making these determinations. Further, a Sys-
tem of member appeals should be linked to the definition. Standards for
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the appeal system can then be set elsewhere in the contract. Some states
may also wish to include stipulations of .what is not considered to be a
medically necessary service (e.g., custodial care). In plans that cover chil-
dren and adolescents as well as adults, the specific needs of children
should be addressed.

This approach incorporates links between the definition of medi-
cally necessary services and other contract stipulations. Too often, the
medical-necessity definition has little or no connection to other require-
ments in the final contract. The definition of 'medically necessary'
must be linked to (or re-state) the state's concepts regarding individual
rights, the benefit package, approaches to service delivery, quality of
care and mechanisms for appeal. Cross-referencing these items in the
medical-necessity definition would greatly enhance the state's ability to
enforce the standards in individual cases. The medical-necessity defini-

- tion is then more grounded in the underlying principles and standards
of the contract, and the state ensures that other important provisions of
the contract will be considered as a plan reviews whether a particular
service is medically necessary

CREATING A - T1 he following material is not intended to be a model definition. In-
stead, it presents the elements of a definition and provides suggestions,

DEFINITION OF meant to be useful and provocative, for specific dauses in the contract.

"MEDICALLY WHAT IS MEDICAL?

The narrow array of services traditionally offered by managed care
NECESSARY" plans has led to discussions about changing 'medically necessary' to a

term that might suggest a broader ringe of services. Several have been
recommended, such as 'clinical necessity,' 'social necessity' (particu-
larly for child welfare systems) or 'bio-psychosocial necessity.' Another
option is to drop the adjective and cover all 'necessary' services.

- However, changing the terminology is probably neither required
nor advisable. With the wrong definition, any term will fail to protect
consumers. The key to ensuring appropriate delivery of care is to have
the right criteria. With the right definition, 'medical' necessity is prefer-
able because it builds on current Medicaid law that considers a wide ar-
ray of services to be 'medically necessary.'

Defining 'Medically Necessary' Services io Protect Plan Members
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It is important to note that Medicaid itself recognizes a range of ser-
vices as 'medical.' Under Medicaid, nonmedical clinical services (i.e.,

services of psychologists and psychiatric social workers), case manage-
ment, rehabilitation, personal assistance, speech therapy and oeacupa-

tional therapy are reimbursable. Using the term 'medically necessary
services' in a Medicaid context rherefore does not substantiallv limit the
range of mental health services covered.

Defining Elements of a
Definition of
"Medically Necessary "

Definition-of Medically
Necessary Services

Below is a proposed definition of medically necessary services for in-
clusion in managed care contracts, based on the approach suggested

here. The sections that follow lay out issues to address under each facet
-of the definition, illustrating the new approach with suggested language.

This material is not intended as a 'model' definition. Each state defini-
tion will need to be crafted individually to reflect the unique aspects of
a state's current legal code, goals, consumer, family and advocate aspira-

tions, and the organization of the state's service system.

A medically necessary service is a service:
* furnshedin accordance with thegoals of srr cs decsed in paragraph

(A);

* funishedlor the s purpoes dsribed in paragraph (B),
* that meets the standxrdis of ser-ice delivery in paragraph (C); and

* that, in the case of individuals underage 21, meets the additional stand-
ards in paragraph (D).
Medually necessary service shall h provided in accordance wirth paragraph (E).
which prohibits arbitrary actions by the contractor to limit services, and through
a process that meets the requirements in paragraph (P9 and shall be appropriately
linked to the grimence and appeal system as required in paragraph (G).

A. r;oaLs of Services
The first question a 'medically necessary' definition must answer is:

necessary for what end) Services and supports are provided to achieve
certain goals, both for the individual and for society. Articulation of
these goals in the medical necessity definition will enable the state to
clearly articulate the overall objectives of its mental health system and
provides the foundation for addressing other critical issues.

Many states have articulated-goals in their waiver plans or requests
for proposals, and a few include them in their contract language. How-
ever, including this language in the contract does not necessarily create a
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legally binding requirement on the managed care plan. To achieve that
goal, the definition should directly reference the goals of services.

Each covered individual (Memner) shall be eligiblefor servicms, as deflsd in sec-
tion _ provided in suficient asount, duration and scope to enabeMembers

ofiunction at the bgheispossibk kvel, given the severizy of teir disorder, in the
least r ictivesetingoftheir, dbice, andfor chddren underage 21, o progress

develropmnetllyas individ appropriate.

Medically nec sayev
(a) are designed to promote recovering and healing, enhance quality of

life, promote wellness-and improvefunctioning.
(J are provided with tlh goal of ensuring tbat Menbers are sucaessfrld

and satisfied in the setting of teir choire, with rhe least amount of ongoing
professional intervention

.(c) reflect Member choice and are designed to achieve outcomes desired
by the Member;

(d) are offered in the most integrated settings appropriate to the Mem-
ber's needs;and

(e)for Members wnderage 21, enable the child to progress dlopmn-
tally as individually appropriate, designed to enable the child to live at
home or in tchomelihe setting. and address both the needs of the child and

the related needs of thefamily.

B. Purpose of Services
In addition to being directed towards the advancement of members'

life goals, services must be designed to accomplish certain objectives. Ad-
ditionally, the definition of medically necessary services must be explic-
itly broad and encompass not only clinical treatment but also screening,
prevention and rehabilitation. Most state definitions address these issues
to some degree and the language below is based on language that appears
in several state definitions of 'medically necessasy.'

A medically ncessa-y service shal mean 4 service identifqed in Section_

(Benefit Package), and supplies and technologiesfumrnished by or under the super-
vision of a physician or otr licensd practitionr of te healing am within the
scope of their practierider State law, that are provided consistent with the
Member's desire and wishes and in sufficint amount. duration and scope to ef
fectively:

(a) srreen and assess the preence of a mental illness condfition;

Defining 'Medically Necessary" Services to Protect Plan Members 1'Z
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(6J identify and evaluate a mental illness that is suspected
(c) treat, ameliorate, diminish or stahilize symptoms of mental illness, in-

cluding impairment infunctioning,
(d) alleviate suffering or pain;
(e) prevent arrest or delay the development or progression of a mental ill-

ness and to prevent or delay relapse;
O) provide rehabilitation to enable the Member to attain or maintain an

optimal level offunctioning (includingfunctioning in all important areas
of if4 such as daily activities, social relationships, and independent livingA

(gl affirmatively ensure access to and promote appropriate utilization of
services (including overcoming harriers cassed by inability to obtain trans.
portation).

C. Standards of Service Delivery
In addition to describing the goals and purposes of services, the def-

nition of 'medically necessary' should ensure compliance with impor-
tant services delivery standards. For example, the definition should
make clear that medically necessary services must be responsive to mem-
bers' unique needs, provide choice among possible alternatives, and be

furnished in an appropriate manner. Such standards are-incorporated
into law in many states or reflected in mental health system planning
documents.

Medically necessary services must be:

(a) hased upon an individualized assessment of the individual's assets,
strengths, desires, needs and environmental supports;

(b)furnished in accordance with an individualized services plan, which
is based on a comprehensive assessment, developed in partnership with the
-Member (or in the casiof a child, rA-hild to the extentfeasible and the
chid's family) and designed to attain specific outcomes desired by tie Mem-
her; the services plan shall be monitored, reassessed and revisedperiodically,
basd on progress, outcomes and consumer satisfaction; Memners shall e
given ultimate authority to review and approve the services plan;

(c) services of the Member's choice (or, in the case of a Member child un-
able to make choices, services of the Member'sfamily's choice). T7e Member
has the right to refuse services consistent with law and such refusal may-not-
be used as grounds to deny other services; the plan may deny services that
wouid be ineffective orfor which there is a cost-eftive alternative that oth
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ewrise satisfies the standardsfor medically necessary services, as setforth

herein and in Sections (A), (B), ()), (E), (9 and (G);
(d) in conformance with any psychiatric advance directive the Menser

has prepared;
(e) delivered in a timely manner, with an immediate response in emer-

gencies in a location that is convenient and accessible to Members;

( responsive to unique needs of linguistic and cultural minorities and

furnished in a culturally relevant manner;

(gi responsive to the unique needs of people with mental andphysical im-
pairments andfurnised with accommodations to their needs, as required

under the Ameicans with Disabilities Act and other applicable law;

(h)providedin the least restrictive appropriate setting; inpatient and resi-

denrial treatment shall be used only when all less restrictive levels of treat-

ment have been unsuccessful or cannot be safely provided;
(7) provided in the Member's home or home community, except in lim-

ited extraordinary circumstances;

- a) designed (when relevant) to prevent the needfor involuntary treat-
ment or institutionalization;

(k)provided in a manner thatfacilitates continuity and coordination of
services within a system of care;

(I)furnisbed so as to include referrals to and coordination with agencies

providing other relevant services to the Member, includingproviders of
other health care services, social service providers, education providers, pre-

school and child care providers and vocational rehabilitation providers;

(m) consistent with national standards of practice, including standards

of practice in community psychiatry andpsychiatric rehabilitation, as de-

fined by standard clinical reffrences, generally acceptedprofessional practice

or empirical professional experience;
(n) consistent with theplan's Quality Assurance standards andproce-

dures, and its placement criteria, in Sections _ of the contract; and

(o) consistent with the standardsfor confidentiality in Section _ of

the contract.

D. Additional Standards for Children
Not all managed behavioral health care plans include children. In

some states, children's services are left in the traditional state system or

provided through a separate managed care plan. Any managed care plan

that covers children and adolescents must address several-unique issues.
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This paper highlights children's issues here, but these issues could be ad.
dressed by incorporating them in sections (B) and (C) above.

Under Medicaid law, children are entitled to Early and Periodic
Screening, Diagnosis and Treatment, which must include access to any
federally reimbursable Medicaid service, regardless of whether it has
been included in the state plan. Definitions of 'medically necessary'
must reflect this legal entitlement for children.

Thus, the definition of 'medically necessary' must make clear that:
(With respect to the issues under (B) above):

Members under age 21 shall have access to all seruices reimbursable under Tide

XIX of the Social Securi ry Arc
For Memers u nder age 21, the Member's individualized serioes plan shall he co-
ordinared with the child's Individualized Education Program (IEP) or Individe.
alized FamdyService Plan (IFSP); the plan shall consider services covered in the
child's benitpackage to be medically necessary by virtue of teir inclusion in
the IEP or IFSP. t-
In addition to the purposes identifid in Section (B), services are medically neces-
sary iffurniahed to Members under age 21for the purpose of:

(f identifying mental illnesses or conditions, and to identify children at
risk ofsuch conditions as a result ofthe identified specific risk/actors cited
in Section _ ofthe contract; -

(ii) ameliorating or correcting a condition identified during a periodic
or interperiodic screen; and

fii) provide anticipatory guidance to parents ofchildren with respect to
mental health and emotional development.

(With respect to issues under (C) above):
In addition to the standards of servce delivey identfied in Section (C). services
to Members under age 21 must:

(a) be provided as early as possible in the child's life in order to prevent
or identify potential conditions in their early stages;

(b) he provided in accordance with a services plan developed with the par.
ticipation and approval ofthe appropriate/amily member(i). For children
with serious emotional disturbance, the plan shall integratefamily educa-
tion andupr services, as defined in section j

(c) include notification, at least annually, offamilies or enrollees under
the age f/21 ofthe availability of comprehensive preventive and interperi.
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odic screens on a regular hasis, as defined in the Benefit Package in section

Nd) mphasize and promore developmental progress oftde child as indi-
vidually qpapriate; and

fe) be delivered in the most natural environment possible, which for
Members'underage 21. in addition to home and community settings, shall
include child care centers orpreschoolprograms.

E. Arbitrary Limits
Managed care is a delivery mechanism intended to facilitate individu-

alized care decisions. Placing arbitrary caps on mental health services,
such as limiting outpatient sessions to 20 or hospital days to 30 per year,
is inconsistent with individualization and often results in the denial of
necessary care.

On the other hand, in place of caps, many plans use a system of trig-
gers to guard against overutilization of services. The continued need for
a particular service is reviewed after a member receives a certain quan-
tity of the service-for example, five days in a crisis facility. In some
cases, additional services may be pre-authorized. While it may be appro-
priate for a plan to use triggers, their use should be carefully monitored-
to ensure that they do not become de facto pre-set limits on care.

To protect against arbitrary limits states should make clear that:

(a) all services shall be provided in sujficient amount, duration and
scope to reasonably achieve theirpurpose;

(b) services shall not be denied based on pre-set limits on the duration of
services; instead, reviews of the continued needfor services shall e con-
ducted on an individualized basis;

(c)pre-authoRization procedures an not dejacto limits on duration of
services;

(d) services may not he denied or reduced in scope based on an individ-
ual's diagnosis, type of illness or condition suffered, and

(e) services may not be denied pending appeal

F. Process to Determine When Services Are Medically
Necessary

The best definition of medically necessary' will be of no avail if the
managed care entity has established a system for determining necessity
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din resulut in inadequate or inappropriate implementation of the crate-
ria.

Managed care plans may use a variety of methods to make determi-
nations of medical necessity. Prior authorization for certain service
concurrent utilization reviews centralized assessment and referral, gate-
keeper screenings, case management and designated provider networks
are all methods used by managed care plans to limit access to services.
Errors in implementation of any of these mechanisms can deny con-
sumer choice and access to services.

To guard against improper denials, states should establish standards
in their contracts with managed care entities for the process by which
fillredca-necessity determinations are made. For ezample, some managed
care contracts require that personnel who make medical-necessity deter-
minations have specific credentials. In addition, some states have en-
acted relevant statues, which should be referenced in the contract.

At a minimus states should indude in the contract provisions the
process that should be followed.

Mediscal 6icassssy d a ui, shalle made in acwrdence with the folowing

standhnic

(a) decions sbhodd initially he made by the Member and tk Mrembrs
aringprovider hower the plan may es-bl-b procolbfor wheAs frther

- prinsa is necsasry;
(I) when ftrtherapproual iJ netssary, decisions shall be made in a

timel fashion and the plan shall respond within _to preasarorizanon

requem;
(c) eiions shaU be made by appropiatl trasined mental health profts.

siondss with s tfcienr cinical experiene including experience in treating
auts with serioses mental illness and children with serious emotional distr-

- 6~~~~~~et);

(d) the plan shal document how decisionmakrs econsidred the recom-
-omendstw reg-rding mefi-aly ne-sa-y sericsfrom the crSting prof-s-
sionsass wael s the desires of the Member and document specific reasons for
overriding rch recommesdations and desires;

(e) determinations of medicaly necessary shall he bas on practce gsade-
lines if the plan uses written pratice guidetines), which shal be consistent
with the provisions ofSecrtiosA-D;-

0) criterisf or medicaly necessary services and an practice guideines
used reddstrributed to all providers who participate in the pln an, upon re-
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quest, am awilablefor review by plan Members plan Members shall receive
infornation describing the methodfor obtaining access to the criteria and

,guadlines.
1
'

G- Link to an Appeal System
Regardless of how well the plan does, there will always be occasions

of dispute between the plan and members about decisions on medical ne-
cessity. The contract should therefore clearly spell out an appropriate
grievance and appeal mechanism, and the contract's definition of medi-
tally necessary' should form the basis for resolving such disputes.

(a) decisions as to wvhether a particular sermce, supply or technique is
medicaly necessary shall be subject to appeal by a Member ander secion

_(appalprovisions); the definition of medical necessity setforth in _
shallform the basisfor resolving such disputes;

(b)Members mayalso use thegrietanceprocess set out in _ (griev-
ance process) to complain about medical necesiqy decsions. The definition
of medical necessity setforth in Section _ shallform the basisfor re-
solving such grievances,

Sanctions In developing contracts for managed mental health care, states will
need to address the issue of what sanctions areapplied should the plan
fail to comply with the provisions of the contract: Unless specific sanc-
tions apply if a plan violates the requirements of the medical-necessity
criteria, the state will have only limited options: to ignore the viola-
tions, to pressure the plan to address the violations or to cancel the en-
tire contract. A better approach would be to delineate specific interim
sanctions, such as monetary penalties, for failure to follow the medical-
necessity criteria appropriately.

Failure of a plan to deliver services according to the above criteria shall be Cause
for sanctious, as dscribed in Section - ofthe contract

CONCLUSION TIhe material in this-doement covers a significant range of issues,
expanding the concept of medically necessary beyond the definitions in
most current state contracts. It is intended to stimulate new thinking
about decisionmaking regarding what services will be furnished to an in-

Defining Medically Necessary' Services to Protect Plan Members 1
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dividual under public-sector managed care plans, when and for how
long. The elements discussed in sections (A) through (G) above should
all be addressed. The language in this document is included as an exam-
ple, and states may wish to adapt it to reflect their current state mental
health policies and definitions or to fit the approach to managed mental
health care being taken in the state

The Center for Mental Health Services and the Bazelon Center for
Mental Health Law are interested in receiving feedback on the concepts
in this paper, and in assisting consumers, families and advocates in un-
derstanding and securing appropriate definitions of when a service will
be considered medically necessary for adults with serious mental illness
and children with serious emotional disorders.

Prepared by:

Chris Koyanagi
Ira Burnim
Joseph Bevilacqua
Michael Allen

Judge David L. Bazelon Center for Mental Health Law

NOTES L. Throughout this paper reference is made to mental health services; however.
these recommendations are equally applicable in concept to addiction services
and oald be adapted to addres both mensal health and substance abuse serv-
ices (behavioral health svicer) in states that have managed care plans address
ing both needs.

2. Public managed care arrangements can be set up at the state, local or regional
level. For the sake of simplicity, the word 'sate' is used in this document to
represent any government entity contrcing for managed behavioral health

3. Utilization reviews evalaute the necetsiry and appropriateness and efficiency of
se-vices, such as reviewing appropriateness of admissions, services ordered
and provided, length of stay on a cncurrent or retospective basis. Prior
authorization is the approval a provider must obtain from a payor before fur-
nishing certain services, ued pasticularly for inpatient hoapital cre.

4. Under the U.S. Constitution, individuals have a right to mental health care
when they are confined by the governmen, Yoangbeq . Roreo, 457 U.S.
307 (1982), or when the goveroment otherwise plays a dominant role in their
lives, Spissy v. Elliott, 41 F.3d 1497 (11th Cir. 1995) (the question is the en-
tent the State exercised dominion and control over that individual'). See also
T- horsS. u Ftaty, 902 F.2d 250 (4th Cir.). cem dmeni, 498 U.S. 951 (1990)

Defining 'Medically Necessary' Services to Protect Plan Members
POLICY ANALYSIS BY THE BAZELON CENTER FOR MENTAL HEALTH LAW 2o
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HJiamcsn es Psms wenS criwSd lsdHspird, 784 F. Supp. 215, 222-23
(E1. Pa.). fd, 977 F. 2d 568 (3d Cir. 1992); McNrk n % Dvdhkis, 1990 WIL
235439 (D.Mass. 1990). State connsiunions and statutes may also creae etie-
ments to nental health we.

5. 42 US.C. SSf 1396d(a)(6), 1396d(a)(1 1), 1396d(l(13), 1396d(r)(5).

6. 42 C.F.R 5 440.230(l).

7. 42 C.F S d440230(b).

8. 42C.FL S 440130(c)(1). The US. Supreme Court hus ed a rin r standuad
in defusing the scope of the constitutional 'right to treuten-L' YoUnghesg u
Roranc, 457 US. 307 (1982). See generalty Stefan, Leuing Cmi Righ to the
'Eupemee- Fiom Dqervnce to Adiostion Unie, the PfrfeniaoslJdgmuse Stan-
-4 102 Yale LJ. 639 (1992).

9. The term meding-necessiry is used in other related areas of law. For emple,
se.eral courts have coasidered the meaning of 'edical nrtessity' when it tp-
pears in preite insurance conracts.

10. The judicial opinions cited here are binding only within the territory orer
which the deciding court has jurisdiction. However, these opinions are likely
to influence other courts. In deciding a lega issue, court review hor other
courts have huandled the matter and often defer to the reasoning of the other
court's decisions. Thus, the opinions cited in this section can he considered as
guidnceu states deedop their polices for seting standards with regard to
* he4 a service is medically necessary.

11. 756 F. Supp. 501, 507 (. Ian. 1990) (internal citations omines9.

12. 432 US. 438, 444 (1977).

13. 886 F.2d 194, 200 (8th Cit. 1919).

14. Pi--eke u Peioer, 623 F.2d 546,550 (8th Cir. 1980). Se lo S. Rep. No. 404,
89th Cong., 1st Sems., repimed in 1965 U i. Code ong. & Admin. Neus 1943,
1986, (the physician is to he the key figure in determining utilization of
health ser-vices'.

15. 42 C.F.R. S 440.23Dh).

16. Medicaid Anoged M zal Healtb Care, Save, ofthe States, April 1996, Bazelon
Center for Mental Health L.w, Wauhington DC.

17. Medicaid Managed Mental Health Care: Survey of the States (E), March 1997.
bazecon Center for Mental Health Law, Washington DC.

18. Under Medicaid law, Medicaid. not the school system, mut pay for covered
secr-ices furnished to a child, eren when these scrvices have been found neces-
say and included in the child's IEP or IFSP. This language would ensure that
the managed care plan assumes Medicaid's financial responsibilities in these cir-
cumstances.

19. This point may have to be ugued, hated on state law. Managed cwe entities
will attempt to avoid releasing this information on the bsis that it is propre-
tary. However, in a public program of benefits, all standards and criteria
should be open to public scruiny.

Defining 'Medically Necessa.y" Ser-ices to Protect Plan Members a
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The following materials are available from the Bazelon Center, as
indicated below (prepaid by check, Visa or MasterCard, unless other-
wise indicated, add $4 for postage and handling for orders under $15
and $1 more for each $10 above that):
* ManagingManagedCreforPublicly Financed Mental Health Services

(November 1995), $9.40
* Managing Behavioral Health Carefor Children & Youth: A Family Ad-
voraters Guide (August 1996), $9.95 in English or Spanish (single copy in-
cludes 16-page booklet for parents, Your Family and Managed Care, in
the same language; booklet separately, $3.50)
* Protecting Consumers in Managed Gre: Resourmcsfor LegalAdvotates
June 1996), $5
* Buying in the Public Interest. A Primerfor Purchasers of Managed Behav-
ioral Health Care in the Public Sector (November 1996), $20
* Can Managed CareMeet the Mental Health Needs of Very Young
Children? October 1996 issue paper), $3
* Assessing Approahes to Medicaid Managed Behavioral Health Care, on
the use of carve-outs for managed mental health care, prepared for the
Kaiser Commission on the Future of Medicaid (February 1997), $7 in-
cludes postage and handling
* MentalHealthManagedCareSurveyoftheStates 1996-97(March 1997),
$10 includes postage/handling
* LIue Paper #1:Defining 'Medicay Necessary'Services to ProtectPlan
Members (March 1997), $5 includes postage/handling
* Issue Paper #2: NCQA Accreditation Standards: Insufficient Quality
Check Unless Supplementedfor Public.Sector Systems (April 1997), $5
* Issue Paper #3: An Evaluation of State EPSDTScraening Tools (une

1997), $5
* Issue Paper #4: Assat-ng Report Crds June 1997), $5
* Successful Coalition AdvocacyforState-BasedManaged Care:A Ca

Exanmple (in preparation)
* Consumer Rights in Managed Car (in preparation)

Excerpts from some of these publications and announcements of
new materials as they are developed can be found on the managed caue
page of the Bamz Center's Internet site: http://www.bazelon.org.

To order publications, send check or Visa/MasterCrd authoriza-
tion to Publications Desk, Bazelon Center for Mental Health Law, 1101
15th Street NW, Suite 1212, Washington DC 20005; fax: 202-223-409.
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KEY DATA
10.5 m llon us 12,6 ro on childee
specal Realth care needs (13% to
in 1994-95
955,n00 childre ith dcagbhlti
Supplenentat Security Inc-me (SS
quafied alm fan Medicaid In 199
(as mry at 30,000 could Ise Me.
c srage don us melfare reforms)

7,128 verge pen capit Medicai
speeding Ion kids on 551 i 1995

0920 anerage pee aptia Mediaid
spending far all kids 5 1996

1.4 million childrn with specl he
needs am uninsured

36%s with specol health needs dis
hamn cnildrin s husptith as ssied bq
Medicaid m 1996

40% with spedal health needs disc
2mm childrn's hospitals anisted by
private ki-urseca in 1 996

30 sttes m-anang mranged are
aangeren he at u one chi
wth se needs

Providing 'are to inr than 10 million chil-
dren with special health needs poses tome of
the most difficult, complex, fumstning and
costly challenges Ino their families, their
schoolt, social service programs - and the
health system These children meqire care
over a Iong proud of time that can be as im-
pleas speech and physical therapy or as coi-
ples as home management fora child needing
a respirator to benathe

18961 The goal in providing appropoate tranens- for these children is not simply ro stabiliar or
-shore p the effecs of ther immediate medical

satn conditions wit to ue pediaric heatkh sevices in

96 a combinatin of setting to help them develop
dhad ro their fllest potential i a cost-effective man-

one Costs can nosy considerably, with a handful
lid of children -eipinog the vast majoriy of s.ences

each year. For oample, the aveage cost to
Medicaid of canvg for a child with diabetes is
$2,300 n year - bt roceeds $370,000 f.u . few

As with mutt Amecca-s, children with spe
e th cial needt am today facing a netooled health --

care marketplace govered by the principles of
h-nged magd care Whether covered by pevate

inurance plans or public health progrms-
and many -eceice attittance fom wth -

hanged maged care in the furore may well dictate
the location quantity and quality of services
for these children But befone managed care i
rmbracrd as the coverage of choice for chil-

dusts die- with special nerds, stae and federl poli-
cy makers, as well as employers, must address
a number of key issues. Ultimately, they most
decide whether care can be managed to

-- improve quality and coordination fur children
with special health nerds-and achieve
savings

KIDS WITH
SPECIAL NEEDS

fstimates of the numhber of children with spe-
cbl health nerds nosy depending on medical
conditions and other facros included in the
defhnition Some sudies that include n broad
ange of conditio, such as recuovot ear

infctions and headaches, have found that one
of every theen children, or 23 million, have
special needs. The most widely accepted study
for this roeprss purpose pots the numhbe at
15% to 18%, or 0o5 million to 12.6 million.'

Macy health conditions require children
and their families to seek medial and other
suppers s-ecices over a Iong coae of tim
Most are are, bwt collectively significant The
most prevalent chronic conditions affecting
children include asthma, and atenton deficit
and disroptive behavior disorder Other les
prevalnt conditions include diabetes, sickle
cell anemia, cystic fibhosis, spina bifida, ne-
bh1 palty-o-ensal impoimnest, Thsy can be
children with unstahbl or derenoraing condi-
tions, roc as muscular dystrophy or HIV
infection Some have congenital anomalies,
roch as ceh palate, or are her with problems
making it difficult to digest or retaboliae flod
Ofth a child has morn than one condition

Some o hnse infants, children and adoles-
cents may have muhblr panicipating in whoal or
ply Others need a range of therapies and spe-
cial ovaream ss, while still nthers am dependent
on life nsaining medications on diets, o use of
such devices s wheel chair, prostheses or hear
tog aids Most need ongoing medications, self
and family case management and insreirtens
mental heath are and family rappers

Alliance for Health Reforen, 1900 L Street NW., Suite 512, Washington., DC. 20036 ALLIANCE
Phone 202/466-5626, Fan 202/466-6525 - F O R -

Suppoted by a gr-nt from the Rober Wood lohoron Foundation HEALTH REFORM
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THF VARIAI LITY
OF SPENDING

Medical conditions affecting children with special needs-and the result.
ing cost. of their care-vry enomously.
ioe euapie a sn-to-be pUished artide In PFofare (ireys. Anderson
Shaffer et Neff) soAs that In 1993 Wasington ate's Medicaid prngrm
spent on ormoge-

514.377 for a child with cystic fibrosis

S16.684 for child with muscular dystrophy
514.637 for a child with a malignant neoplasm
$52,84 for a child with asthma

The total spending for d children In the state provide a different picture -
S37 meliton for all children with asthma -
58.4 millon for all children with malignant neoplasss
52.9 millIon for all children with cystic fibrosis
$2.6 million for all children with cerebral palsy

Thus the condition least espensive to teat-asthma-costs the program
far more than more espensine. but far rarer, conditions.

Children with special needs are more likely than healthy
children o be lining in households with I.oer incomes and
with adults who have less edscatie.n They ae half again
more likely to live at or below poverty, and thus depend on
Medicaid Chtrnic childhood conditions increase with age
and affect males moen than females White aed Afican
American children are mere often reported to have special

-health needs than Latino or other raci and ethnic groups

THE COST
OF CARE

There are no cuerent reliable national estimates on the
cost of canng for children with special needs. But
Medicaid data provide some glimpse of what it costs to
nece children with disabilities Disabled children on
Medicaid, with incomes low enough to qualify for
Supplemental Secunrity Incsme (SS), are more likely to
have severe higher cost conditions than others with spe-
cial needs, in 1995, state and federal goveromenis con-
tnbuted through Medicaid $6.8 billion, or 7,128 on
acerge for each of 9553000 disabled children The aver-
age for all children on Medicaid in 1996 was about $920.
(See boo 'The Variability of Spending.')

The most consistently vopensive children are those who
require instimotional care or have long-standing dependency
on such enpensive technologies as respiraors For non-
institosiooelized children, much of the cost is deven by
hospital stays. These children are nearly 4 times more like-
ly to be hospialiced, have longer stays and nee physician
three times mone often than healthy kids Those with phys-
ical health conditions are more than twice as likely to hane
secondary mental health problems.

The out-of-pocket expeon-s of families who care for
children with special needs ae not well docomented Nor
ar there good data on how family responsibilities in caneg
for these children effect poreots' employment, or their
physica and mental health. But hfmilie rpon that al
these may be areas of stress, prodocing additional personal
and financial costs

Health plan limits on services covered may put the must
direct .nancial stress on hfmilies. Plans iscerasiegly ressect
the number of services or types of benefits they cover For
ecsample a plan may limit the number of meneal health or
physical thepy sessions or may cover hore care for only
short periods Plans may also be slow to cover the ose of
new technologics and therapeutic interventions

WHO PAYS?
Financing the care of special needs children is considerubly
fragmented, and national data are onavailable to how the
number in prnnate plans, Medicaid and ocher public health
pogranms - much less in managed care a-rangemess
funded by either the public or prNvate sector

We do koow that 1 4 million children with special
health needs ane oninsured Io addition, we koow fron a
survey of inpatient discharges frorn 49 child-ns hospitals
(see Figom |) that -

* 36% of children withspecial health needs were
assisted by Medicaid; and

* 4096 had prNvate insura-ce.'

A Census Buras survey from 1993 94 shows that 32%
with disabilities under age 21 wem on Medicaid.' Children
can rNceive Medicaid benefits if their disbilities and fmily
income qulify them for Suppiemenl Secunry Incume
(SSI), if buily incomes are low enough, or if they meet
other reqinrmeots that vty fromn state to state As many as
30,000 children may lose Medicaid coverage, because of
changes the 1996 welfne refoe law made to SSIs dehni-
lion of disability

in many cases, pevately insured children can recerte
additional assistance frnm publicly funded pnogms, even
Medicaid, to cover what the pnvate plan does not (See has
'EPSDT - The Debate ') In addition, al special needs chil-
dren have acces to some reson-es so help manage some of
their health and education eeds, including ssistane from
the federally funded but stte-operted matemal and child
health block grants This aid vaies fron sate to stare but
can include direct provision of medical care

Them am also a number of stare and fedemi pgrmam that
provide eady intrveendon to help childres ovecome develop-

Figure 1
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-33
metal poblems. In addion, fedetnl law eotides childtnrtto
cee special health-rehred services in schools to help edu-

car item is the lust ressvictiNe environmente New legtslaio
ltso llows schools o look to Medicaid o pay for health sev-
ices peovided in educaotoal sentiogs to special eeds kids eli-
gible for the psogeams covae .This, i part, auddoesss the
oogoiog peoblem of cost-hiftng among progranms that may
be eoceehed -rdh the influo of peyote maoiged o-t pio,

A child with developmenral disabilities may alt look to
the ste-operted mental health system for oich help as
psychotherapy snd family counseling School syutems offer
yrgrn-ms for kids with special seed, and specia diets an
sometimes tpponed through the Special Supplemenal
Food Program for Women, Wnlts and Child.ee A wide
arry of pocate agencies alto provide dinerse types of
assistance and family supporn. However thousands of fami-
lies in oveny state do not qtalify for such assistance

WHO CARES
FOR THE KIDS?

All children need regular checkups, sceening and preven-
tive care. Special needs kids require much more. They
may need evaluation and managemest by pediarrc sub
specialists etpen in identifying medical conditions sod
their apprapoate treatment This may meas medical and
surgical inteiveotions, as wellas such special cane as .eei
dialysis or speech, physical snd occupatiomal therapies
Some children require home nursing and respiratory ther-
apy, respite cane or enpensire appliances that need
replacement as the child grows

Although prnvte and public imsurance may cover some
cots, families of a11 income levels face an ersremely frg-
mented mio of agencies in the health, menrtl health, edca-
tion and human sevices systems, a11 presumably designed to
assist in meeting a childs multiple care demand, but public
programs lack consistent eligibility and applicatiu, proce-
dunes ach agency may provide its own assessment and
care plan, and perhaps its own case coordinator

The fequent duplicatios and gaps in coverage pose for-
midabls barrers to compnrheesive and coordinared care and
ohen require a huge invesoent of sime and en=rgy draining
family source and interfering with pten- k Families
may find themselv locked into employment for fear that
changing jobs would mean loss of a*CCeS so those pnrviders
Dau cleady show that continuity and close ptnnership
beween a family and providers make it les likely that a per-
son with disabilitirs will be placed in enpenssNc instisutions

MANAGED CARE
Managed care differs from personal indemnity insurnce
is ways that may offer benefirs and liabilities to children
with special needs

Ma.naged care can -

* Unk the child with a primary care provider
who will coordinate the fall spectrom of needed cane

* Emphasize prevention that can avoid costly
hospitalizations

* Create flexible packages of care that deliver
services in the most cost-effectice settings
But movieg childnen with special seeds to unaiged care

pians can potentially cause ham by -

FPST-E LDEBATE

A CORNERSTONE of the broad beneits children can recelne If enrolied
In Medicaid Is aort. as the tEy ahnd Perfodlc ScreenIng Diagnosis
and Treatment Peogram (EPSOT). It's a program at the center of an
Important Congeesslonal debate.

UNDER EPSDT, MedIcaid must pay for ay sernles needed to treat or
prever condtittos In a child - not last services that treat a specific
diagnosis, regardless of whether the service 1s In the state plan. This
child-specific standard sovers as 'medlcally neessary a renge of
therapies to Improve functios and prevent deterioration, such as
speech, physical and occupotfonal therap.is - sernices that may not
be covered by Medicaid for adults or offered in commercIal plans.
Finally, the EPSDrstandard assures that non-health services needed
to astan a child receives treatment are vaiable. That may Include
translation, outreach sod transportatIon.

THE BROAD SERVICE PAftACE Is designed to help prevent the develop-
ment of espenshne long-term medical problems and dlsabilltfes.

THERE IS CONSIDERAllE CONTROVERsY, however, aboul whether thIs
child-speclfic standard of medical necessity should be maletalned,
Opponents argue tfnt sInce private insurers do not guarantee such
coerage, publIc programs should not either, They see the etra bone-
git as unsecessary. Proponents contend It 1s cheaper In the fong enu
to provide poevestlle servises that Os enhasce a childrdenelopment.
Morover, they argue children covered by EPSDT already lace two
strikes - they are poor, and they hkne comples heafth conditions.

* Urofting children's access to pedlatric specialists
and service (Specialry centers have produced most of
the new knowledge for conquering many childhood
sllsesses.f

* Increasing the cost-shifting problem already
apparent, particularly berween the education sysset
and public and prvate health pasbs As hedgers shnnk,
cost shifting can ultimately target families

* Not adjusting payments enough to reward plans
that enroll and do a good job serving these higher cost
children.
Indeed, with the incentives in the marketplace today,

managed care plans are nor eager to enroll special needs
children, nor ane families eager to see them esralled. While
these children require more service than the aveage
healthy child, capitated pnvatr-seesne and Medicaid man-
aged care piass often reeive the same premium for a sick
child as for a healthy one, putting plans at greater financial
rsk if they reach out to esroll these children.

Nonetheless, 36 staes ke beg.un to mandate enroll-
ment of ast least sme of these children. Few managed care
contracts, however, include all standard Medicaid benhfits
for children. Thus, states must provide aItemaitne ways of
pmciding what plans erclude This added complication can
cutail acs to services

POLICY ISSUES
Managed cares focus on curtailing costs for three-quar
ter of the under 65 population has made it appealing to
policy maker looking at ways to control costs of any
local, state or federal program with 'health in the title.
As awmakes begin to discuss the best rubrc to care for
these most rolnerable children, they should addres a
numher of issues
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What are the essential benefits
and cavegones of services that children
with special needs depend on? Are man
aged car pl-es organized to ponnide
those benefits? Or should some services
be 'cared out' and provided by special-
aned or fee for-service plans rope in
reas eat traditionally handled well by

managed care, soc as mental health,
tanspoation, home and respite cam,
special education and norsing home care7

ft states enroll special needs kids
in maeaged cae, shoold they negotiate
with a plan that offers an organroation
designed to pronide bn-ad access to
pedia-ec specialists, ther than maei-
streaming them into plans that serve a
broadrr popolatiorn

What is the best means
to reward plans that enroll special needs
children? Shoold capirared rtes be
adjusted upward to rehect ike higher
costs-aed if they should, do we hane
the knowledge to adjast them wisely?
Should states dnelop arte so- nce pool
to protect plans fom excessive losses?
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Current pediatric quality measures
focus on prnmary and preventiee n, soch
as immunratto.n rte and well-child nisits
Them am few mea-om for kids with
chronic condinons What mearore sho-ld
be used to ass-r thes children n c-er
apponpoate cam, and what public or per-
vote agency should deelop the standard?
What other prtections - an appeals

proces or nght so pediasoc specialiso, foe
ecample - should he considered?

Can managed care realize
its potential to enhance the quality and
imp-ose the coordination of the comple,
care of children with special health
neds - and ocki-ne sanings for a11 the
poblic and perare health and education
progrms ineolved in pnoviding the
care?

CONCLUSION
Childron with special health needs could
benefit from the coordination and manage-
me-t of cam offered in a managed core
environment But the co-pleoity of their

needs makes the sks high as well -
foe families and for the plans While man-
aged caee has findartentally changed the
health caee marktplace, policy maker,
employees and plans should all moon with
caution and senoticity when nyning these
children with special health neds as man-
aged cares newest clients

END NOTES
i Based on data hem Phase I of dte Disbiliry

Swvny condoted by the Nationdl Center far
Health Staistics as pas of it 1994-95
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2. Frm the Natiol Association of Childrens
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Protecting Consumer Rights in Public Systems'

MANAGED MENTAL
HEALTH CARE POLICY

A Series of Issue Papers on Contracting for Managed Behavioral Health Care

#2

NCQA

ACCREDITATION

STANDARDS:

Insufficient

Quality Check

Unless

Supplemented for

Public-Sector

Systems.

The National Committee for Quality Assurance-ONCQA) recently
released standards for accreditation of managed behavioral healthcare or-
ganizations. NCQA has previously provided accreditation for managed
bealts care plans (such as health maintenance organizations); the new
standards will result in NCQA's accrediting managed behavioral health
care plans as well, such as those now contracting with states to manage
public mental health and addiction treatment systems.

The new NCQA behavioral health care standards are not specifi-
cally designed for public-sector managed care. The Bazelon Center for
Mental Health Law considers them to be insufficient as a quality con-
trol for mental health and addiction services funded by Medicaid or
mental health, substance abuse or other public agencies. The standards
may be more appropriate for use by plans contracting with a business
for an acute-care behavioral health benefit for its employees.

To ensure appropriate quality and performance standards in public-
sector contracts with managed behavioral health care entities, public
purchasers (states or local governments) should address various issues
more comprehensively than does NCQA. In this analysis, the Bazelon
Center identifies areas in which public purchasers should expand their
standards for managed care entities beyond the NCQA minimum.

OVERVIEW OF STANDARDS
The purpose of establishing accreditation standards is to set a mini-

mum level of quality control over health care providers or managed
Ecarrntities. In addition to NCQA, other entities (such as the Joint
Commission on the Accreditation of Healthcare Organizations) issue
proposed standards or accredit mental health agencies. By providing this

A POLICY ANALYSIS SERIES FROM THE BAZELON CENTER FOR MENTAL HEALTH LAW
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analysis of the NCQA standards, the Bazelon Center does not intend to

endorse the use of any particular accreditation process.

The NCQA Standards for Accreditation of Managed Behavioral

Healthcare Organizations encompass standards for

* Quality Management and Improvement (Standards QI I to QI 11)

* Accessibility, Availability, Referral and Triage (Standards AR I to AR 4)

* Utilization Management (Standards UM I to UM 9)

* Credentialing and Recredentialing (Standards CR I to CR 13)

* Members' Rights and Responsibilities (RR I to RR 8)

* Preventive Behavioral Health Services (Standards PH I to PH 4)

* Clinical Evaluation and Treatment Records Standards TR I to TR 3)

WHAT PUBLIC

PURCHASERS

CAN DO -

Oentietw

In making the move to managed care, states and other public pur-

chasers should review various proposed standards for managed care enti-

ties serving the public sector and make their own decisions about which

to accept or adapt to their particular circumstances. One approach

would be to draw from the state system's existing standards.
While declining to endorse any entity's specific accreditation stand-

ards, the Bazelon Center does recommend that purchasers who elect to

use the NCQA standards as a base strengthen them in certain critical ar-

eas, listed below. Manypublic purchasers may well wish to go further.

The NCQA standards have the following general shortcomings

with respect to issues of importance to public-sector mental health and

addiction service delivery:

Consumer Involvement
There are no standards for member involvement in the critical deci-

sions made by the plan (i.e., no requirements for consumer participa-

tion on advisory committees or governing bodies). Further, while the

final standards are an improvement over a draft released for comment in

1996, the requirements for members to be involved in various aspects of

the plan, or to receive information on critical aspects, are minimal.

Public Information
A contract to-provide public-sector services must operate in a far

more open way than a contract with an employer. NCQA fails to ad-

NCQA Accreditation Standards for Managed Behavioral Healthcare Organizations
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dress this issue and omits requirements for public release of key informa-
tion, such as utilization-management procedures, data on grievances and
appeals, and outcome measurements.

Continuity
Adults with serious mental illness and children with serious emo-

tional disturbance require services from multiple public agencies and
will continue to do so under managed care arrangements. NCQA does
not have adequate standards regarding linkages and collaboration be-
tween managed care plans and other state systems serving the same indi-
viduals.

Special Populations
A number of special populations who rely on the public sector have

needs that are especially challenging. These groups include people who
live in rural areas or are homeless, elderly or dually diagnosed with men-
tal retardation and mental illness or with substance abuse and mental ill-
ness. Since public contracts for managed care represent their safety net
for behavioral health care, special attention is required to ensure that
needs particular to each of population are addressed. NCQA does not in-
clude adequate standards for outreach and other specific interventions
for special populations; the NCQA standards will not, therefore, enable
purchasers to determine whether plans are meeting their needs.

Children
Children's needs are different from adults'. The types of services

children receive, the way services are delivered to children and their
families, and the various developmental stages of children present differ-
ent challenges to managed care-entities: lirddition to lacking any sec-
tion on children's issues, the NCQA standards rarely mention
children's particular needs or address children's service delivery specifi-
cally. While the standards are intended to be generic, it is more accurate
to characterize them as adult-focused.

Notification of Potential Threats to Safety
NCQA's own policies and procedures include a provision that

NCQA will notify the managed care plan's CEO when it identifies a de-
ficiency in the plan's operations that 'poses a threat to public health or
safety, or to the health or safety of members' (page 20 of Policies and

3
NCQA Accreditation Standards for Managed Behavioral Healthcare Organizations
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Procedures section). Public payors should require that NCQA also in-

form them in such circumstances.

Corrective Actions

NCQA's requirements for.corrective action generally suggest that

the plan take action. In order to better protect plan members from in-

adequate or abusive care, public payors should consider mandating spe-

cific corrective actions for specific circumstances.

Delegation
Throughout the standards are requirements regarding the delegation

of activities and responsibilities to other entities or to network provid-

ers. In none of these instances does NCQA require that the subcontract

between the managed care entity and the other organization be made

available to the public payor and the public. Yet, in the case of a public

* system, these are contracts for public services and should be open to

public scrutiny.

Focus on Process

The standards are very process-oriented, requiring the tracking of

various processes and activities within a managed care plan. However,

there is very little emphasis on true measures.of quality of care, such as

health and mental health outcomes for the members served by the plan.

ASSESSMENT OF

STANDARDS -

Quality Managerment and
bnprouement

(Standards QI I to QI 11)

In addition to these overall concerns, the Bazelon Center has identi-

fied specific additional requirements that should be considered by pub-

lic purchasers. This section-by-section analysis highlights the problem

areas in the NCQA standards. However, it does not suggest alternative

or additional standards. Other resources to guide that complex process

are suggested at the end of this paper.

a) Member Satisfaction (QI 4):
NCQA relies on consumer-satisfaction surveys. However, accurate

assessment of member satisfaction and of the problems members have

with their plan requires more than consumer-satisfaction surveys; which

traditionally produce generalized high ratings but fail to uncover spe-

cific information or problems. Purchasers might consider using focus

POLICY.ANALYSIS BY THE BAZELON CENTER FOR MENTAL HEALTH LAW
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groups, ombudsman programs hot Hues sample interviews conducted
by consumers, families or advocates, etc.

Although atakeholders should have access to such important data,
NCQA has no standard for making results of member-satisfaction ases
ments public.

b) Clinical Practice Guidelines (QI 5)
The use of clinical guidelines should not result in arbitrary decisions

about service options which ignore the member's wishes. Managed care
plans should meet the individual needs and preferences of members.
The NCQA standards on clinical practice guidelines fail to address this
issue.

c) Continuity and Coordination of Care (QI 6)
For adults with serious mental illness and children with serious emo-

tional disturbance, managed behavioral health care plans must be linked
with the various support services provided through other public agen-
cies. In the standards on continuity and coordination of care, NCQA ad-
dresses only the need for coordination with general medical care.

d) Scope and Content of Clinical QI Activities (QI 7)
NCQA lays out minimum requirements with respect to the relevant

-clinical issues that a plan must assess as part of its quality-improvement
activities. NCQA requires only that three clinical issues be identified
for assessment and evaluation (reduced from five clinical issues in an ear-
lier NCQA draft). Further, this section of the standards has no focus on
outcome. Public payors will wish to be explicit about which clinical is-
sues are selected as measures of plan performance and to focus on issues
relevant to the population covered under the public-sector managed care
plan. They will also wish to emphasize outcomes as well as performance
criteria.

e) Intervention and Follow-Up (QI 9)
NCQA requires that managed care entities identify opportunities

for improvement and take action to improve performance regarding spe-
cific practitioner or provider performance issues as well as system-wide
issues. Establishing the details of how system-wide issues are to be identi-
fied and corrected is an important area for public payors, which the
standards do not attempt to address.

5
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f) Program Effectiveness (QI 10)

NCQA fails to require that information from the plan's assessment
of its overall effectiveness be shared on a regular basis with the public
payor and made available to the public.

Accessibility, Availability,
Referral and Triage

a) Accessibility of Services (ARI 1)
The standards regarding accessibility are very limited and generally

do not address accessibility issues as understood in the public sector.

NCQA standards focus on measures of availability suitable for a work-

ing population (e.g., how quickly telephone queries are answered and

whether members get appointments when they should). While these are

useful, public payors will want to consider issues such as outreach, ser-

vices to homeless persons, cultural barriers to access, language barriers,

the need for assertive follow-up for members who have not kept ap-

pointments, etc. Public purchasers should consider setting their own de-

tailed standards regarding the availability and effectiveness of critical

services for special populations.

NCQA does not require the information collected about plan per-

formance on measures of access to be made available to the payor or to

the public. However, stakeholders should have the opportunity to re-

view how well a plan is doing in reaching the covered population, in-

cluding hard-to-serve groups.

b) Referral and Triage (AR 3)
In public-sector systems, referral and triage should include considera-

tion of the need for various services furnished through various systems,

such as health care, social services, housing and education. The NCQA

standards address only referral to behavioral health services within the

managed care plan and do not address the need for referrals to external

agencies and programs providing related services. A definition of what

is meant by referral and triage would be beneficial, along with specific

standards with respect to referral for various support services.

Utilization Management a) Utilization Management (UM 1)
NCQA requires that there be a written description of the utilization-

management program outlining its structure and accountability. This de-

scription should be made available to the public payor and the public.

NCQA Accreditation Standards for Managed Behavioral Healthcare Oreanirarions 6
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b) Utilization-Review Criteria
Utilization-munagement standards are required to be based on 'rea-

sonable scientific evidence.' However, it is also appropriate and, in the
public sector, often necessary that services be provided if they are con-
sidered 'best practice.' Waiting for the publication of 'reasonable scien-
tific evidence' can stifle the service system's capacity to provide the
most promising interventions.

NCQA does not require utilization-management criteria to be made
available to the payor or to the public, yet these criteria will determine
what services are provided to members, under what circumstances and
for how long.

c) rne'liness of Utilization Managemnent Decisions (LTM 4)
NCQA requires that the plan establish standards for timeliness of

its utilization-management decisionmaking. In the case of public sys-

tems, the payor may wish to establish its own requirements as to what
those standards should be in (1) emergency. (2) urgent and (3) routine
situations.

d) Medical Necessity (UM 5)
NCQA requires that the plan 'consult' with the treating profes-

sional. However, the role of treating professionals and the weight to-be
accorded their recommendations should be more clearly spelled out.

NCQA makes no references to the member's choice. Yet in deter-
mining whether a service is necessary, a member's preferences should be
taken into account. This is particularly true if the member has rejected
one form of treatment but seeks an alternative that is also an effective in-
tervention.

NCQAkappropriately makes no specifications in the accreditation

standards regarding what is an acceptable definition of ffledical neces-
sity. Public purchasers should insist on creating this standard themselves.

For more information on derisionmaking regarding when a servire is

medically necessary, see the Bazelon Center issue paper, Defining 'Medi-

cally Necessary' Services to Protect Plan Members (see resource list).

e) Utilization-Management System: Inceitixgs
NCQA standards do not address several areas of concern regarding

managed care plans' relationships with providers in their network,

through which the plans may encourage, or even force, practitioners to

NCQA Accreditation Standards for Managed Behavioral Healthcare Organiations 7
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deny appropriate care. Standards should be established in public-sector

contracts so as to prohibit plans from paying bonuses or imposing penal-

ties on providers based on provider treatment recommendations and to

specifically forbid the indusion of 'gag rules' that prevent providers

from communicating their own recommendations for treatment to their

patients.

f) Use of New Technologies (UM 7)

NCQA requires the managed care organization to evaluate new

clinical technologies and new applications of existing technologies for

potential inclusion in the benefit package. However, in public-sector

mental health care, new service technologies (as well as new 'clinical'

technologies) should be considered.

NCQA has no requirement that members, consumer representatives

or advocates be given the opportunity for input on decisions regarding

the use of new technologies. Yet such individuals could play an impor-

tant role in bringing new services to the plan's notice and assessing

whether members would be likely to find a new service helpful.

g) Member and Practitioner Satisfaction with UM Process

(UM 8)
NCQA requires plans to gather information from members and

practitioners regarding their satisfaction with the UM process at least

every two years. This is a very long time for members and practitioners

to remain dissatisfied. A requirement to gather and assess information

from members and practitioners at least once a year would result in a

smoother-working system.

- Credentialing and
Recredtentialing

a) Non-Traditional Providers
--NCQA-credentialing standards assume that a network of mental health

professionals is providing care in traditional settings. Strong public-sec-

tor systems, however, include a variety of alternative programs and agen-

cies and utilize a range of individuals to furnish services, including

consumers and family groups. Public-sector services must also take ac-

count of the variety in the types of providers working in different sys-

tems, such as schools and child welfare service providers.

The NCQA approach to credentialing standards can also hamper

the provision of comprehensive coordinated care through community

agencies, by forcing managed care plans to operate through the individ-

NCQA Accreditatin Standards for Managed Behavioral Healthcare Organiiations 8
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ual practitioners who work in such agencies, instead of contracting with
the agency itself as a provider, except in limited circumstances (see CR
12 below). This can have an adverse impact both on the agency, which
must bill in more complex ways, and for plan members, who may not
have access to some of the agency's services.

Public purchasers should include in contracts specific provisions
that override the limited NCQA credentialing process and replace it
with standards tailored to the state's system.

b) Written Policies and Procedures (CR I)
The NCQA standards reference specialists 'registered by the state.'

Public payors may wish to use this standard in order to build a com-
plete list of the programs and traditional and non-traditional providers
with whom the plan is expected to contract. Otherwise, the NCQA
standards on credentialing may prose a barrier to good care in the pub-
lic sector (see above).

c) Credentiating Committee
Credentialing committees should include representatives of all peer

groups, including non-traditional providers. Public payors may also
wish to require inclusion of representatives of plan members, family
groups or advocacy organizations on such committees, at least in an ad-
visory capacity.

d) Credentialing Process (CR 3, CR 4, CR 5)
All of these standards regarding credentialing will need to be

strengthened in order to accommodate appropriately the need for non-
traditional providers.

e) Organizational Providers (CR 12)
NCQA includes a category of organizational providers with whom

a managed care entity can contract for all of the organization's costs in
providing services. However, the NCQA standards' examples of organ-
izational providers is narrow. Public payors should consider expanding
the list to include all appropriate community-based agencies and provid-
ers from other systems (schools, etc.) as appropriate.

9
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Standards for Members'
Rights and
Responsibilities

a) Members' Rights (RR 1)

NCQA's statement of rights is minimalist and does not include the

range of rights issues normally addressed in public mental health sys-

tems. Important rights, well-established in law, are omitted, such as the

right to receive services free from discrimination based on race, gender,

age, national origin or disability; the right to give informed consent, the
right to refuse treatment, the right of access, the right to adequate care

and treatment, the right to review records, the right to execute advance

directives, and the right to be treated with respect.

Other rights recognized in mental health care settings are also miss-

ing. The right to an individualized plan of care and to be a partner in
treatment planning, the right to care in the least restrictive setting, the

right to a second opinion and the right to change providers are not refer-

enced.
For additional information on individual rights under managed bebat-

ioral health care plans, see the Bazelon Cenrer issue paper on rights flisted i*

resource attatbmen).

b) Information on Rights
Standards for distribution of information to members concerning

their rights require only that the plan 'distribute' the rganization's pol-

icy. Entirely missing are requirements on how that should be done. Pub-
lic purchasers will want to require plans to ensure that all members

fully understand their rights and have ready access to this information

when they are concerned that their rights may be being violated. Rights

statements, for example, could be required to be distributed in all

provider offices and mailed annually with plan information.

c) Member Responsibilities(R 1)
NCQA's listing of member responsibilities is extremely problem-

atic, and it is unclear what happens if a member fails to carry out these
'responsibilities.' Most public systems do not take this approach to pro-

vision of mental health care and some of the NCQA standards need to

be overridden for an effective public system. Especially problematic is
.the standard that members must follow plans and instructions for care.

Member non-compliance with treatment plans may be reflective of poor
treatment plans and lack of provider responsiveness. Attempting to com-
pel members' compliance through accreditation standards is unaccept-

able. States should ensure that no managed care plan can disenroll a

NCQA Accreditation Standards for Managed Behavioral Healshcare Organiations
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member for failure to 'follow plans and instructions for care' even
when the member has participated in treatment planning.

d) Complaints and Grievance Systems (RR 3, RR 4)
The NCQA standards on complaints and grievances provide a broad

outline of an appeals process. However, much more detail will be neces-
sary for public systems, such as what can be appealed, the standard for
review, criteria to be used by the review panel. member input into the
grievance policies and procedures, member involvement in facilitating
resolution of grievances, specific timelines for resolution of complaints,
continuation of services pending appeal and other issues.

7he Bazelon Center is preparing an issue paper on grieusnre and ap
peals, to be available in summer 1997.

e) Information for Members (RtR 5, RR 6)
Standards regarding information to members overlook problems

many public-sector clients may encounter. Information should be more
accessible (in Braille and on audiotape, in all appropriate languages) and
more readily available (provided in various settings at various times).

Plans should also be required to distribute information on a wider
range of issues, particularly on utilization-review procedures.

For more suggestions on information distribution, see Managing Man-
aged Carefrom the Bazelon Center (see resource list).

f) Care of Minors and Adults Adjudicated Incompetent (RR 7)
NCQA standards on these issues, which are of major importance in

public systems, is totally inadequate and merely requires managed care
plans to develop their own policies. Public payors should ensure that
managed care plans follow appropriate laws so that adults exercise their
own rights, unless adjudieated incompetent in court, and that they have
the right to develop advance directives and proxies. Rights for minors
should include appropriate standards for older adolescents to exercise
certain rights on their own behalf.

g) Confidentiality (RR 7)
NCQA standards on confidentiality require that managed care

plans, policies and procedures conform to all federal and-state confidenti-
ality regulations. Public payors that wish to address other issues will
need to augment the NCQA requirements.

NCQA Accreditation Standards for Managed Behavioral Healthcare Organi.aton' 1
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Areas that might be added to the NCQA standards include the need
for regular training of plan providers and staff concerning confidential-
ity issues, especially as new technologies and systems come on line, and
the special confidentiality questions that arise when dealing with public-
sector issues, such as in instances of abuse investigations.

Preventive Behavioral
Health Services

Clinical Evaluation and

Treatment Records

a) Preventive Programs (PH I to PH 4)

The NCQA emphasis on preventive services provides a base on which

public payors could build more substantial requirements. For example,

payors could require identification of known risk factors (such as young

children whose parents have a mental illness or addiction disorder) and

require effective screening programs (see Btszelon Center issuepaper in re-

source list) and development of specific interventions for these high-risk

populations. Appropriate integration of behavioral health issues in pri-

mary care for very young children might also be addressed.

NCQA allows the organization to select at least two preventive

screening and educational interventions for monitoring and evaluating.

Public payors may wish to be specific on what is required under this

standard and may also wish to require that more than two interventions

be monitored (PH 4)

a) Accesl to Records

Public agencies typically give individuals appropriate access to their

records and the opportunity to correct errors in the record. Standards re-

garding access should be added to the NCQA requirements on treat-

ment records.

NCQA Accreditation Standards for Managed Behavioral Healthcare Organizations
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BAZELON CENTER T he following materials are available from the Bazelon Center, as
indicated below (prepsid by check, Visa or MasterCard; unless other-

RESOURCES ON wise indicated, add S4 for postage and handling for orders under $15
and St more for each S10 above that):

MANAGED * Managingganged Carefor Publicly financed MentI Helth Sens
(November 1995), S9.40

BEHAVIORAL. * Maging B vioralHealth Carefor Children & Youth:A Family Ad.
'oatte's Guide (August 1996), S9.95 in English or Spanish (single copy in-

HEALTH CARE cludes 16-page booklet for parents, YourFa iy andManagedCre, in
the same language; booklet separately, $3.50)
* Proteting Conrs in Managed CGs Resourcesfor LelAdvocats
(June 1996), S5
* Baying in the Public lnrcresr A PriznerforPurasers of ManagedBehav-
ioral Healh Care in the Public Sector (November 1996), $20
* Gan Mnaged Cre Me theMenal Helth Needs of Very Young
Caildrent October 1996 issue paper), $3
* AssessingApproahes ro MedrdManaged BhatwioralHealth Cre, on
the use of carve-outs for managed mental health care, prepared for the
Kaiser Commission on the Future of Medicaid (February 1997), $7 in-
dudes postage and handling
* MentulHeakhMangedCareSurwyofheStates, 1996-97(March 1997),
SO1 includes postage/handling
* Issue Paper #J: Defining Medic.ly N.cessry'Servicesto ProtetPlan
Members (March 1997), $5 includes postage/handling
* Issue Paper #2: NCQA Accreditaion Srandard lnsuffient Quadlity
Check Unless Supplemnentedfor Public-Sector Systems (April 1997), S5
* IssuePaper#3: AnEvalaionofStae EPSDTScreeningToolsoune
1997), $5
* Issue Paper #4 Assessing Report Cds (June 1997), $5
* SuesfCoitionAdvoacyforState-asdMaagedCreA Cae
Example (in preption)
* ConsunerRights in Maged Gr (in preparation)

-Excerpta from some of these publications and announcements of
new materials as they are developed can be found on the managed care
page of the Bazelon Center's Internet site: http://www.bazelon org.

To order publications, send check or Visa/MasterCard authoriza-
- tion to Publications Desk, Bazelon Center for Mental Health Law, 1101

15th Street NW, Suite 1212, Washington DC 20005; fax: 202-2230409.
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July 16, 1997

Governor Details Plan for Managed Health Care

By RAYMOND HERNANDEZ

A LBANY, N.Y. -- Gov. George Pataki unveiled his plan Tuesday to
Arequire most of the state's Medicaid recipients to join managed care

programs, while exempting people in nursing homes, pregnant women
and those living in areas with feWmanaged-care companies.

The plan was released a day after the Clinton and Pataki administrations
reached an agreement on a federal waiver to allow the state to phase out
Medicaid's traditional "fee foLservice" method of paying doctor and hospital
bills.

The Clinton administration has already approved similar changes to Medicaid
programs in at least 12 other states. But New York's plan would be the largest
by far, with the state permitted to place 2.4 million of New York's 3.1 million
Medicaid recipients into managed care programs in three years.

The plan would also exempt people with grave illnesses like AIDS until the
state has developed a managed care plan that can deal with the complexities of
their illnesses.

The governor has repeatedly promoted managed care as a way to save the state
millions of dollars and improve health care for poor people, largely because
managed care companies are paid a set rate for each patient and, in turn, seek
to hold down costs by focusing on preventive medicine as well as limiting
access to specialists. The traditional method, by contrast, generally pays
doctors, hospitals and laboratories a separate fee for each medical procedure.

"We have been working.hard at improving-access to high quality medical care
for the state's most needy citizens, and with this approval, we have taken a
major step forward," the governor said.

The plan would phase recipients into managed care plans in stages: 945,000 in
the first year; 1.6 million in the second year and 2.4 million in the third year.
The administration estimates that the plan will reduce Medicaid spending by as
much as $650 million once it is fully in place.

In a concession to hospitals and unions representing health care workers, who
initially opposed the plan, it includes S 1.25 billion in so-called transitional aid,
federal money that is expected to come from savings in the new program. That
money would allow public and nonprofit hospitals to operate community health
clinics for Medicaid patients in poor areas traditionally underservedyy doctors
and medical centers.

The money would also be used for job training for hospital workers who might
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lose their jobs.

"Governor Pataki and his administration are to be congratulated for having the
perseverance to continue to work for so long,' Dennis Rivera, the president of
1199, the National Health and Human Service Employees Union, said during a
news conference with the governor.

But some advocates for poor people continued to express concern that
managed-care companies would not be able to absorb such a huge influx of
new patients while still providing adequate care. They noted that some
companies had already begun to scale back their participation in an existing,
voluntary Medicaid managed-care program, complaining that the
reimbursement rates were too low.
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The Odd Couple That Did the Heavy Lifting on
Pataki's Medicaid Deal
By STEVEN GREENHOUSE

N ew York state officials from Gov. George Pataki on down took credit
NTuesday for winning the Clinton administration's approval for a plan to

enroll most of New York's 3.5 million Medicaid recipients in managed
care. But two men who are not on the state payroll did much of the hard work
that clinched the deal.

Dennis Rivera, president of 1199, New York City's largest union of hospital
workers, used his considerable influence in Democratic politics to press the
federaf govermment to block Pataki's Medicaid plan until it was changed to his
liking, say officials involved in yearlong negotiations.

Kenneth Raske, executive director of the Greater New York Hospital
Association, a group of 175 health care institutions, had the difficult task of
lining up hospitals behind Pataki's plan.

It was Rivera who proposed that the federal government provide hundreds of
millions of dollars to cushion New York's hospitals and hospital workers as
they made the abrupt transition from Medicaids fee-for-service payment
system to managed care for Medicaid patients.

Under the plan announced Tuesday, New York state is to receive $250 million
a year in federal money for five years to help hospitals and hospital workers as
the health care industry in New York undergoes a major overhaul.

Rivera also brought Pataki together with Vice President Al Gore at last
November's Al Smith political dinner at the Waldorf-Astoria to get them to
cooperate on revising Pataki's plan td-move most of the state's 3.5 million
Medicaid recipients into managed care. The plan required a federal waiver
from Medicaid's fee-for-service payment system.

Raske, who said that his role was far less important than Rivera's, represented a
constituency concerned about its ability to hold onto a large part of its patient
base. Not being able to afford to build the walk-in clinics that many
managed-care patients use, many hospitals feared that Pataki's plan would
make them lose tens of thousands of lucrative Medicaid recipients once they
joined managed-care plans.

"Without Ken, without his cooperation, this-would have had a much more
difficult time," said Jeffrey Sachs, an adviser to Rivera and a deputy health
commissioner under Gov. Mario Cuomo. "He was able to bring the hospitals on
board. They weren't necessarily in favor of the waiver."

Raske, who is on far better terms with Pataki than is Rivera, also served as an
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Raske, who is on far better terms with Pataki than is Rivera, also served as an
important go-between in shuttling information about Pataki's plans to Rivera
and federal health officials.

Although the hospital association often clashes with Rivera's union, 1 199, the
National Health and Human Service Employees Union, Raske said, "If it wasn't
for Dennis' persistence, this thing would have never happened."

Some political analysts say politics played a large part in Gore's decision to
push for the Medicaid waiver and the transition money. Gore, they said, wanted
to show some federal generosity to New York state to help position himself for
the state's Democratic presidential primary in 2000.

Perhaps more important, these analysts said, Gore wanted to curry favor with
Rivera, who is close to House minority leader Richard Gephardt, who is also
expected to run in the 2000 Democratic presidential primaries. Candidates often
seek out and woo Rivera, because his 120,000-member union is widely
considered the most powerful of all of the state's unions on the national
political scene. With its phone banks and printing presses, 1199 often turns out
more voters in a statewide primary than any other union.

Two-years ago, when Pataki proposed to move all of the state's Medicaid
patients into managed care during an 18-month period, Rivera urged his
friends in the Clinton administration not to grant a waiver. He feared that
Pataki's plan would greatly reduce business for hospitals and would cause many
hospital employees to lose their jobs.

"That plan would not have worked, because there just wasn't a system of
primary care doctors or clinics in place to serve the Medicaid population once
it moved into managed care," Rivera said. "And a lot of health care workers
would have been dislocated and needed to be retrained."

Recognizing that moving Medicaid patients into managed care would save the
federal government huge sums, Rivera proposed that the federal government
pump a large part of those savings back into New York to ease the transition.
Pataki liked the idea because it would mean more federal money. Hospitals
backed the idea because it would give them money to build clinics that
managed-care patients would use. Hospital workers liked the idea because part
of the money would be used to retrain them to work in walk-in clinics.

After Rivera met with Gore last fall and persuaded him to support a large
transition fund, Rivera lifted his opposition to Pataki's request. Then the Pataki
,administration formed a committee with Rivera's union and Raske's association
to rework the govemor's Medicaid waiver plan.

Two years ago, Rivera and Pataki were at loggerheads not only over the
goveror's plan to move Medicaid recipients into managed care, but also over
his plans to cut health care spending by more than SI- billion. Rivera's union
sponsored a S I million advertising campaign to attack Pataki's budget cuts, a
campaign that caused Pataki to back away from many of those cuts and to seek
a detente with 1199.

Praising the role of Rivera and Raske in the Medicaid waiver deal- state Health
Commissioner Barbara DeBuono said: "They were very important to the
process. They identified the need for some assistance that could be given to
hospitals that would help them survive the transition into managed care."
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PREAMBLE

Over the past decade, managed care has
become the dominant force in the organi-
zation and delivery of private health care
and is growing rapidly in publicly spon-
sored health care. Although the term
encompasses a variety of arrangements
and techniques, the hallmark of managed
care is the use of financial and other incen-
tives to promote coordinated health care
and to reduce costs.

Ideally, managed care has the potential
to provide a more seamless continuum of
high quality care, expand access to care,
and control health care costs. So far, how-
ever, managed care performance has been
uneven, with evidence indicating both
promise and problems. As with fee-for-
service health care, incentives for deliver-
ing services are not-always properly
aligned with the needs of patients.

The issue of appropriate standards for
managed care - voluntary or mandatory
- is the subject of intense debate. Various
private entities have developed voluntary
standards for managed care. Many states
have adopted statutes imposing specific
requirements. The federal government has
for many years regulated managed care
entities participating in publicly sponsored
health care programs. As managed care
becomes a greater factor in the delivery of
health care, government is likely to take an
even more active role.

I
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The Coalition for Accountable Managed
Care was convened to bring our perspective
of patient and community focused health
care providers to the public discussion on
managed care. The Coalition believes that,
to date, the public policy debate with regard
to managed care has given too little atten-
tion to the core issues of

* the challenge of increasing numbers
of uninsured persons as well as
access to health care for all persons,
especially those who are poor, suffer
from chronic illness, and at special
risk

* patient and family needs as the
center of the relationship with
providers

* the need for accountability to
patients and community in the
governance of managed care
organizations

* the centrality of community needs
in providing health care services,
and

* the importance of medical
education and research in the
delivery of health care.

The Coalition developed the following
"Principles for Accountable Managed
Care" to provide guidelines for public and
private policy makers, including
federal/state legislative and regulatory
bodies, employers and payers, and other
standard-setting groups as they design

2
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standards for managed care. These
Principles are intended to apply to all
plans:.commercial, Medicare, Medicaid,
not-for-profit, and for-profit. Although
directed to managed care, the Principles
describe obligations shared among all
health care providers.

The Coalition believes that no health
care provider should be disadvantaged as a
result of embracing these Principles and
demonstrating its underlying commit-
ment to high value care for patients and
communities.

April 1997

3
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Principles for
Accountable

Managed Care

I. Access to Plans and Services

Managed care plans - whether they serve
a broad-based population or have a spe-
cialty focus - have an obligation to help
ensure timely access to quality health care
and appropriate services. Accessibility to
plans means reasonable access for persons
who are poor, disadvantaged or chronical-
ly ill. It also means availability to appropri-
ate specialty care either within the plan or
through arrangements with non-plan
providers, To promote access to services,
health plans should:

1. not discriminate in enrollment;

2. provide, directly or under arrange-
ments, a comprehensive benefits plan and
access to an appropriate range of providers
and other health resources;

3. have an open enrollment period
during which persons may be continually
enrolled in a health plan without regard to
pre-existing conditions, health history, or
health status; and

4. develop explicit criteria for access to
specialty care and for the patient's role in
decisions regarding specialty services.

5
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II. Quality

Managed care plans can offer improved quali-
ty through coordination of care and emphasis
on promoting health. However, financial risk
arrangements can undermine quality of care.
Therefore, managed care plans should
encourage clinical excellence by:

1. using professionally recognized stan-
dards of quality and appropriateness and
meeting recognized certification or accredi-
tation standards;

2. ensuring that the members of the
health care workforce providing services
within the plan are competent and have
appropriate training, credentialing, and
experience; and that an appropriate number
and mix of health care professionals are
available;

3. providing professional autonomy for
medical and other licensed health care
providers including involving health profes-
sionals in decisions concerning coverage of
services, quality assurance, and other clinical
components of the plan;

4. adopting and implementing quality
assurance and improvement mechanisms
that are created with the input of physicians;

5. structuring physician/provider finan-
cial incentives that support appropriate and
high quality care; and

6. initiating, collecting, analyzing, and
disseminating information regarding patient
care outcomes, patient satisfaction, outcome
of grievances, and complaints.

6
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Im. Community

Health plans should affirmatively and con-
tinuously identify and respond to the
needs of their communities. While the
appropriate definition of community ser-
vice will vary among plans, it should
extend beyond enrollees and include vul-
nerable and underserved populations
within the plan's geographic area. In addi-
tion, plans should be culturally competent.
Their programs and services should meet
the needs of persons from various back-
grounds who have different perceptions
and reactions to health issues.

Plans demonstrate accountability to their
communities and commitment to com-
munity service by:

1. providing benefits to the communi-
ty in response to community needs,
including:

* efforts to promote health and
prevent disease and injury
among the enrolled population
and in the broad community

* outreach services provided
directly by the plan, by participating
providers of the plan, and in
collaboration with other public and
private service organizations, and

* the provision of care to persons
unable to pay, underserved
portions of the community, and
high risk patients,

7
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2. advocating publicly for community
health promotion and disease prevention
policies; and

3. publishing information regarding
contributions of the plan to the community.

IV. Health System Improvement

Health care providers and managed care
plans benefit from investments in the edu-
cation of physicians and other health pro-
fessionals, basic and applied medical
research, and innovation in the delivery of
health services and public-health. To help
ensure the continued growth of medical
knowledge and its effective application,
managed care plans should directly and
indirectly support programs and efforts
that contribute to the continued improve-
ment of the health care system as a whole.

The contributions expected of a plan
include at least:

1. direct funding or participation in
funding mechanisms to support medical
and other health professional education
and research;

2. encouraging medical and health
professionals' education and training
opportunities at plan-affiliated institu-
tions;

3. participating in studies of health
services research, including collecting and
analyzing data to develop valid and reliable
risk adjustment mechanisms; and

8
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4. participating in community public
health initiatives.

V. Consumer Information,
Education, and Choice

Managed health care plans have a respon-
sibility to inform and educate consumers.
This applies both to the information need-
ed to select an appropriate health plan and
to the knowledge required to make effec-
tive use of services and options offered by
a plan. Managed care organizations
should:

1. use marketing and public informa-
tion materials that are accurate and under-
standable

2. make available information for
selecting a plan, including:

* premium rates, out of pocket
expenses, and other enrollee
obligations

* access to and location of primary
and specialty providers

* financial incentives to
participating providers

* coverage of out-of-plan care,
including policies on using
specialty physicians and facilities
that are not within the plan

* any services that are excluded and
any limitations on the use of
services

9
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* appeals and grievance policies
that can be used when the
enrollees disagree with plan
decisions

* quality of care data, i.e., consumer
satisfaction, disenrollment rates,
and health status measures, and

* percentage of the premium spent
on the provision of health care;

3. make available to enrollees
information on

.- how to obtain referrals

* current list of all providers

* complaint, grievance and appeals
mechanisms

* financial incentives to
participating providers

* availability and access to specialty
services

* * ownership of plan and reference
.to possible conflict of interest
situations, and

* how-to change providers;

4. ensurethat the plan does not limit
discussions of clinical issues between
patient and provider for financial reasons;

10
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5. give patients opportunities to select
and change primary care providers within
the plan; and

6. ensure patient confidentiality.

VI. Governance

The governance and advisory structures of
managed care plans should represent the
interests of the community. Participation
by members of the broad community
offers a valuable mechanism for under-
standing and achieving access, community
service, and other goals contained in these
Principles. Community involvement can
include board membership, advisory com-
mittees, community forums, and other
vehicles for gathering information from
community members. The governance of
managed care plans should:

1. be dearly identifiable and account-
able entities responsible for governing the
plan;

2. provide a mechanism for local
involvement by community members,
employers and other purchasers, physi-
cians and other members of the health
care workforce, and institutional providers
of care; and

3. publish a mission statement identi-
fying the populations and communities
served and the plans' commitment to
responding to health care needs in the
community as well as to the enrolled pop-
ulation.

I1I
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VII. Financial Responsibility

The need to conserve resources must be
balanced against the obligation to meet the
health care needs of patients and the com-
munity. By adopting appropriate financial
standards and by committing adequate
resources to implement these Principles,
plans can help ensure that balance is
achieved. Specifically, managed care plans
should demonstrate financial responsibili-
ty by:

1. meeting appropriate federal or state
standards related to financial solvency,
capitalization, surplus, reserves, deposits,
bond requirements, and fiscal soundness;

2. complying with applicable prohibi-
tions against inurement (private benefit),
excessive compensation, conflict of inter-

rest, self-referral, fraud, and abuse;

3. reinvesting in services and manage-
ment activities, including information ser-
vices and quality assurance, designed to
improve organizational effectiveness; and

4. budgeting adequate resources to
carry out the Principles described above
relating to access, qvality, community ser-
vice, health system improvement, con-
sumer choice, and governance.

12
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Executive Summary

The political
conflict is clear: If

HealthPartners
provides a more
generous or
comprehensive
benefit package than
its competitors, it will
cost more and drive
out the healthier
population to whom
the expanded benefit
package is
unimportant.

H ealthPartners, the Center for
;Children with Chronic Illness and
Disability at the University of Minnesota,

_________and PACER Center completed a nine
month planning grant from The Robert
Wood Johnson Foundation to understand
the range of needs and costs for the

pediatric population with chronic illness and disabilities
in a managed care environment. They completed:

* An in-depth interview with 35 parents of children with chronic
conditions.

* A financial analysis of 410 children within eight categories of
chronic conditions.

* A survey of HealthPartners physicians to understand their
perspective of providing services to young people with disabilities
and chronic illnesses.

In addition, they convened two community working
groups-a Parent Advisory Council and a Community
Advisory Council.

The data indicate that most families are satisfied with their
child's pediatrician and overall health care. The families, the
physicians and the community members participating in this
study value relationships with each other. All agree that when
physicians, teachers, social workers and the family
communicate, the child benefits.

While families appreciate the convenience of having a
primary care clinic at the site where most medical care occurs,
they report their pediatrician often does not have the time and
knowledge to act as coordinator for the child's non-medical
needs.

Case management is often mentioned as a desired service
by families, physicians, and the Community Advisory Council.
While families indicate that their pediatrician is doing a good
job coordinating medical care, they also indicate pediatricians
are relatively uninvolved with other issues. Case management
should represent and advocate for the needs of the child and
family in the areas of education, social and community
services, in addition to health care.

HealthPartners does not cover all expenses incurred by the
family. The costs are currently being underwritten by a

Page 4
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combination of HealthPartners dollars, public program
dollars, and the public educational system. The areas where
the exact sources of funding are unclear include: case
management, physical therapy (PT), occupational therapy
(1), speech and language services, home health/personal
care attendant (PCA) services, and to a smaller degree,
durable medical equipment and medications.

Most families qualify for, or purchase, supplemental
coverage for these services. However, the vast majority of
those children receive PT, OT, and speech/language services
from-school. Usually the school pays the cost for these
services and they are neither coordinated with, nor
reimbursed, by HealthPartners or medical assistance (MA)/
TEFRA programs.

This underscores the larger public policy issue: Who is
responsible for paying for the care of children with special
health care needs? If HealthPartners provides a more
generous or comprehensive.benefit-package than its
competitors, it will cost moreand attract more families with
chronically ill children than would normally occur, resulting
in a competitive disadvantage.

The data indicate that the school system provides most of
the occupational therapy, physical therapy, and speech and
language services that this population receives. If the parent
survey is representative and schools cover between 60-80% of
these services, their annual cost for these 410 children within
HealthPartners would be between $400,000 and $800,000, two
to four timesgreater than the amount HealthPartners paid for
these services over the same period.

, -HealthPartners, like other health insurance providers,
typicallynbases theirbenefits on adult, acute,.rehabilitative
therapies rather than the habilitative needs of children. For
adults, PT; OT, and speech/language services are designed to
help adults regain function as a result of illness ok injury.
Since a child often never had the ability, for example, to walk
or talk in the first place; they often don't qualify for
"rehabilitation." Children with chronic illness or disability

Only two families
reported using

mental health
services, and only two
more indicated any
problem in accessing
needed mental health
services.

VEhRA is a M-iesota pgopa that allows families who Lhve children with chrnic

conditions to receive Medical Assistance so they can contirue to receive care at home

Parents nake a tmonthly contribution based on income.

Page 5
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need habilitation and that needs to be reflected in the benefits
language or reflected in the services provided by other
community entities.

And, like other insurance providers, HealthPartners has
different programs and coverage-different products- for
different groups who become HealthPartners members.
Defining equality of benefits is illusive.

The parent survey reveals that families' median out-of-
pocket expenditures are relatively low, though some families
experience high monthly costs. The most significant is a
monthly fee for TEFRA services which is based on a sliding fee
schedule dependent on service utilization and parental income.
There are some co-pays for emergency room visits,
medications, durable medical equipment and other areas, but
families indicate that these payments are generally assumed by
TEFRA or are so small that they don't submit them for
reimbursement. A greater impact on family finances comes
from non-medical sources such as employment changes,
special clothing needs, or changes to the home.

Claims processing also causes concern. Families receive
many bills from agencies providing services and there is no
easy way for families to determine which bills they have
responsibility for, which are covered by HealthPartners, and
which need a denial letter from the HMO so that the bill can
then be submitted to secondary insurance, Medical Assistance,
or TEFRA for payment. In these cases, the public agencies
systems and private insurer's systems are often incompatible.

Eighty-eight percent of families say they need help with
stress management. Of the families reporting this need, two-
thirds report that they have not been able to find needed help.
Only two families reported using mental health services, and
only two more indicated any problem in accessing needed
mental health services. Clearly, mental health support services
are needed, and the present system of mental health services is
not being accessed to meet that need.

Currently, most non-medical case management occurs
through the schools and a common response was that the
school case load was far too heavy for careful follow through.
Families seemed most satisfied when the case manager knew
their child well and was a perceived advocate. Too many case
managers and frequent changes in them was a perceived
problem. U

Page 6
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Introduction

F amilies whose children have chronic
_illness and disability must interact
with at least three huge and often
intimidating bureaucracies: the medical
system, the human service system, and
the educational system. Rarely do these
systems share basic information let alone

collaborate on behalf of the child.

By the time each family has filled out the forms for each
system, established that their child -fits the category" and
indeed qualifies for services, the family's and the child's
needs are often lost. While maintaining three isolated systems
is costly, no one has collected the exact data to understand
which systems provide what services and how much they
overlap. No one has assessed the costs of the current model of
service provision. No one has described current attempts at
service coordination nor identified gaps in service delivery
from a parent's perspective.

These families and their children, along with those who
depend on Medical Assistance, may be among the first to be
enrolled in managed care. If we are to design a managed care
system that can effectively and efficiently provide care, we
need to know the range of needs and costs for the pediatric
population with chronic illness and disabilities.

That's why HealthPartners, the Center for Children with
Chronic Illness and Disability, and PACER Center, along with
numerous community and advocacy groups, have
collaborated to propose a project to establish an integrated
service system in an health maintenance organization (HMO)
for children with chronic illness and disability.-

Page 7
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Objectives & Methods

iT"his planning project assessed the
_ current system of health care for

children with chronic conditions in a staff-
model HMO setting from the perspectives
of the provider, the consumer, and
community agencies and organizations.

The focus of the planning phase was on children with a
broad spectrum of chronic conditions and their families.
The project was divided into five components: Parent
Advisory Council, family interviews, analysis of
utilization and cost data, physician interviews, and
Community Advisory Council.

The Parent Advisory Council
The Parent Advisory Council (PAC) met four times to

describe their family's needs, experiences with HealthPartners,
and problems encountered with coordination with other
agencies. Discussion was facilitated by Ced Shapland, RN.,
from PACER Center.

Twenty-four families were invited to participate in the
Parent Advisory Council. Each has a child:

* who has had the diagnosis of a chronic condition or disability for at
least a year; and

* who has been a memnber of HealthPartners for at least a year.

Brian Ashby and his Dad

Fmiim are at thcente W offWinn
and giving om to thdr children.
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Of the 24 families asked, 13 participated. Refusals were
primarily based on a family's inability to make the required
time commitment.

The Parent Survey

The project team made an intensive study of 35 families
having a child with a chronic condition through the
administration of an in-home parent questionnaire.

Forty-four families, each with a child meeting the same
criteria as the above, were randomly invited to participate.
Those serving on the Parent Advisory Council were exciuded.
Thirty-five families agreed to participate for an overall
response rate of 80%. The parent survey group is
predominantly mid-upper income, college educated,
European American.

Participants in Parent Survey
By Condition & Age

Diagnosis Age 1-4 yrs Age 5-11 yrs Age 12-20 yrs

Cystic Fibrosis 2 2 2

Cerebral Palsy 2 2 2

Trisomy 21 2 2 2
(Down syndrome)

Muscular Dystrophy 1 1 1

Juvenile Onset 1 1 1
Diabetes Mellitus

Myelomeningocele 2 2 2

Autism 2 1 1

Blind/Deaf 2

TOTAL: 12 13 11

Parent Survey

Part iipaits iialved in the sirrsey
teee raiidaly selected. Thesefads
had childirs asgisg im ge fr om ae
year to 20 years old twiths aswiety of
cosditias.

The diagnosis set o cystic fibrosis,
cerebral palsy, - lscidar dystrophy,
jaowdei onset diabedts ,ellitos,
coagemitl heart disease, autios
teisny 21 (Dosm syndrome),
syelosseiigo-ele, blindiess asd

drasfsst -is chases to represent the
spectrs of chraic illass im
childhood.
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The Pediatrician

Foilig say the p-imwry ZeI

d ossWri8m ti wt
dlildren and fadses. D,. Stamb has
ban Bnrms pedist-n sdn 1986.

Utilization & Cost Data
Utilization and cost data on children with representative

diagnoses, as well as the most expensive children in the
HealthPartners system, was obtained and analyzed. The data
represent all the claims to which the HealthPartners
information system had access.

The study identified all children (a total number of 410)
who had been HealthPartners members continuously from
November 1,1993, and October 31,1994, who were between
the ages of one year and 21 years-of-age and who were
identified with the diagnosis of cystic fibrosis, cerebral palsy,
muscular dystrophy, juvenile onset diabetes mellitus,
congenital heart disease, autism, trisomy 21 (Down syndrome),
myelomeningocele and deaf/blind.'

The services provided to these children and their families
were grouped into 16 categories: hospitalizations,
HealthPartners professional visits, out-of-plan professional
visits, mental health HealthPartners visits, emergency room
visits, HealthPartners urgent care visits, lab/diagnostic
services, pharmacy, durable medical equipment, physical
therapy, occupational therapy, speech, home health, and other.

Denied claims or services received outside of
HealthPartners and not billed to HealthPartners (e.g., school,

'The diagnoses of deaf/blind had to be dropped becase they could not be comedly
identified by the current infornotion system

Page 1 0
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Shriner's Hospital, or claims submitted to another insurance
policy) were not represented.

Physician Survey

Physicians from HealthPartners provided their
perspectives on the problems and advantages of serving
children with chronic conditions in the HMO setting. Twenty-
one pediatricians and eight family practitioners from within
HealthPartners were randomly selected to complete the
written survey. Nineteen pediatricians and two family
practice physicians returned the surveys.

The Community Advisory Council

The Community Advisory Council was formed to
examine how the system currently functions and to
recommend improvements in coordinating services across
HealthPartners and other involved agencies, including
education and state government agencies. Led by W. Brooks
Donald, M.D., M.P.H., 15 representatives from state,
advocacy, education, and health organizations were invited
and participated in six meetings. In addition, a parent
representative, a HealthPartners government programs policy
administrator, and three members of the research team
attended the meetings. The Community Advisory Council
reviewed family needs and interagency barriers within the
present system.E

Recreation

_Bni sens eery weekat Gnmrg
Center. Re timn is an i otnt art of
maintaining god halth for 11 children,
espcatly these n~ith chronic iltnsecs or
disabdiities.
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Family Perceptions & Needs

y and large, HealthPartners families
B are satisfied with their child's
pediatrician and overall health care.

They explain that problems arise when
services outside HealthPartners must be
coordinated. The referral system, in particular,

is often cited as troublesome, not so much that it was difficult
to obtain access to outside medical specialists, but that the
process was cumbersome.

Results from the Parent Advisory Council
The Parent Advisory Council identified two key areas of

strength regarding health services.

* Pediatrician plays a strong central role as medical care
coordinator.

* Having a primary care clinic where most medical care occurs is
convenient.

They also identified areas that need improvement.
* Referral process to out-of-plan specialists is cumbersome.
* Claims processing is slow and inefficient.
* Case management services are lacking.
* There is no perceived source for help with behavioral issues or to

deal with family stress.
* Parents express concern about future health care coverage.
* Information about in-plan resources, policies, and benefits is

difficult to obtain.
* Care coordination among sub-specialists and HealthPartners

pharmacies or laboratories is inconvenient.

Results from the Family Survey
The Family Survey confirmed and expanded on the issues

raised by the Parent Advisory Council: Stress is the most
significant issue families face. Clearly, mental health support
services are needed for families raising a child with a chronic
illness or disability. Eighty-eight percent of families report they
need help managing stress. Of these, two-thirds report that
they have not been able to find needed help. Only two families
report using mental health services; only two report problems
in accessing mental health services.

Page 12
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Major Child and Family Concerns
Pants Ruepotig Conus

Nuber Pementage

Stress Management 31 88.6

Future Planning 20 57.1

Special Education 19 54.3

Entitlement Information 19 54.3

Equipment & Supplies 17 48.6

Findingj~orking
with Physician 17 48.6

Learning 17 48.6

Social/Recreational
Opportunities 17 48.6

Dental 16 45.7

Feeding/Nutrition 16 45.7

Behavior or Emotional 13 37.1

Dealing with Agencies 13 37.1

Finance 13 37.1

After School Care 12 34.3

Communicating 11 31.4

Mobility . 10 28.6

House Modifications 9 25.7

Respite Care 9 25.7

Coordinating Appointments 8 22.9

Family Counseling 7 20.0

Parenting 6 17.1

Parents Overall Concerns

7he 35 fasilmes surf awl a myrad
of urns. Fu-re plansing asdnd sf
edwaia, is additis to shas

usts.g , Fue ss orBrs fib
pmres. Mal fmislies report nay
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Financing

When asked, 'Does your child's condition affect your
ability to be employed?" just under one-third (28.6%) said
"yes." In fact, the greatest impact on family finances comes
from non-medical sources such as employment changes. Often,
parents who said that their child's condition did not affect
employment made comments like the following:
"Because of his condition, I chose not to work."

Trips to Courage Center

WhilMkphysiw1 therapy afsO proided
thrmgh the schools, 5,ia rosa
addit l theray at Courage Cnter.
Ho'JthPortm pays the bill.

Page 14

'No... I stayed out one extra year because of his heart problems..."
"I didn't think anyone in a day care situation would have done the

infant stimulation which I did..."
Clearly, decreased employment limits income and therefore

limits the amount of money a family has available to meet the
family's needs. Additionally, families report decreased
employment also increases or is a source of stress.

All families surveyed received their health insurance
through their employer but, in addition, nearly one-half (15
families) received additional benefits through state or federal
programs such as TEFRA, SSI, Medicaid, Vocational
Rehabilitation, WIC, and family subsidies. Pending loss of
these programs due to governmental cutbacks is a major source

of parental concern.

HealthPartners covers
most direct medical
expenses. Families report
paying from $10 to $42
per month in out-of-
pocket expenses.
However, the vast array
of habilitative services are
covered by supplemental
coverage or are provided
in the school setting.

Families, physicians,
and the Community

pAvte New 'P'APt#IePFA4jp
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Services and Funding Sources

Number
Receiving Health

Services Services Partners TEFRA School Other

Occupational 19 3 3 16 1
Therapy

Physical 15 5 4 10 1
Therapy

Speech & 13 - 4 10 1
Language

Skilled Nursing 3 1 2 1 1

Personal Care 12 - 7 2 4
Attendant

Respiratory 6 3 2 1 -
Therapy

Mental Health 2 2 - - -

Medication 28 24 11 21

Durable Medical 12 9 6 - -
Equipment

Advisory Council agree that case management services are
desirable. However, some parents said they received too much
case management. Often, each agency has its own case
managers: school, county, health care provider. These case
managers can only advocate for a child in one area or
concentrate their case management to serve as a gatekeeper for
their agency's resources.

Case management should represent and advocate for the
needs of the child and family in the areas of education, social
and community services, in addition to health care. i

Services

A staff model HMO like HnilthPartnes
daes no saner aDl services for children
with chronic ilness or diuability.
Physical therapy, Sccupatioal therapy,
speech and lasugasensices are
currently being provided by Ihe school
with a smnaller portion covered by
TEFRA or M4dical Assistance. Scone
chtdaren rece-ie senvices at n-ire than
one location.

HtnllhhPartners, like other hnalth
insurance prssiders. typically base their
bnefis on adult, acute, rehabilitalive
therapis talher thas the habilitative
needs of children For adlts. PT, OT,
and speechllanguage services ate
designed to help adults regain function
as a mult of illness or injury. Sinmc a
child often nevr- had the ability for
eatnaple, Ioawalk or talk in the first
place, they ofendonl qualify for
'rehabilitation.' Children with chronic
illness or disability need habilitalion and
.hat needs take relcted in the benefits
language.
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Cost & Utilization Analysis

Cost by Expense Category

aearly. hspaitalidatian is a ,im
roesn child and youth with
ch-ic ili tsand disbiity are
eiffy. Oaqutiand thesy.

physica they. mdicatimn,
eatpatient diagnostic ar tab work,
eCwgency nra visits, speech and
lagsage servies, those incded in
the other category, repeset a
lcsr expIase.

Clinic Visits
5%

Durable Medical \
Equipment

5%

Out of Plan /
Specialists

14%

Other
15%

Hospitalizationa
61%

Cost By Disease Category

Cnxditions associated with a high
rateofhespitaliauainsw e
associated with a disrpotioately
high expe.

* T he annual cost of HealthPartners care
T to the 410 children meeting the study
criteria was just over $6.2 million. This is
an average of $15,122 per child. Almost
two-thirds, or $4.15 million, was spent on
hospitalization. Further analysis shows

that the 25 "most expensive" children accrued hospital
costs ranging from $15,633 to $770,060. Clearly,
hospitalization is the single most expensive service
provided to children and their families.

Some disabilities and chronic illnesses like cystic fibrosis,
heart disease and, in this study, muscular dystrophy' have a
high rate of hospitalization. They are the most expensive
conditions for HealthPartners to manage.

Other conditions such as autism and trisomy 21 (Down
syndrome) are less expensive for HealthPartners. Children
with autism and trisomy 21 require specialized school services

and more in-home support. Likewise, there is a
range of expenditures among conditions.
Children and youth with cystic fibrosis, for
example, have no expenses for physical,
occupational, and speech therapies.-

Cystic
Fibrosis

Trisomy 21
(Dow Kyndoto

Diabetes
7%

Myleodysplasias
3%

/ Autism
- 1%

- Heart Diseas
43%

Muscular
Dystrophy-

14%

Cerebral Palsy
18%

-One patient with muascular dysophy wa resposible for $889,861 of the $961,440
towal e fothat Acondition. if that patient were exfuded, muscular dystrophy would
fall to the fifth most exspertse of the eight diagnos studid.
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Physician Survey

M ost physicians in the study say theyM follow fewer than 20 children with
complex medical conditions or physical
disabilities. However, they also state that
six to 20 percent of their time is devoted
to caring for these young people.

Most say they enjoy caring for the child's medical needs.
They believe HealthPartners provides a broad benefit package
to these children and offers care coordination which is
superior to other health care systems. As primary care
providers, they feel informed and able to coordinate and
guide appropriate care.

Still, the majority believe coordination with other
providers, agencies, and schools is time consuming and
difficult. The majority say they do not know for sure how
equipment, supplies or special services will be paid for, if not
by HealthPartners. They also say it is often difficult to locate
needed services. Many physicians feel they do not have
enough time to spend with complex patients to review sub-
specialists' reports, to evaluate medications, and to coordinate
care. E

Physical Therapy

Therapy helps Brian tofasction at the
best ewl he an. Unlike those childre"
asd adults who sustain a physical
disabiity becuse of ilness a acident,
Mrian saws bes with cebel ptsy. He
h. no function to regain.
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Community Advisory Council

n ~ T he Community Advisory Council
_identified problems within the
community in order to describe barriers
families face. Interestingly, the
recommendations from the Community
Advisory Council for changes within the

HealthPartners system echoed those made by families
and physicians.

Case management is important. However, the Community
Advisory Council agrees that current case management
focuses on management of costs and utilization for the specific
agency. Rarely does one work as an advocate for the child and
the family. There is poor communication between systems.

The notion of "health care reform" creates anxiety.
Agencies protect their "turf," fear budget cuts, and therefore
fear collaboration. Families, in turn, are anxious about
changing restrictions and eligibility requirements. They fear
the loss of programs like TEFRA that have funded critical,
often expensive, services. U

In-Plan Specialists

Bi-n visits Ihe pedwtfi|
ophthalhmlogist rguiauly. Than visits
are part of the HeathP.rt-s bamf it
packae.l
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Discussion and Recommendations

* T he families, the physicians, and the
community members participating in

this study value relationships with each
other that are based on mutual respect
and trust. All agree that when physicians,
teachers, and social workers

communicate, the child benefits.
All agree that:

* families and providers need to make placement and treatment
decisions that support and empower families rather than
safeguard agency ideology or funding.

* caring for a child with a chronic condition within the context of
the family and the community is more successful than simply
treating a disease.

Families report that their greatest stress comes from
arranging for multiple services through multiple agencies for
their children with chronic conditions. The present study
underscores this finding: there is little collaboration among
the medical, social service and education communities.

Part of the lack of coordination is due to fragmented
funding. While HealthPartners covers most direct medical
expenses, there is still debate about who should fund certain
health-related services such as durable medical equipment,
occupational, physical and speech therapies, home care
services-ranging from respite care and personal care
attendant services to respiratory care and nursing care. Is this
the responsibility of the federal government? The state
government? The school system? And we still don't know if
the various therapies and family services reduce the overall
costs of these expensive children.

Finally, this present study points out that managing the
stress that comes with caring for a child with a chronic or
disabling condition is the number one concern for most
families. Of the eighty-eight percent of families who say they
need help managing stress, two-thirds have been unable to
find the help they need.

Page 19
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What Can HealthPartners Do?
The Community Advisory Council, the Parent Advisory

Council, along with the families interviewed and physicians
surveyed, agreed that staff model HMOs like HealthPartners
need to develop strategies that promote the overall health and
well-being of children with chronic illness and disability and
their families. They make the following recommendations to
HealthPartners:

1. Expand case management and care coordination
so that:

A A care coordinator works with a physician to
improve the care the family is receiving;
A A care coordinator investigates resources that are
unfamiliar to the physician and the family, and
identifies those resources that are most beneficial;
and
A A care coordinator links families with community
services.

2. Advocate for an industry-wide acceptance of
benefits based on the needs of children so that:

A The development of children with disabilities is
not stymied by a benefits package based on adult
needs;
A Benefits are flexible and allow for individual family
and child needs; and
A Benefits are presented clearly and applied
consistently across disease groups.

3. Increase the coordination of care within
HealthPartners so that:

A Referrals are streamlined for the special needs
population;

A Referrals are designated for a specific period of
time;

Page 20
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* Claims and billing information are simplified; and
* At least one member of the claims department is
trained to answer questions specifically regarding
children and youth with disabilities.

4. Provide a special orientation of
HealthPartners for families with children and
youth with disabilities so that:

* Families understand resources available through
the system and how to access them, including
continuing care, mental health services, social work
services, and case management;
* Families learn how to appeal the system; and
* Families feel they are heard.

5. Promote the use of mental health services so
that:

* Outside consultation is available to families
working through the issue of having a child with a
chronic condition; and
* Pediatric health psychologists are available and
familiar with the needs and stresses of families.

6. Expand the hours of service to help meet
working family's needs and minimize loss of
school time for the children.
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What Can Communities Do?

It really does take an entire community to nurture, care for,
and raise our children-especially those with chronic illness or
disability. Many of the recommended changes in health care
systems and clinical care can be addressed without
government or agency edict. Often, all that is required is for
professionals, aware of the issue, to make the changes.

The following recommendations address issues that are
"external" to specific health care delivery systems and clinics
yet are considered essential for a community if children with
chronic illness or disabilities and their families are to thrive.

1. Separate agency-focused case management
from independent family-centered care
coordination.

I i Families should have access to independent care
coordination and family advocacy, that is family-
centered, community-based and culturally sensitive.

2. Develop easy access to information, support,
referral and advocacy for both families and
providers.

U] Develop a telephone information service.
C l Develop a computer-based information system.

3. Improve communication between agencies
and health systems.

Fl Educate practitioners to plan for and respond to
families' anxiety as systems change.
U] Allow for thoughtful and seamless transition
when shifting between public and private funding
systems.

4. Understand that-health care is a market driven
enterprise.

U] Establish incentives for individual health care
systems that reward creative methods of serving
children with chronic illness or disabilities.

Page 22
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El Advocate for a safety net of expanded benefits
and limitation of cost sharing co-payments for
families.

5. Avoid cost shifting.

El Monitor short- and long-term outcomes and
costs to all aspects of the system, including the
family.
[1 Encourage creative financial models or pilots
that involve more community and family-controlled
decision-making.

El Create a health care financing system that
encourages competition for serving children with
chronic illness or disabilities.

Conclusion

There is agreement that further research is needed in
order to develop and test criteria needed to assess the quality
of children's health in general and those elements that will
result in quality care for children with chronic conditions
within managed care environments. Proponents argue that
managed care is the optimal setting in which to develop
integrated, coordinated, community-based and family-
centered services.

Currently, at HealthPartners the medical needs of children
and youth with chronic illness and disability are being met
with good primary care at the child's home clinic and
specialty care covered by the plan.

Some bemoan the pitfalls of applying managed care
models to children with chronic conditions; however, this is
the first study that takes a hard look at how families with
children who have chronic illness and disability and their
families are faring. The news is mixed. Families are doing
well; HealthPartners clearly provides more coordinated
services than a fee for service basis. Still, families are relying
on a hodgepodge of financing that may be dramatically
reduced in the near future. They are surviving, but families
really need access to more information, more interagency
coordination, and more preventive mental health services if
they are to thrive.
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Over the past two years, the National Association of State Directors of Developmental
Disabilities Services (NASDDDS) has devoted a considerable amount of time and re-
sources to assessing the pros and cons of using managed care techniques to reconfigure
the delivery of services and supports to people with developmental disabilities. Among the
results of this work to date are:

- the preparation and distribution of the nation's first comprehensive position
statement on managed care and long-term supports for individuals with
developmental disabilities;

the publication of a groundbreaking guidebook on managed care and devel-
opmental disabilities services,* which has been widely acclaimed and fre-
quently cited as the seminal work on the subject;

the co-sponsorship of six national and statewide training seminars on man-
aged long-term supports,* as well as participating in literally scores of similar
workshops and meetings sponsored by other organizations; and

the provision of technical assistance to more than a dozen states that are in
various stages of exploring the prospects of restructuring their MR/DD service
systems along manged care lines.

Based on these experiences and the realities of the current public policymaking environ-
ment, we are convinced that:

(a) over the next few years many states will be forced to restructure the financing
and delivery of long-term supports to persons with developmental disabilities in
order to avoid a steady deterioration in the quality and accessibility of services;
and

(b) the intelligent, value-based adaptation of managed care techniques can play an
important role in enabling public developmental disabilities systems to respond
effectively to this challenge.

* This work was undertaken in collaboralion wih the Human serices Research Instute. Inc. of Cambridge. Massadussetts.
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We recognize that managed care is fraught with uncertainty and peril. However, we also
are convinced that, unless public developmental disabilties service systems become more
cost-effective and accountable for valued outcomes, they will be less and less able to fulfill
their mission and be increasingly subject to privatization. In the absense of a forthright
response to these issues, we are profoundly concemed that existing service systems will
be absorbed into managed care arrangements that serve interests other than those of the
individuals and families who are the intended beneficiaries. If managed care comes to
public MR/DD service systems, all key stakeholders should be involved in designing the
state's basic approach in order to assure that the best interests of people with disabilities
and their families remain paramount.

This white paper summarizes NASDDDS' views regarding the basic challenges which
public MRIDD service systems face today; it explains why we believe that such systems
will have to be realigned and outlines the principles and policies that should guide this
realignment process. The paper is labelled a working document because d should not be
viewed as the final word on the subject Instead, our aim is to stimulate discussion and
debate within the community of individuals who are committed to the values we share.
These values are reflected in the Association's mission statement and guiding principles,
which specify in part that NASDDDS will '...assist member states to build a person-cen-
tered system of services...' in which '...people with developmental disabilities have a right
to:

(a) be treated with dignity and respect;

(b) be independent and make individual choices;

(c) participate in family and community life;

(d) have opportunities to maximize their full potential; and

(e) receive outcome-based services and supports.'

2
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CURRENT POLICYMAKING ENVIRONMENT

Nationwide, hundreds of thousands of
indiviuduals with developmental disabilities
and theirfamilies rely on long-term services
and supports provided through publicly-
funded developmental disabilities service
systems. The central mission of these
systems is to enable individuals with devel-
opmental disabilities to live and work in
their communities, achieve self sufficiency,
and excercise their full citizenship rights.

Over the past two decades, states have
made major strides in improving the quality
and cost-effectiveness of publicly-funded
developmental disabilities services. The
number of individuals residing in costly,
segregated public institutions has been cut
in half and scores of such facilities have
been closed. States have aggressively
expanded their home- and community-
based waiver programs while de-emphasiz-
ing the development of expensive interme-
diate care facilities for persons with mental
retardation and related conditions (ICFs/
MR). States also have initiated and rapidly
expanded family support and supported
living and employment programs that more
effectively meet the needs of their custom-
ers and make better. use of scarce public
dollars. More attention has been focused
on improving the quality and acuemsibility of
publicly-funded services as well.

A great deal has been accomplished, but
much miore remains to be done. Trapped
between rising consumer expectations and
tighter budget constraints, public MR/DD
service systems today face enormous
challenges, including:

* Umitations on federal Medicaid pay-
ments to the states. Currently, federal-
state Medicaid dollars underwrite 70
percent of the operating costs of public

developmental disabilities systems. But
with both President Clinton and Republican
and Democratic Congressional leaders
supporting a balanced federal budget,
legislative steps to contain the growth in
federal Medicaid outlays are inevitable.
Reduced access to federal Medicaid dollars
will have serious consequences for deve-
lopmental disabilities services as well as
the public system's capacity to respond to
the legitimate needs of people with deve-
lopmental disabilities and their families.

* State Medicaid cost containment Initia-
tives. States are intensifying their efforts
to contain Medicaid spending, particularly
through the application of managed care

. approaches across a wider spectrum of
Medicaid recipients and services. Account-
ing for 35 percent of all Medicaid spending,
long-term care services -- including
Medicaid-funded ICF/MR and home and
community-based services for people with
developmental disabilities - are not likely
to be exempt from these cost containment
initiatives.

* Shifting.federal and state budget priori-
ties. Federal domestic assistance is being
cut in order to reduce the federal deficit.
Furthermore, human services programs are
being assigned lower priority in some states
due to other pressing budgetary priorities.

* Waiting lists.. Despite the steady growth
in funding for developmental disabilities
services over the past decade, most states
today have long waiting lists for services.
In some states, these waiting lists have
climbed so highithat individuals have little
prospect of receiving services except in dire
emergencies.

* Growing demand. Service demand will
continue to grow for the foreseeable future

3
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due to a host of complex demographic
factors, including the increased longevity
of individuals with severe disabilities and
the higher expectations of families that
have had access to early intervention and
special education services during their
children's formative years.

Public developmental disabilities systems
face a turbulent, challenging and unsettled
future. At stake is their ability to respond to
the critical needs of individuals and families
in a timely, reliable, and effective manner.

The widening gap between available re-
sources and consumer demand is confront-
ing state and local officials with thorny
policy choices. Should the gap be closed
by narrowing eligibility for services? Should
the range of services and supports be cut
back? Should access to certain services be
narrowed? Should systems operate on a
triage basis?

. nese choices have enormous implications
for the future role and mission of public

developmental disabilities systems.

There is a distinct possibility that public
developmental disabilities systems will be
swept up in broader statewide managed
care initiatives. If so, the result could be
narrower access to specialized develop-
mental disabilities services and the substi-
tution of generic assistance that is not well
suited to the purpose. There are legitimate
fears that under managed care, essential
values - individual and family choice,
community integration, and person-cen-
tered service delivery -- would be subordi--
nated to economic interests.

The application of managed care concepts
and approaches must be based on solid
public policy principles, goals, and objec-
tives. Managed care can work in the best
interests of individuals and families only
when it is employed as an instrument to
secure improved efficiency, measured
against performance and outcome stan-
dards that embrace essential policy goals
and values.

THE SYSTEMS CHANGE AGENDA

If public systems are to keep faith with their
fundamental mission of furnishing effective
supports to people with developmental

- disabilities-and their families, all system
stakeholders must confront today's
harsh realities and agree on systematic
changes that will place such systems in a

the problem by narrowing eligibility or con-
straining access to essential services.
Faced with the prospect of capped funding
and rising demand, public systems must
adopt "what's needed, no more, no less"
as a practical operating philosophy.

better position to carry out their mission. Current public systems are burdened with
The consequences of failing to act are very both state- and federally-imposed rules,
high. regulations, and funding methods that create

enormous barriers to the cost-efficient deliv-
A central element In this system change ery of services and supports to individuals
agenda must be productivity Improve- With disabilities and their families. Funding
ments - i.e., optimizing services and out- streams are categorical and fragmented.
comes within the constraints of a global Slot management approaches often result in

Jget. The resolute pursuit of this objec- a 'one size fits air system which furnishes
tive is absolutely necessary if public systems people with what is available not what is
are to withstand pressures to define away most cost-effective or what they really want.

4
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Fee-for-service payment systems penalize
service providers for using dollars more
efficiently and create other barriers to flexi-
bility and agility in delivering person-cen-
tered supports. The regulation of service
systems remains grounded in process
and paper. New approaches to Feward-
ing exemplary performance and achIev-
Ing valued outcomes must be developed.

As a result of federal policies and other
factors, many public developmental disa-
bilities systems are over-invested in costly
service models. The financial burden of
maintaining such models has foreshor-
tened the capacity of service systems to
respond to the needs of youth transitioning
from school to adulthood or to step in
promptly to meet the needs of individuals
when their families no longer are able to
provide supports. States need to acceler-

-ate the shift away from costly service
models by emphasizing publicly-funded

supports that are blended with other
natural and community supports.

System change is threatening. It is marked
by turbulence and uncertainty. However, it
is abundantly clear that, unless productiv-
ity Is Improved, public developmental
disabilities systems will be less and less
able to-carry out their mission. Waiting
lists will become longer and longer. It will
become increasingly difficult to provide high
quality services and supports. Maintaining
the status quo will have partlculary
disastrous consequences for people
who need supports but are locked out of
the service system.

System change must be anchored in and
constantly referenced to the essential
mission of public systems: supporting
people with disabilities to live everyday lives
in their communities. System change must
be continuously informed by person- and
family-centered values.

A MANAGED CARE APPROACH TO RESTRUCTURING
SERVICE SYSTEMS

The intelligent, informed, value-based
adaptation of managed care approaches
can serve as a platform for reconfiguring
and, thereby, improving the productivity of
rpub~i-caevelopmental disabifties systems
and strengthening the emphasis on valued
outcomes. Managed care approaches --
intermediaries responsible and accountable
for systewide performance, capitation and
risk assumption, managed utilization of
costly services, cost savings incentives,
and performance indicators -- provide
promising tools for system improvement

Managed care techniques can help public
developmental disabilities systems to re-
place fragmented, categorical funding with
single-stream approaches that deploy
dollars more flexibly to meet the unique

needs of each individual. System incen-
tives can be created to foster improved
productivity. Managed care offers new
opportunities to reconfigure systems along
customer-driven and directed lines. Pro-
cess regulations can be replaced by objec-
tive measures of the service system's
performance in achieving desired public
policy outcomes.

5

Still, there is scant experience in applying
managed care strategies to the delivery
of long-term services and supports.
Important differences exist between the
delivery of long-term supports and health
care services, where there is more experi-
ence with managed care approaches.
Health care touches one aspect of an indi-
viduals life; long-term supports, in contrast,
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affect many different facets of an indivi-
dual's life. Moreover, experiences with
managed health and mental health care
raise important cautions concerning the
interplay between economic incentives and
maintaining the integrity of service delivery.

In public developmental disabilities sys-
tems, the Introduction of managed care
must be approached cautiously and with
full recognition that new and distinctive

managerial strategies will be required to
successfully adapt managed care technol-
ogy to the needs of people with life-long
disabilities and their families. It Is enor-
mously Important that system stake-
holders play a central role during all
stages of defining how such techniques
are to be applied if the end result is to be
a service system that advances shared
beliefs and leads to valued outcomes.

INSTITUTING A MANAGED CARE SYSTEM
Any attempt to accomplish systemic
change through a managed care
approach must be framed by public
policies that clearly articulate the central
goals of the public system while ensuring

that the interests of people with develop-
mental disabilities and the public at large
are protected. A suggested policy frame-
work for the introduction of managed care
to MR/DD service systems is outlined
below.

Managed Care Framework

* The central mission of the public system should be to enable individuals with developmental dis-
. abilities to live everyday lives, achieve self-sufficiency, exercise self-determination, and become
integral; valued members of their communities;

* Individuals, families, and service providers should maximize the use of natural supports and
other community assets in meeting the needs of each person;

* Individuals and families should have access to necessary and effective services and supports
consistent with the limitations imposed by available resources;

t The responsibilities of the public system in responding to individuals in crisis should be clearly

delineated;

* Family supports should be emphasized both as a means of making more effective use of scarce
resources and as a firm foundation for building circles of community support for individuals
with disabilities;

* Individuals and families should be given the-option of directing the delivery of services and
supports within reasonable policy parameters;

* The service system should be managed on the basis of performance and outcomes;

6
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A well-articulated policy framework is absolutely vital to ensuring that managed care con-
cepts are instituted in a manner that serves the best interest of individuals with disabilities,
their families, and the general public.

MANAGED CARE DESIGN PRINCIPLES
The introduction of managed care
approaches to the delivery of publicly-
funded services and supports for people
with developmental disabilities must be
framed by the public policy principles out-
lined above and-be the end-product of a
design process that is grounded in the
following guidelines and principles:

, All state and federal funding for long-term
services and supports to people with
developmental disabilities should be
consolidated in order to promote inte-
grated service delivery and global system
management;

, Such funding should be carved out
(rather than folded into a broader man-
aged care system) and administered

under a separate plan that is crafted
specifically to meet the long-term sup-
port needs of individuals with develop-
mental disabilities and their families.
This plan should include formal mecha-
nisms for coordinating the delivery of
developmental disabilities services with
those managed by other public systems
that affect the well-being of such indi-
viduals, including health care and mental
health services;

, The developmental disabilities service
authority (DDSA) in each state, in part-
nership and collaboration with individuals,
families, and other stakeholders, should
play a central role in designing, imple-
menting, and operating the system.
DDSAs, in tandem with other responsible

7

Managed Care Framework (Cont'd)

* Consumer rights should be clearly articulated and consistently applied;

* Protections of individual health and safety should be vigorously enforced without compromising
individual control and self-determination;

* Consumers and families -- as well as other stakeholders -- must be granted ample opportunity to
participate in system redesign, procurement decisions, oversight, and evaluation;

Cost savings which are achieved through system restructuring should be earmarked for waiting
* list reduction and/or quality improvement initiatives; and -

The system should be fully accountable to consumers, public officials, and taxpayers, including
* continuous legislative oversight of the design, implementation, operation, and outcomes of the

new system.
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state agencies, must be held ac-
countable for plan perfomance. The
DDSA also must be equipped with the
authority and the resources to manage
the system, including the enforcement of
contractual requirements, evaluation of
system performance and outcomes,
protection of consumer rights, and the
assurance/improvement of service
quality;

The managed care plan must clearly
define: (a) eligibility;(b) the services and
supports to be furnished to eligible
individuals; (c) the obligations of man-
aged care entities in ensuring the timely,
effective delivery of benefits defined
in the plan; (d) standards for the pro-
curement of managed care entities; (e)
consumer rights (including prompt reso-
lution of consumer grievances); (t)
service provider credentialing standards;
(g) the methods to be used in collecting
and employing performance and out-
come data; and (h) risk sharing arrange-
ments;

* The plan should seek to provide all
eligible individuals with access to
needed and desired supports. To the
extent that resources are inadequate to
support the delivery of necessary ser-
vices to all enrollees, the plan also
should specify the strategies for achiev-
ing universal access to supports within
legitimate time frames, including meth-
ods of redeploying the savings resulting
from productivity improvements;

, Service decisions should be based on
person- and family-centered assess-
ments and planning processes anchored
in the fundamental public policy aims
that frame the system;

* The plan must provide for consumer-
directed options that enable individuals

and families to self-managed supports.
These options may include vouchers,
individual budgets, cash and counseling
approaches, and other recognized and
accepted models of support that will
enable individuals and families to
excercise self-determination, encourage
the development of consumer collabora-
tives that make it possible for individuals
and families to work together as a 'pur-
chasing block, and expand the network
of supports beyond traditional service
providers. The use of these options must
be subject to appropriate safeguards.
Accountability for the use of public funds
must be retained;

The plan should be based on decentral-
ized decision-making and community-
based management in order to foster
effective interaction with natural and
other community supports;

Individuals and families must have bona
fide choices among service agencies,
including non-traditional vendors. Man-
aged care organization procurement
policies should foster comprehensive
provider networks/panels;

Capitation methods must be risk-ad-
justed to ensure that funding is ad-
equate and, consequently eligible indi-
viduals, regardless of the severity of
their disability, are able to access
needed services and supports;

Risk bearing arrangements should be
phased-in gradually. Provisions should
be made for the use of stop-loss, rein-
surance, and other risk sharing arrange-
ments in order to reduce potential con-
flicts of-interests in meeting the needs of
individuals who require intensive
services and supports;

8
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* Plans must contain adequate provisions
for rapid-response crisis services, in
cluding clearly fixing responsibility within
the system for the provision of such
services;

, Individuals and families must have ac-
cess to grievance and appeal mecha-
nisms designed to fairly and rapidly
address disputes arising from decisions
made by the managed care entity and
the individual/family;

* The plan must contain appropriate and
adequate safeguards to ensure access
to a broad range of services and sup-
ports, includng 'grandfathering"
participation by exisfing providers during
initial implementation and having appeal
mechanisms for use when providers are
adversely affected by the contracting
decisions of managed care entities;

, Managed care initiatives should be
implemented on a mufti-year basis,
employing, whenever feasible, pilot
projects and interim milestones to as-
sess the soundness of the approaches
being undertaken; and

, Procedures should be included for updat-
ing the managed care plan as well as
the contracts implementing the plan in
order to accommodate lessons learned
and make necessary adjustments in
provider payments.

Careful system design, based on the pre-
ceding guidelines and principles, is abso-
lutely essential to ensuring that a coherent,
well-articulated and accountable managed
care system operates in the best interests
of individuals, families and the general
public.

MANAGED CARE ORGANIZATIONS

The selection of entities to serve as man-
aged care organizations is enormously
important. These entities play a pivotal role
in any managed system. Public policies
governing the procurement of such entities

must ensure that managed care organiza-
tions meet minimum standards and demon-
strate essential capabilities. People with
disabilities and their families should play a
substantive role in the selection process.
These standards include:

9

* Policies Governing MCO Procurement

. A mission-based, person- and family-centered organizational philosophy;

* Demonstrated experience in managing the delivery of services and supports for people with
developmental disabilities;

* The delineation of and a central rolefor, people with developmental disabilities and their
families in organizational governance, quality improvement, and evaluation;
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In selecting managed care entities state
policies should give preference to non-profit
organizations and/or existing, statutorily
recognized local administering agencies.

In addition, states should encourage the
development of multiple, locally-based
managed care organizations in order to
foster effective ties to local communities.

CONCLUSION
Public developmental disabilities service systems must confront the enormous challenges
posed by modifications in federal and state policies which are likely to impose strict limits
on the dollars available to meet current and future service demand. These systems must
embrace productivity improvement as a central goal while keeping faith with their core mis-
sion and values.

Managed care approaches can be valuable tools in unifying existing service systems
and allowing them to deliver 'what's needed, no more, no less" effectively and efficiently.
Service systems must be designed to advance the essential public policy aim of enabling
people with developmental disabilities to live full, productive, self-determined, everyday lives
in their communities. Individuals with disabilities, their families and other stakeholders must

10

Policies Governing MCO Procurement (Cont'd)

* A commitment to promoting innovative support strategies, including consumer-directed alterna-
tives;

* A solid track record in working constructively with service provider agencies to achieve im-
proved performance and responsiveness;

* Clear organizational capabilities to fulfill the requirements spelled out in the procurement
specifications that are based on the managed care plan;

* Demonstrated capabilities in establishing effeetive and productive linkages with other com-
munity resources and organizations;

. Financial solvency;

. A well-articulated quality assurance and quality improvement plan;

* Willingness to contract on a performance basis, including the use of incentives and penalties
based on negotiated benchmarks that address access to services, timely response to consumer
needs, consumer satisfaction, and desired outcomes; and

. An effective management information system, plus appropriate equipment and technological
capabilities. -
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participate in the redesign process and have meaningful roles in the ongoing management
of the system. The central aim should be to create a system grounded in person-centered
support principles, including consumer-managed, consumer-directed service alternatives,
that offer real opportunities to link natural and other community resources with public sup-
ports to best meet the needs of the target population.

These outcomes will be achieved only if the redesign process itself is informed by critical
principles that ensure the coherent adaptation of managed care approaches to long-term
supports for people with developmental disabilities. It is essential that the organizations
chosen to carry out this redesign be carefully selected so that all stakeholders can be
confident that the resulting service system will operate in the best interests of individuals
and families.

11



846

Januar 1996

Why Not the Best for the
Chronically Ill?

Prepared by

Stanley B. Jones
Director
Health Insurance Reform Project

Health Insurance Reform Project, George Washington University
Prepared with support from the Commonwealth Fund

The

Z,�

W

0 V==4 .
k

PQ-

0

V--

9
Q)

bo

�=g
U
�=4

- 0
Q)
0 -
Q)

9-



847

Summnary: Premium adjustors to neutralize risk
selection among health plans are the weakest com-
ponent in the technologyfor assuring competitive
markets. It will be many years before we have ad-
justors adequate to free health plans to invest in
and market improved managed care to predictably
high-cost chronically ill persons. For want of a fair
premium, health plans are driven by risk selection
to underinvest in and otherwise "demarket' care to
these very employees and beneficiaries whose costs
and care most need to be managed. To achieve best
value for the chronically ill, large employer coali-
tions, Medicare, and Medicaid should consider
radical new apvroaches, such as establishing sepa-
rate prices for care to people with specific chronic
conditions and purchasing such care both from
health plans and directlyfrom provider systems.

Chronic conditions involve health care needs
that seem particularly suited to the kind of im-
proved coordination and capitated payment
associated with managed care. Such conditions
often require the patient to deal with numerous
and varied providers of services over a pro-
tracted period of time. In addition, they fre-
quently involve a progression (often down-
ward) over time that requires adjustments in
services-to both accommodate to and retard
further loss. And they affect patients differently
-often requiring very tailored services. In
many cases, patients must comply with com-
plex instructions to avoid acute episodes or
more rapid deterioration. Health care providers
need clinical time to work with such patients
-and flexibility to organize care to meet indi-
vidual needs-beyond that provided under the
usual acute medical care fee schedule and cov-
erage categories.

Moreover, the chronically in incur high
costs for employers and public programs.
Health care costs for persons with moderate
chronic disabilities, for example, may be as
much as two to three times higher than those
for persons without disabilities.' In addition,
the morbidity associated with chronic condi-
tions costs employers a great deal in absentee-
ism and lost productivity.

Given the opportunity managed care seems
to offer for the chronically ill, employers, Med-
icare, and Medicaid by all rights might hope
to see health plans competing to develop and
market higher-quality and more cost-effective
plans for chronically ill employees. Purchasers
might hope to see plans advertising aggres-
sively to enroll chronically ill employees and
beneficiaries, and they might well want to
help channel these employees and beneficia-
ries to the plans that offer the best value. This
hopeful scenario is not justified by the incen-
tives in today's health plan market.

ADVERSE RISK SELECTION AND ITS
CONSEQUENCES

In the market of competing health plans, the
threat-of adverse risk selection encourages
health plans to be at best ambivalent about
investing in care for the chronically ill. On the
one hand, such investments offer great poten-
tial for reductions in costs and improvements
in value. But on the other hand, if a plan be-
comes known among employees or beneficia-
ries as better than its competitors at caring for
people with a particular chronic condition, it
is likly to attract more such subscribers dur-
ing open seasons, and its costs and premiums
are likely to rise in comparison to its competi-
tors'. This is because, in serving people with
chronic conditions, it is hard to be so efficient
that the cost of care to a chronically ill enrollee
is at or below the average for a plan's en-
rollees. Ultimately, a plan cannot quote a com-
petitive premium if it enrolls many more than
its proportionate share of sicker employees or
less than its share of healthier employees.

The importance of risk selection in deter-
mining premiums of competing health plans
was first documented publicly in the Federal
Employees Health Benefits Plan (FEHBP). In
1989, the actuarial values of nine FEHBP plans
studied varied by no more than 35%/6, but the
premium of the highest-cost plan was 246%
greater than the lowest-cost plan, due primar-
ily to adverse selection. The high-option and
standard-option Blue Cross and Blue Shield

-2-
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plans were virtually identical in benefit value,
but the high-option premium was nearly twice
the standard option's due to risk selection.
Wide variation in benefit value compared to
premium among very similar health plans is
common where employees or beneficiaries are
given the choice of multiple plans. Risk selec-
tion therefore can produce much larger varia-
tions in premiums than the 15% to 20% esti-
mated savings achievable by the most tightly
integrated health maintenance organizations.

The implication of this phenomenon for
health plans' competitive strategiesis that
health plans can not rely on efficiency alone; they
must compete based on risk selection. If plans
were to advertise to enroll the chronically ill,
or if Medicare, Medicaid, or employers were
to channel beneficiaries or employees who are
chronically ill into health plans that offer the
best value (price and quality), or if large num-
bers of the chronically ill were to learn about
these plans and seek them out, these plans'
competitiveness would be damaged. Because
of risk selection, (a) health plans are not moti-
vated to compete to market better value to the-
group purchasers' most costly and needy em-
ployees or beneficiaries, and (b) the group
purchasers would harm the best plans if they
encouraged their most costly and needy em-
ployees to enroll in them.

"DEMARKETING" TO THE
CHRONICALLY ILL

How many health plan advertisements have
you seen aimed at recruiting high-cost chroni-
cally ill people? With regard to the chronically
ill, health plans have a strong-incentive toai-
market-or at least to 'stay in the pack" of
competing plans, that is, neither to stand out
as a better value nor to appear scandalously
behind.

Such a posture argues for investing less, at
the margin, in improvements or plan features
that increase value to the chronically ill and
investing more, at the margins, inimHprove-
ments or plan features (such as pediatrics) that
can be marketed to subscribers who are

healthier on average. It also argues for
weighting the plans' marketing and demarket-
ing efforts in the same ways.

A primarily defensive posture requires steps
such as the following:

* Investing in ways to contain costs of care to
chronically ill people already enrolled as a
way to keep down overall premiums while
avoiding attracting more such enrollees.

* Investing in ways to meet the specific quality
- requirements of accrediting organizations

and to gather the data they require on spe-
cific performance standards relating to
chronically ill people, but avoiding going
beyond these requirements.

* Taking care not to overinvest in costly ser-
vices, new technologies, or benefits that are
particularly desirable to a group of chroni-
cally il employees and that are better than
those of competing plans.

* Being careful not to outdo competitors in
empaneling those types of providers of care
(specialty clinics or physicians) widely known
for their attractiveness to the chronically il.

* Avoiding advertising care to chronically ill
people unless there are extraordinary exten-
uating circumstances, such as the ability to
keep an asthmatic child's health care costs
low enough that they do not outweigh the
advantage of enrolling an entire family.

A more aggressive posture regarding risk
selection suggests further steps:

* Investing in research based on analysis of
daims data and past enrollment and disen-
rollment patterns, as well as in focus groups
and surveys, so as to determine which ser-
vices, providers, plan features, and market-
ing and advertising approaches attract (or
repel) low-cost subscribers.

* Avoiding specific health care providers fa-
vored by the chronically ill or, if it is neces-
sary to contract with these providers for mar-
keting purposes, using referral criteria that
minimize their use.

-3-
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* Discouraging the use of specific referral ser-
vices favored by the chronically Ill or their
physicians by using unrefined review proto-
cols that require special approvals or excep-
tions.

* Using primary care gatekeepers who are
paid in ways that discourage referrals of
chronically ill persons to specialists.

* Keeping the numbers and availability of
specific types of health professionals, clinic
facilities, and other resources that attract the
chronically ill to a minimum, thus ensuring
long waiting times.

* Identifying advertising images and slogans
that give an impression the plan is designed
for healthier employees rather than for the
chronically ilL .-

* Paying physicians and hospitals in ways
that pass on to-them increasing amounts of
risk (a practice seemingly welcomed by
more and more providers across the
country), as well as the problems of risk
selection.

Depending on their organizational struc-
tures,-health plans have different options and
philosophies for underinvestment and demar-
keting. For example, a group- or staff-model
HMO has more power to control investment
in various services through its budgeting pro-
cess, while a loosely organized FPO will rely
on restrictive review protocols. Ironically, the
integrated health plan, which has arguably the
most potential to improve care to the chroni-
cally ill, also has the most options to avoid
this population, because it controls the re-
sources for care more directly. And as physi-
cians and other providers assume more and
more of the risk, they are likely to have to
develop their own set of practices for demar-
keting to the chronically ill, a frightening
thought, given providers' better knowledge of
which individuals in their practice are likely to
be high-cost

However it is done, staying in the pack and
demarketing produce at best weak competitive

efforts to improve the quality and value of
care to the chronically il. These practices offer
weak assurance of long-term improvements in
care and can mean higher costs in the short
nan. As Medicare has documented, purchasers
can end up facing higher costs for insurance
and care as health plans compete to enroll the
low-utilizing employees or beneficiaries and
avoid those whose costs are higher.3

Chronically ill persons themselves face
health plans that are encouraged to under-
invest in their care, avoid marketing to thern,
construct obstacles to their complex referrals,
and avoid the providers and services they
have searched out as most helpful to then. If
they choose to stay with these providers, it is
likely to mean staying behind in higher-cost
health plans while lower users opt into plans
with better risk selection. In FEHBP, this can
cost four times the out-of-pocket premium of
other employees-thousands of dollars a year.'

If the computer industry were motivated to
compete the way health plans compete, they
would avoid investment in and marketing to
the really big users of computing for fear they
could not get a fair price.

PREMIUM ADJUSTORS AND
DEMARIETING

Frustrated policyrnakers and insurance con-
sultants sometimes downplay the importance
of risk selection, saying it is not a great
problem in 'mature markets,' where large
managed care plans dominate the landscape,
or that it is a transitional problem that will _
balance out over time in any system. The evi-
dence, however, is more discouraging. For
example, the variations in benefit value and
premiums of Blue Cross's high and low op-
tions in the FEHBP mentioned above remain
roughly the same today, some 6 years later.
The risk selection has not proved to be transi-
tionaL As for maturity, the FEHBP has oisted
for more than 35 yeas

Our greatest hope for correctng the risk se-
lection problem fOicauses plans to demarket

-4-
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to chronically i persons has been thought to be
a premium adjustor, that is, a formula by which
plans receive premium payments adjusted to
take account of the extent of the favorable or
adverse selection they experience. If a premium
adjustor produced a fair premium for people
who use a lot of health care, persons with chro-
nic illnesses would become highly desirable
subscribers to a health plan-and the providers
they favor would likewise become highly desir-
able participating partners of the plan.

We are, in fact, a long way from having a
premium adjustor good enough to facilitate
constructive plan competition to invest in and
market to the chronically ill. The ultimate test of
an adjustor is whether it enables health plans to
advertise to this population. Adjustors in use
today do very little to correct for risk selection
in general. Those being researched hold prom-
ise for doing a good bit more, but none prom-
ises to meet this ultimate test of allowing adver-
tising to the chronically il.

As described in recent literature, to neutral-
ize a health plan's incentives to risk select, a
premium adjustor must explain predictable
variations in costs of potential subscribers at
least as well as the health plan can predict
them and use the demarketing techniques de-
scribed above to enroll more of the predictably
low users and fewer of the predictably high.s

One important effort uses information avail-
able in employers' personnel files to divide
employees into subgroups whose health care
utilization varies, assign a relative future cost
to employees based on the subgroup to which
they belong, and then adjust the premium of
each plan based on how many members of
each subgroup it enrolls.' Other researchers
have used multiple factors (for example, indi-
cators of physiologic health, self-reported gen-
eral health perceptions and chronic diseases,
and prior use of medical services) to divide
employees into many subgroups and assign
relative premium cost to each employee.' Still
others have defined subgroups based on-ZR~-
nostic information.

Some research focuses on prediting future
years' costs of the entire insurance group (for
example, the employees of one employer en-
rolled in one of the health plans offered) and
claims considerable success in predicting and
potentially adjusting premiums to take ac-
count of risk selection-$

Approaches to predicting and correcting for
risk selection are not nearly as successful at
predicting the variations in costs at the indi-
vidual subscriber level. There seems to be
some agreement among researchers that it is
unusual to be able to explain as much as 10%h
to 12% of the total variation in costs,9 or ap-
proximately two-thirds of the predictable vari-
ation'° at the level of individual subscribers.

Do health plans have the motivation, oppor-
tunity, and resources to predict future costs of
individuals or small subgroups better than
those who use risk adjustors? Can health
plans identify and market (or demarket) to
prospectively higher-cost and lower-cost indi-
viduals within the subgroups for which re-
search can set premium adjustors?

Plans dearly have the motivation and the
opportunity. Limitations in adjustors currently
being used in research leave a wide margin
for plans to profit by risk selection." More-
over, most of these research adjustors have
been developed based on historical data or in
situations where the plans have not been
strongly motivated to outmaneuver the adjus-
tor. Plans have easily outflanked the Medicare
adjustor, and there is every reason to believe
their efforts will substantially reduce the pre-
dictive power of research adjustors. Indeed,
group purchasers will find themselves in
something of an arms race with health plans,
when and if they attempt to use risk adjustors.

Unfortunately, plans are far more motivated
than those who might use risk adjustors to
buy from them. In fact, few purchasers today
have entered this arms race, since few are us-
ing risk adjustors as part of their efforts to
manage competing health plans. The Pacific
Business Group on Health, the California
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actuarially manageable service packages for
which prices can be set Ideally, a service
package should encompass both comprehen-
sive care and services for the specific condi-
tion. However, for some conditions, bidders
might be able to set a price for specialty ser-
vices only and work out agreements and sepa-
rate prices with primary care providers for the
remainder of the patient's care. The prices may
be in the form of capitation or mixes of capita-
tion and other forms of payment and risk
bearing. Chronic conditions and the range of
services and relationships of providers for
them vary greatly. The packaging and pricing
of services should be clinically driven, taking
into account the nature and course of the con-
dition being considered. This is another pow-
erful reason to look to providers directly, rath-
er than only to health plans, to shape the pro-
gram and bid.

A third key element is choice. The consumer
should be offered the choice of these different
systems and allowed to discipline the market
over time by choice. If the consumer wishes to
stay in the traditional arrangement with tradi-
tional providers and plans, he or she should
be allowed to do so.

Some employers as well as Medicare and
Medicaid are already purchasing limited pack-
ages of health care from providers on a com-
petitive basis. For example, large employers
contract for transplants. Medicare contracts for
coronary artery bypass grafts. Employers are
purchasing "disease management" approaches
to a variety of conditions, such as diabetes,
pediatric asthma,-coronary artery disease,
pregnancy/childbirth, low back pain, breast
cancer, stroke, depression, knee care, attention
deficit disorder, congestive heart failure, adult
asthma, hysterectomy, Alzheimer's dementia,
and hypertension.

HealthPartners of Minnesota is considering
requesting proposals from provider groups
("caresystems") for capitated payment for
comprehensive services to people with specific
conditions (for example, insulin-dependent
diabetes). This payment would augment an

ambulatory care group (ACG)-based risk ad-
justor in 1997."

Medicare, Medicaid, and very large employ-
ers might take the following types of steps in
pursuit of such arrangements:

* Request health plans and provider systems
to propose global fees and capitation
amounts for providing improved care to
people with specific chronic conditions. The
purchaser could use diagnostic groupings,
such as ACGs, to determine a reasonable
price, or it might supply the data to bidding
plans and provider systems as a basis for
their priding.

* Request health plans and provider systems
to bid on and arrange to offer all covered
care to these persons or to demonstrate con-
tractual or other agreements that permit all
the covered care of the person to be clini-
cally managed:

* Subtract the projected cost of these new con-
dition-specific payments from the premium
rates paid for other employees or beneficia-
ries.

* Contract with the "best value" -provider
systems and health plans in the community
-or with the sole providers in rural com-
munities.

* Allow chronically in employees and benefi-
ciaries to choose among health plans and
provider systems. The choice might be made
at the time of diagnosis as a point of service
(POS) option or on a monthly basis as an
enrollment shift. Medicare might offer the
same choices to itsbeneficiaries who enroll
in alternative health plans, as well as in the
traditional Medicare program.

In order to encourage health plans and pro-
vider systems to bid on a global fee or capita-
tion basis early in the program, purchasers
might offer "risk sharing" arrangements to
providers. For example, the employer mightt

* Offer to share risks with plans and provider
systems for all costs over a maximum for an
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Managed Risk Medical Insurance Board, and
the Minnesota Buyers Health Care Action
Group have interesting plans to use relatively
sophisticated risk adjustors for the chronically
ill. But most purchasers who do use adjustors
have limited themselves to the most elemen-
tary, such as age, sex, and geographic location
of the subscribers. Medicare is using by far the
most sophisticated risk adjustor today, and it
is flawed and easily outflanked by health
plans.2 It is not dear why purchasers have
been so slow to use adjustors; perhaps it is all
just too complicated. But this reluctance does
not augur well for the near-term development
and use of practical adjustor systems.

When and if the race begins, health plans
have formidable resources for attaining favor-
able risk selection beyond what the adjustor
can correct for. Once plans are aware of pre-
mium adjustor subgroups and the premium
each will carry, they can use the past claims
and enrollment files as well as the focus
groups and survey techniques described above
to characterize their own subscribers over the
years within each subgroup or across sub-
groups so as to identify those to whom they
want to market or demarket. The data and
financial resources available to the health
plans for such research are much greater than
those available to the researchers.

Adjustors based on subgroups will also set
up a pernicious incentive for plans to identify
individual current enrollees whose costs are
substantially higher than the premium paid for
the subgroup and look for ways to limit their
investment in care to the premium amount.
This approach would be similar to the common
hospital practice of encouraging staff to get pa-
tients out within the days covered by a DRG
payment, as though the DRG amount were a
target or limit for patient stays rather than an
average for costs of all patients in the DRG.

A tough-minded assessment of the purchas-
ers' chances of using risk adjustors to win this
arms race comes from Joseph P. Newhouse,
who argues that "risk adjustment technology
has to take major leaps forward to render

these incentives insubstantial," and that "the
expectation for further research is for modest
improvement.U

Since the potential of managed care is so
high for the chronically il, and since the costs
and quality problems are so great, it makes
sense for employers, Medicare, and Medicaid
to look for new approaches to augment what-
ever premium adjustors they find practical.

PURCHASING FOR PEOPLE WITH
CHRONIC CONDITIONS: SOME
APPROACHES

Unlike health plans, physicians and other
providers of care have no ambivalence about
marketing their services to patients with
chronic conditions. Moreover, chronically ill
persons on the whole are sophisticated con-
sumers of such services and can be counted
on to shop carefully for quality and price. If
Medicare, Medicaid and very large private
purchasers develop fair global prices or capita-
tion rates to provider systems for specific
chronic conditions, they facilitate the develop-
ment of a market in which investing in and
marketing to the chronically ill is desirable.
Direct contracts between purchasers and pro-
viders for care to the chronically ill will force
health plans to invest in and market to these
subscribers if they are to hold on to them and
to the large share of premium revenue they
represent. If the system is structured well,
chronically ill consumers will be educated to
choose based on quality and value-and will
use their relatively high level of sophistication
about these matters to drive provider systems
and health plans to serve them better.

The first key element of this approach is to
assure that the price is right. Purchasers such
as Medicare might use past claims data to set
prices (as is done with DRGs), or they might
ask plans and provider systems to bid on the
provision of services for people with specific
chronic conditions.

The second key element is to define specific
chronic conditions as wellis clinically and

-6-



853

individual case or for an individual over a
year or longer period of time.0

U Pay provider systems and plans a "blended
rate' or partial capitation, for example, capi-
tation for half and payment based on cur-
rent costs for half, with the blend including
a higher percentage of current costs for
higher-cost patients.'

* Allow health plans and provider systems to
limit the number of patients they will take
in their initial years.

To assure quality, the purchaser's requests for
proposals (RFPs) to health plans and provider
systems might require management and clinical
arrangements that clinicians and consumers
consider critical to improved care for the person
with the chronic condition. Accreditation by the
National Committee on Quality Assurance
(NCQA) might be used for this purpose, or
Medicare might assemble experts and consum-
ers to specify the best practices that high-value
systems for patients with different chronic con-
ditions should have and to develop perfor-
mance measures for contracting with plans and
provider systems. The RFPs might include:

* Possible organizational, risk sharing, and
payment arrangements with providers.

* Evidence of investment of capital in im-
provement of services, treatment protocols,
and best practices.

* Collection and submission of performance
data, including preventive services, espe-
cialy measures of preventive services that
forestall chronic illnesses for which a capi-
tated- rate is paid.

* Evidence that providers have needed exper-
tise and that the ratio of types of providers
to planned enrollment is adequate.

* Inclusion of providers with strong local rep-
utations in care of the chronically ill in
health plan panels-or justification for not
including them-

The employers, Medicare, and Medicaid
would also undertake an extraordinary effort

to inform the choices of the chronically ill
among health plans and provider systems so
plans and provider systems that invest in im-
proved quality could be rewarded with larger
market share. This effort might include:

* Developing plan performance data based on
best practices for various chronic conditions.

* Informing employees with chronic condi-
tions how to make an objective choice in
their own interest and equipping them with
materials such as premium-to-benefit value
comparisons, quality surveys of health plans
and provider systems, and surveys of con-
sumer satisfaction.

DIFFICULT ISSUES

A number of difficulties must be faced to
facilitate competition among provider systems
and health plans to manage care to the chroni-
cally ill. Three of these-and possible solu-
tions-are listed below:

* Some chronic conditions affect too few people to
support more than one (or even one) provider
system in an area, especially if the employees of
only one employer are involved. Even the enrollues
of one health plan are often toofew to contain the
critical mass needed to ficilitate organization of
provider systems. The solution is for Medicare
and multi-employer purchasers to take the
lead. With Medicare's 37 million beneficiaries
and a high incidence of chronic conditions in
its population, Medicare in particular has
enormous leverage in the market for services
to chronically ill persons in most communi-
ties. Once a provider system is organized,
smaller purchasers might buy from it In rural
areas or for rare conditions, sole provider
arrangements might be negotiated with re-
quirements comparable to the above.

* There are many different chronic conditions, each
requiring a different set of services. Even a veiy
large employer willfind it complex to issue RFPs
to cover all these possWities and review compefti-
tive bids in each The solution here is, again,
relying on very large group purdcasers, such
as Medicare and purchasing alliances, to take
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the lead. Large purchasers might work with
agents such as the NCQA or the Foundation
for Accountability to solicit providers and
consumer organizations to develop RFP crite-
ria and provider system performance mea-
sures relating to chronic conditions. The effort
can begin slowly by selecting the conditions
that impact employees or beneficiaries the
most or provide the best local market oppor-
tunities.

* Maany patients have multiple chronic conditions.
The solution here is for purchasers to solicit
proposals from provider systems, such as
geriatric centers for elderly patients, that can
bridge multiple diagnoses. Although such
systems may not be feasible for many com-

.plex diagnoses, clinicians should drive the
systems' design wherever they can be devel-
oped.

Successful purchasing for people with spe-
'cific chronic conditions will involve a steep
learning curve. It will take considerable timne
and resources. And some chronic conditions
may simply not be amenable to this approach.
However, every condition for which this ap-
proach is perfected will yield that much more
value for purchasers' health care dollars.
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