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HEALTH CARE REFORM IN AN AGING
AMERICA

WEDNESDAY, MARCH 4, 2009

U.S. SENATE,
SpEcIAL COMMITTEE ON AGING,
Washington, DC.

The Committee met, pursuant to notice, at 10:05 a.m. in room
SD-562, Dirksen Senate Office Building, Hon. Herb Kohl (chair-
man of the committee) presiding.

Present: Senators Kohl [presiding], Wyden, Udall and Martinez.

Index: Senators Kohl, Martinez, Udall and Wyden.

OPENING STATEMENT OF SENATOR HERB KOHL, CHAIRMAN

The CHAIRMAN. Well, good morning to everybody. It’s so good to
see so many of you here today. I know many of you come quite a
long distance to be at this hearing. So we express our deepest ap-
preciation to each and every one of you who have made this trip
to be with us.

We're pleased to welcome everybody here to this first hearing on
the issue of national health reform. Our message today is a simple
one. Any serious health reform proposal must address long-term
care. With America aging at a rapid rate and with the high and
rising cost of caring for a loved one, it’s crucial that long-term care
services are addressed.

Today we'll initiate a conversation about how we can work: to-
gether to improve long-term care services while also taking steps
to make them more cost effective. We all know family members,
friends and neighbors who have struggled to recover from a bout
of severe illness or a serious accident and need care for a prolonged
period or even for the rest of their lives. These individuals need
long-term care services and supports to help them with day to day
activities.

But let’s be clear that the ultimate goal of long-term care is to
allow older or disabled Americans to live as independently as pos-
sible. However, as we know, one size does not fit all. Given the va-
riety of circumstances requiring long-term care, any update to our
current system must be flexible, and must offer choices tailored to
everybody’s needs. With the help of our outstanding witnesses
today we're going to try to spark some creative ideas about how
this can be accomplished in a way that will also get costs under
control.

Today we'll be focusing most of our attention on the provision of
long-term care through Medicare, a Federal program, and Med-
icaid, which is administered jointly by the Federal and the state
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governments. Some states have expressed concern that their aging
and disabled Medicaid populations are swamping their budgets.
This financial strain will only worsen.

Yet a handful of states, including my own state of Wisconsin, are
addressing long-term care in a proactive, thoughtful manner. These
states have made important strides in not only expanding the
range of services, but also in controlling costs. Though it’s not easy,
it is achievable. It requires strong leadership and political commit-
ment.

We will hear today from HHS about a range of innovative grant
programs that the Federal Government has created to provide sev-
eral states with financial resources and incentives to broaden the
range of Medicaid services offered to roughly a million people in
their homes and communities. However, we need to make sure that
our economic troubles do not lead to diminished services. The re-
cently enacted stimulus bill provides states with an additional $87
million dollars in Medicaid funding. I believe some of this funding
should be used by states to strengthen these popular and vital
home and community-based programs..

We also need to find ways to coordinate and approve care for the
more than seven million beneficiaries who are eligible for both
Medicare and Medicaid, which includes some of the sickest and the
poorest of our citizens. The care that these dual eligibles receive is
very often not coordinated well and is very costly. Today we'll ex-
amine ways to deliver more comprehensive and fully integrated
care at a lower cost.

We should acknowledge that the rising costs of health care and
long-term care do not only affect the government. More than one-
fifth of all long-term care spending comes directly out of the pock-
ets of individuals and their family members. We also know that
tens of millions of family caregivers provide long-term care to loved
ones every day, yet have little or no access to support for them-
selves. As part of our long-term care strategy, we need to provide
support for family caregivers through entities such as the Aging
and Disability Resource Centers which were pioneered in Wis-
consin.

On that note, I recently introduced bicameral legislation to ex-
pand education and training opportunities in geriatrics and long-
term care for licensed health care professionals, direct care workers
and family caregivers. Our country is facing a severe shortage of
health care workers who are well trained and prepared to care for
older Americans. This too must be addressed by the President and
by Congressional leaders as they move forward with national
health care reform. My colleagues on the Finance and HELP Com-
mittees do not have an easy task ahead. But my hope is that the
lessons we learned and the ideas we generate in this Committee
will be a resource for them.

We thank our witnesses for being here. Before I turn the micro-
phone over to the Ranking Member, Senator Martinez, I have a
statement from Senator Edward Kennedy.

He writes, “A major goal of health reform must be to give our
citizens a chance to lead full and independent lives. That means
that reasonable health care should include services to help individ-
uals maintain their function and prevent deterioration of their con-
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dition, just as it should cover services for acute illness and injury.
So I join Senator Kohl in expressing the importance of including
long-term services and supports in any health care reform initia-
tive. I applaud him for holding this hearing today.”

We thank Senator Kennedy for that inspirational message. We
turn bnow to-Senator Martinez from Florida who is the Ranking
Member.

STATEMENT OF SENATOR MEL MARTINEZ, RANKING MEMBER

Senator MARTINEZ. Thank you, Mr. Chairman. I wanted to wel-
come all of you who've joined us here today for this important hear-
ing. I want to thank Chairman Kohl for calling this hearing and
focusing attention on this very important issue. The issue of what
we here at the Federal level can do to enhance and improve long-
term care is a very timely subject.

The issue of sustainable quality and long-term care in America.
is an important issue for most states. For states like Florida it’s ab-
solutely a vital issue. Looking at the demographic you will see the
percentage of Floridians over the age of 65 is nearly 40 percent
higher than the national average. The number of Floridians age 85
and older—those most likely to need more acute, long-term care
services—is nearly two times the national average.

With the annual growth of Florida’s low-income elderly popu-
lation at 80 times the national average, more focus has to be put
on long-term care issues and ensuring that the elderly and disabled
will be able to age with dignity and peace of mind. I believe Florida
is a microcosm of what America will look like in the coming dec-
ades. So I look forward to working with President Obama and my
colleagues in the Senate to address these issues in a bipartisan
way.

While reform is desperately needed, we also need to change the
way reform has been talked about in the past. The discussions of
Medicaid reform both here in Washington and in state capitals
tends to involve only four options, cut eligibility, cut reimburse-
ment rates, cut benefits or ask Congress for more money. Rather
than remaining focused on these limited choices I think we should
begin our discussion with a focus on what is best for patients. We
must look for ways to improve the consistency and coordination of
care to best assist this vulnerable population.

Ultimately our goal should be to improve the health of low-in-
come Americans and ensure that those in need of services have ac-
cess to the services they need. An improved Medicaid long-term
care program will be able to serve more people with better results.
We should be giving state officials a range of options to pursue that
will improve the delivery of care including support for innovations
which prevent people in need of long-term care from spending all
of their savings and then have no other option but to go onto Med-
icaid to access care.

I know that my state of Florida has been working on these issues
and remains focused on finding new ideas to guarantee success.
Florida has chosen to invest in initiatives focused on ensuring our
elderly and disabled will be able to age with dignity. We must work
to transform the health care infrastructure so that it is focused on
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the quality of life and on a person’s needs rather than those of
state or Federal accountants.

We ought to build on the innovation occurring in some states and
ensure patients are in control of how and where they receive serv-
ices. Florida, like many states, has experimented with consumer
driven and nursing home diversion models of care delivery with
positive results and has saved money while flattening the growth
curve for nursing home bed days. Florida has one of the original
cash and counseling demonstration states and now has more than
1,000 consumers managing home-based services to meet their long-
term care needs. By focusing on what is best for each patient and
providing flexibility, we can create a model that works for an aging
population in states across the nation.

I thank you for being here. I thank you for this hearing, Mr.
Chairman. I look forward to hearing the testimony from the wit-
nesses.

The CHAIRMAN. Thank you very much, Senator Martinez. We will
have the privilege today of hearing from experts as well as many
experienced public officials.

Our first witness today will be Thomas Hamilton from the Cen-
ters for Medicare and Medicaid Services. Mr. Hamilton is the Di-
rector of the Survey and Certification Group within the Center for
Medicare and State Operations. He previously served as the Direc-
tor of CMS’ disabled and elderly health programs. In that capacity
he led the development of Medicaid policies for low-income elderly
and adults with disabilities. For 21 years prior to joining CMS, Mr.
Hamilton was one of the principal architects of the Wisconsin long-
term care system.

Our second witness today will be Karen Timberlake. She serves
as Wisconsin’s Secretary of Health and Human Services. Ms. Tim-
berlake provides direction for the state’s health agency, which is
charged with ensuring the health, safety and well being of Wis-
consin citizens while also emphasizing prevention and protecting
consumers.

Ms. Timberlake also chaired the Governor’s task force on autism
in 2004 and served on the state’s group insurance board from 2000
through March 2007. We welcome you, Madame Secretary, and
look forward to your testimony.

Senator Martinez, our next witness is from Florida.

Senator MARTINEZ. Yes, Mr. Chairman. I want to very much wel-
come Secretary Holly Benson, who is here with us today from Flor-
ida. Secretary Benson is a great Floridian and a good friend, and
someone who has a long and distinguished career in public service.

She has served as Governor Charlie Crist’s Secretary of the
Agency for Health Care since 2008, February of 2008. She is also
the former Secretary for the Florida Department of Business and
Professional Regulation.

Before serving on the Governor’s Cabinet, she practiced law in
her hometown of Naples. She is a graduate of Dartmouth Univer-
sity, and has her law degree from the University of Florida.

Secretary Benson, we're so happy to have you here today. Wel-
come.

The CHAIRMAN. Thank you. Mr. Hamilton, we’d love to hear from
you.
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STATEMENT OF THOMAS HAMILTON, DIRECTOR, SURVEY AND
CERTIFICATION GROUP, CENTERS FOR MEDICARE AND
MEDICAID SERVICES, WASHINGTON DC

Mr. HAMILTON. Good morning, Chairman Kohl, Senator Mar-
tinez. Thank you for initiating a national conversation about im-
proving the nation’s long-term care system. Such a conversation is
very timely. Within 10 years the proportion of elderly people in this
country is expected to increase from the current 13 percent to 16
percent and then to 19 percent a mere 10 years after that.

To draw forth the implications of this trend for our long-term
care system, the U.S. Census Bureau estimates that about 4.2 per-
cent of elderly people require help with activities of daily living
such as bathing, dressing, toileting and ambulating. But, the need
for direct assistance increases more than threefold to 14.4 percent
for those aged 75 plus. Among the elderly it is precisely the cohort
age 75 plus that is fastest growing.

While the challenges are considerable, so too, are the opportuni-
ties for Federal leadership. So too are the opportunities for Federal
partnership with States and with members of the aging and dis-
ﬁbfi_lity communities. We have seen such leadership and partnership

efore.

In 1981, for example, Congress observed the pioneering work of
a few States such as Oregon, Wisconsin and New York as they took
initiative to demonstrate the feasibility of statewide, organized,
community-based, long-term care systems. Congress subsequently
enacted Section 1915(c) of the Social Security Act, otherwise known
as the home and community-based service waiver program, to pro-
vide Medicaid matching funds and make such community-based
systems a national possibility rather than simply a local phe-
nomenon. More recently, Congress provided states with Real
Choice Systems Change Grants, year after year, and enacted a self-
directed services option for State Medicaid plans.

Congress enacted the largest Medicaid demonstration program in
history in 2005, the $1.75 billion dollar “money follows the person
rebalancing initiative.” This initiative is helping States transition
to the community more than 36,000 people who have been residing
in nursing homes or other institutional settings.

Have these partnerships with states made a difference? Un-
equivocally, yes. Consider, for example, the problem of institutional
bias in Medicaid. In 1981 the national proportion of Medicaid funds
devoted to community-based care ranged from 10 to 20 percent.
The rest was spent on institutional care. By 2007, however, the
community care proportion nationally had increased to 47 percent.

Have these partnerships with states been cost effective? Yes. To
illustrate this point, as the Chairman indicated, prior to my Fed-
eral career I had the privilege of directing the Wisconsin “commu-
nity options program” from its start in 1981 to 1998. During that
time the elderly population in Wisconsin increased by 30 percent.

But the Medicaid population in nursing homes declined by 17
percent. Community options made a difference. An important part
of the cost effectiveness of community programs is the greater in-
volvement of family and friends in such programs, engendering a
greater amount of control of the use of funds that the programs
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permit people who require long-term care, as in the programs indi-
cated by Senator Martinez.

As a colleague said to me in 1980 when we were first designing
our program, I don’t think we can go wrong trusting the cost con-
tainment instincts of 87 year old widows. He was right. A few
years later I actually found myself visiting with an 87-year-old
widow who went by the nickname of Frenchie.

As we sat around her kitchen table in the trailer in which she
and her husband had raised eight children—the trailer in which we
were helping her age in place—her case manager asked her,
Frenchie, “how’s that new prosthesis working out?” Frenchie
reached down and unsnapped her leg, plunked it on the kitchen
table and said, “it don’t fit too good.” [Laughter.]

Mr. HAMILTON, “Well,” beamed her young case manager, “we’ll
just get you another one.” “No,” replied Frenchie. “You've given me
enough. You spend that money on someone else.”

In the January 2009 issue of Health Affairs, Steven Kay exam-
ined this very question of cost containment overall for the long-
term care system and reached a similar conclusion about the cost
containment effects of community programs nationally. Sadly there
remain serious problems. While a few states devote up to 73 per-
cent of their long-term care dollars to community supports, in
many other states the proportion is less than 30 percent. In one
state it is a mere 13 percent.

There are also serious challenges to the ability of some commu-
nity programs to function as true, effective alternatives to institu-
tional care. Nursing homes, after all, are obliged by law to offer
care that is comprehensive and reliable, and operates in a system
in which complaints are investigated by independent, trained indi-
viduals with authority to require correction if the complaint is sub-
stantiated. Effective community programs match those attributes
and more. They tend to be comprehensive with a wide array of po-
tential services and supports.

These programs also tend to be organized and individually-tai-
lored programs, organizing what can otherwise be a confusing
array of community services. They offer the beneficiary a coherent
package of understandable supports tailored to each person’s needs
and preferences. They offer the ongoing help of a case manager to
access the services they need and resolve any problems that might
arise.

Effective programs are community integrated. They promote ac-
tive participation and community life and the maintenance of rela-
tionships with family, friends and community members. For young-
er people with a disability, they support employment such as help-
ing with needed transportation to the job site.

They are person centered. The programs make the elderly per-
son, or a person with a disability, the center of services, funding
and decisionmaking. This is the essence of “money follows the per-
son” rather than the person being required to live where the money
is.

They tend to be cost effective and offer flexible funding. By main-
taining the involvement of family and friends, providing flexibility
in the use of funds in a manner that promotes cost effective solu-
tions, and keeping decision-making close to the individual, commu-
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nity programs can provide very cost effective, long-term care that
have helped states restrain the growth of Medicaid expenditures.

Last, they tend to be quality committed. The programs have in-
ternal quality improvement systems, formal mechanisms by which
complaints must be investigated. A formal system by which inde-
pendent, trained individuals visit with program participants in
their own homes to review the quality of care, first hand.

Chairman Kohl, Senator Martinez, thank you for the opportunity
to share these thoughts with you today. I would welcome any ques-
tions you may have.

[The prepared statement of Mr. Hamilton follows:]
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Testimony of
Thomas E. Hamilton

Director, Survey and Certification Group
Center for Medicaid & State Operations
Centers for Medicare & Medicaid Services

Before the
Senate Special Committee on Aging:
“Making the Case for Improving Leng-Term Care Services and Supports”

March 4, 2009

Good morning Chairman Kohl and distinguished members of the Committee. It is my
pleasure to be here today to discuss the role of the Centers for Medicare & Medicaid
Services (CMS) and other Agencies and programs at the U.S. Department of Health &
Human Services (HHS) that provide services and supports to Americans of all ages who
require long-term care (LTC). HHS is composed of 11 Agencies, also known as
Operating Divisions, which are responsible for public health, biomedical research,

Medicare and Medicaid, welfare, and social service programs.

CMS is the HHS Agency responsible for administering Medicare, Medicaid, the
Children’s Health Insurance Program (CHIP), and other health-related programs. CMS is
the largest purchaser of health care in the United States, serving 92 million individuals
through Medicare, Medicaid, and CHIP and therefore, a significant purchaser of long-
term supports and services. The Agency, and in particular, the Survey & Certification
Group that I direct, is also charged with oversight and quality assurance of health care
facilities through the survey & certification process, including nursing homes, home

health agencies, and other provider types.

The HHS Administration on Aging (AoA) works to provide home and community-based
services to more than 10 million older persons through programs funded under the Older
Americans Act. AoA is involved in nutrition, transportation, adult day care, and other

health promotion activities. In addition, AcA has a Long-Term Care Ombudsman that
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provides advocacy services for nursing home residents around the country and a national

caregiver support program.

In addition to the HHS opérating Agencies that administer direct care programs, several
different HHS research divisions study and evaluate the health and long-term care
programs and policies of HHS Agencies, including HHS’ Assistant Secretary for
Planning and Evaluation (ASPE), CMS’ Ofﬁce of Research, Develdpment and
Information, CMS’ Office of Policy, AoA’s Office of Planning and Policy Development,
and AoA’s Office of Evaluation.

The Importance of Long-Term Care

The formal LTC system plays a vital role in helping people of all ages who have a
chronic illness or disability to obtain the daily supports and services they neéd, and in
supporting families to care for their loved ones at home or in the community. The
community-based portion of the LTC system is also instrumental in supporting people
with a disability to live in their own homes, participate in their communities, sustain their
families, and often contribute to the national economy through their own employment.
With $232 billion spent on LTC services in 2007,! the benefit structures, services, quality
and financing of LTC have significant economic effects in the United States as a whole

and in local communities where care is delivered.

As the two public programs of Medicare and Medicaid together comprise the single
largest purchaser of long-term care, we have a serious responsibility to ensure that the
LTC system provides cost-effective, high-quality care that is responsive to the public and
the needs and preferences of the individuals who require care. This challenge will only

increase as the number of elderly in the country, particularly those over age 85, continues

to grow.

While the challenges in LTC are considerable, so too are the opportunities for Federal
leadership and partnership, particularly given the substantial role of public programs in

! Calculated using 2607 OACT Nationai Health Expenditures data.



11

financing LTC. Those partnerships are with States, families and caregivers, individuals
who have a disability, private sector businesses, and the American worker. Progress

through partnership can be seen clearly in just a few examples.

Opportunities for Federal Leadership and Partuership

Federal partnership with States. When some States took initiative to demonstrate the
feasibility of statewide, organized, community-based long-term care systems, Congress
acted to make such systems a national possibility by contributing Federal matching funds

and regulations pursuant to passage of section 1915(c) of the Social Security Act in 1981.

The Federai-State partnership that resulted from that legislation has grown now to the
point where all States” have Medicaid “home and community-based service” waivers
(HCBS) and there are currently approximately 300 active HCBS waiver programs in
operation throughout the country.’ Despite the fears of critics that it would expand
Federal spending, the HCBS program actually contained institutional costs and helped
States moderate the growth of Medicaid spending overall.® Similarly, States and the
private sector took the initiative to demonstrate risk-based capitation programs of all-
inclusive care for the elderly (PACE). The Federal government assisted these
innovations through Medicare and Medicaid waivers, and Congress later passed national
legislation to make PACE a permanent entity within the Medicare and Medicaid

programs.

Federal partnership with families. The home and communify-based services program
each year helps elderly and younger people with a disability to live in their own homes in
a cost-effective manner, where they are able to maintain their family relationships,
existing support networks, and friends. The waiver programs support rather than

supplant families in active caregiving. Similarly, AoA makes caregiver support programs

2 49 states have Medicaid HCBS waivers. Arizona has a demonstration under section 1115 of the Social
Security Act that provides equivalent services to HCBS waivers.

3 DEHPG Desk Reference. November 2008. p. 231.

% See, for example, Kaye, Stephen H, LaPlante, Mitchell P., and Harrington, Charleen: Do Noninstitutional
Long-term Care Services Reduce Medicaid Spending? Health Affairs, Volume 28 Number 1,
January/February 2009, 262-272.
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an important part of its agenda, particularly through the Nationa! Family Caregiver
Support Program (NFCSP).

Federal partnership with individuals who have a disability. When a number of States,
such as Arkansas, partnered with the Robert Wood Johnson Foundation and HHS to
demonstrate cash and counseling programs that enable individuals or families to be in
charge of managing their own budget for long-term care and making their own long-term
care choices, CMS responded in 2002 with the Independence Plus Medicaid waivers.
Congress subsequently made changes to the Medicaid personal care benefit in 2005 to

permit more States to make such programs available.

Federal partnership with the private sector and American workers. The vast
preponderance of LTC providers are private sector, small business, non-profit and for-
profit alike. About 3 million workers are employed in direct care occupations, caring for
15 million elderly and younger people with chronic illnesses and disabilities. Every day
millions of American workers with personal skills and generous hearts dedicate

themselves to caring for their community members in private homes, in nursing homes,
» and in a variety of personal care settings. In large measure those workers determine not

only the quality of care for the people they support, but their quality of life as well.

Partnership among Federal agencies in the field of long-term care. CMS and AoA, for
examplé, combined forces and funding in 2003 that now enable 40 States, the District of
Columbia aﬁd select Territories to implement “one stop shop” Aging and Disability
Resource Centers (ADRCs). The ADRCs offer objective information about all long-term
care options that an individual or family might consider, and actively help families sort
through what can otherwise be a confusing array of agency services to be negotiated.’
ADRCs also assist families in assessing their needs, developing care plans and

connecting them to the services they need.

$ More information is at: http://www,a0a gov/profiaging dis/aging dis.aspx.
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Similarly, AoA built upon an existing program encouraging community-based care for
disabled and elderly individuals, and has recently partnered with the Department of

Veterans Affairs (VA) to provide home and community-based services to veterans.’

Before explaining these programs and themes in more detail, it may be useful to clarify
what we mean by long-term care, who it involves, and who are main providers of long-

term care.

Background

What is Long-Term Care? There is one simple definition of long-term care with which
we might all resonate: long-term care is simply society caring for itself. A more technical
definition would describe the term “long-term care™ as referring to the services and
supports needed when the ability to care for oneself has been reduced by chronic illness,
disability, or aging. Long-term care services and supports maximize independence by
meeting health and personal care needs over an extended period of time. Long-term care
services and settings are as diverse as the people who use them. Most long-term care
takes the form of personal assistance, in which a caregiver provides basic help
_ performing everyday activities of daily living (ADLs) such as bathing, dressing, using the
- bathroom, getﬁng in and out of bed or a chair, and eating. For people with cognitive
impairments, such as those with dementia or with severe developmental disabilities, ADL

assistance may take the form of cuing.

LTC can be provided in a number of different settings, including informal home care and
supports by family and friends; formal part-time care in the community through adult day
care or home health services; and around-the-clock care provided in the community
through HCBS waiver programs or care provided in an institutional setting such as
nursing homes. Most individuals in need of LTC services will use a combination of these

types of care during the course of their lifetime.

 More information is at http:/fwww.a0a.gov/prof/Nursing/nursing _grants.aspx.
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Who Uses Long-Term Care Services? People who need long-term care are a diverse
group in terms of age and functional needs. Some individuals with disabilities have
developmental needs that were apparent at birth and require daily assistance throughout
their life. Other individuals of all ages may need short-term rehabilitative or skilled
nursing care following an injury, surgery, or illness, such as an incident of stroke. In
addition, since prevalence of disabilit)-/ increases as people age,” a growing number of
retirees reqixire long-term supports to assist them as they age and begin to lose mobility

or cognitive functioning,

It is estimated that there are currently 8 million people age 65 and older receiving paid
LTC services. This number is expected to increase to 10 million in 2020. In addition,
approximately 5 million people under age 65 living in the community have long-term

care needs.?

In a recent study examining the LTC needs, use, and costs of care that current 65-year-
olds will face over the rest of their lives, it was predicted that:

e 65 percent will spend some time at home needing LTC services;

* 30 percent will receive care at home for more than two years; and

e 11 percent will require care for more than five years.

Furthermore, the study showed that nearly a quarter of retirees will rely on informal care
provided by family members at home for at least two years.'® Projections regarding LTC
provided in- around-the-clock facilities estimated that 35 percent of current 65-year-olds
are likely to need such formal LTC, with five percent spending more than five years in

nursing facilities in the future.

7U.S. Census Bureau, Economics and Statistics Administration. Americans with Disabilities: 2005.
fublished December 2008. Page 4. http://www.census.gov/prod/2008pubs/p70-117.pdf.

Ibid. .
¥ Kemper, P, Komisar, H, & Alecxih, L Long-Term Care Over an Uncertain Future: What Can Current
Retirees Expect?. Inquiry, 42, Retrieved April 4, 2008, from
http://www.inquiryjournalonline.org/ingronline/?request=get-abstract&issn=0046-
3)580&volume=042&issue=04&page=0335.

1bid.
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Who Provides Long-Term Care and in What Settings? Of Americans with ongoing LTC
needs, 17 percent reside in nursing homes while the other 83 percent live in the
community where the majority of their care is provided by unpaid family members and
friends."! In 2006, an estimated 30-38 million caregivers provided informal care valued
at $354 billion.'? In addition, the HCBS waiver program serves over 1 million people in
their homes and comumunities; it is the primary care system for individuals of all ages
with mental retardation or developmental disabilities and is a major system serving the
elderly and individuals with physical disabilities. Today nearly 1.5 million individuals
are in approximately 15,800 nui'sing homes on any given day, and about 3 million people
will spend some time in a nursing home each year.® Although we do not have definitive
data, approximately one million people live in alternative residential settings, including
assisted living facilities, which are usually privately operated and not certified by
Medicare and Medicaid.'"® The Department is conducting a nationally representative
survey of these places to fill a major gap in public knowledge about these settings, the
services provided in them, and the people who live there.

Who Pays for Long-Term Care? Long-term care is financed in a variety of ways, but
there is one thing all agree on: paid LTC by trained individuals is generally expensive.
At an hourly rate of $19, four hours of daily care by a home health aide could consume
more than $27,000 a year for an individual needing care in his/her home."”® Those in need
of around-the-clock facility-based care face an average of $70,000 a year for a semi-
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private room in a nursing home.” In 2007, one year of care in an intermediate care

facility for persons with developmental disabilities averaged $123,565."

"' Georgetown University Long-Term Care Financing Project February 2007 Fact Sheet. Retrieved April 7,
2008, from: http://itc.georgetown.edu/pdfs/medicare0207.pdf.
12 “yaluing the Invaluable: A New Look at the Economic Value of Family Caregiving,” AARP Public
Policy Institute, June 2007.
13 Centers for Medicare & Medicaid Services, Survey & Certification Group, OSCAR database.
! Spiliman, Brenda and Kirstin Black, The Size of the Long-Term Care Population in Residential Care: a
Review of Estimates and Methodology, Report prepared for ASPE by the Urban Institute, February 2005,
:Z Metlife Market Survey of Nursing Home and Assisted Living Costs. October 2007. P 4.

Ibid.
17 http//tc.umn.edu/docs/risp2
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Contrary to popular opinion, LTC is not routine health care, and is generally not covered
by standard health insurance. People who pay for these services out-of-pocket account
for approximately 18 percent of the total long-term care spending. Another 3 percent are
covered by other sources, including the voluntary sector, and 7 percent of LTC services
are paid for by private health and long-term care insurance policies.”® In 2005,
approximately 7 million private LTC insurance policies were in force, up from 1.2
million in 1990."” These policies are helping individuals and families shoulder the

burden of the increasing costs of long-term care services.

Public sources (e.g. Medicare, Medicaid, and the VA) pay for the vast preponderance of
long-term care services. However, Medicare covers only a fraction of LTC costs, 22.4
percent in 2007, and limits services to post-acute settings.m Many of these post-acute or
skilled services are delivered by long-term care providers or in long-term care settings.
Specifically, the traditional Medicare fee-for-service benefit covers care in these facilities

under specified conditions:

o Skilled Nursing Facilities (SNFs): Medicare pays for SNF care for up to 100 days
in a benefit period, following a 3-day minimum inpatient hospital stay for a
related illness or injury.

¢ Inpatient Rehabilitation Facilities (IRFs): Medicare pays for stays in an IRF for
beneficiaries requiring longer rehabilitation, often following a previous inpatient
hospital episode of care.

s Long-term Care Hospitals (LTCHs): Certiﬁed by Medicare as acute care
hospitals, LTCHs treat Medicare patients requiring hospital-level care for an
average length of stay of greater than 25 days.

e Home Health (HH) Services: Medicare coverage for HH services is limited to
reasonable ahd necessary part-time or intermittent skilled care or therapy. A
Beneﬁciary must meet certain criteria and be home-bound in order to receive HH

care that is reimbursed by Medicare.

18 National Health Care Expenditures Data, 2007.
19 “Who Buys Long-Term Care Insurance.” America’s Health Insurance Plans, April 2007, page 11.
2 QACT analysis of National Health Care Expenditures Data, 2007.
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For those who qualify for assistance, each State Medicaid program must offer nursing
facility services and HH agency services, but many forms of LTC services are optional
benefits and the availability of community-based LTC services varies by State. In 2006
for example, 33 States covered personal care services; 24 States covered private duty
nursing services. Cost-sharing structures for such services vary by State as well. 2
Medicaid also pays for institutional services for a group of individuals with severe
intellectual or developmental disabilities whose cost of care is substantial. In 2007, all
but three States operated Intermediate Care Facilities for the Meﬂtally Retarded
(ICF/MR). There were 96,527 residents in 6,419 ICF/MR,; this includes a small number
of large State-operated institutions, but the average ICF/MR served 15 residents and was
privately operated. As of June 2007, a total of 437,707 individuals with intellectual or
developmental disabilities received services in 167,857 settings, including 115,569 who

were served in their own homes.?

Medicaid is the mainstay of long-term care financing, funding 48.5 percent of LTC
payments in 2007.2 Of the total Medicaid LTC expenditures in 2007 ($113 billion),
approximately 53 percent funded institutional services (nursing homes and ICFs-MR) and
47 percent was spent on for community-based services (HCBS waivers, HHAs, personal

care, etc).2*

AoA and ASPE Initiatives to Support Long-Term Care
As stated previously, HHS, CMS and AoA have developed ongoing‘initiatives to
strengthen long-term care and provide necessary services to those who qualify by

partnering with other government Agencies and community stakeholders.

HHS’ ASPE has led a number of research initiatives to examine challenges and trends to
the long-term care workforce. In 2004 ASPE and the National Center for Health

u Kalser Family Foundatxon Ana]y51s avaxlable at

2 @ firte. umn,edu/docs/n§g2007 ﬂf
i: OQACT analysis of 2007 National Health Expenditures Data.
Ihid.
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Statistics conducted the National Nurse Aide Survey and the National Survey of Home
Health Aides as part of the National Nursing Home Survey. In addition, ASPE is
currently conducting a nationally representative survey of residential settings (such as
assisted living), to expand knowledge about the long-term care settings and services used
by many Americans. HHS and the Department of Labor (DOL) are collaborating this
-year to examine the feasibility and design of an evaluation of the DOL’s Registered
Apprenticeship program for long-term care workers in which 40 long-term care
employers offer registered apprenticeship employment and training to approximately -
2,000 apprentices in 20 States.

For the past nine years, the AoA has operated the NFCSP providing information,
assistance, training, respite care and other services to more than 700,000 caregivers each
year. CMS also has efforts to support caregivers, and recently held the Ask Medicare
caregiver initiative in September 2008. The Ask Medicare initiative provides
information, tools and materials to assist the caregiver and their loved ones in making

informed healthcare decisions.

AoA'’s Nursing Home Diversion Program:

As a complement to the CMS “Money Follows the Person™ initiative, AoA is currently

supporting State Nursing Home Diversion (NHD) programs that target individuals who

are not Medicaid eligible but who are at high risk of nursing home placement and spend

down. Targeting.this population has important implications for Medicaid since most of
the Medicaid-eligible elderly people in nursing homes entered as private paying

individuals and then exhausted their private resources and “spent down” to Medicaid

eligibility. By helping individuals to remain in the community, the NHD program can

help individuals redirect their own resources to community-care and realize their personal

preference for staying at horﬁe. Under the initiative, 20 states are assisting these at-risk

individuals to arrange for flexible, service packages that they can self-direct in order to

get the services necessary for remaining in 2 community-setting. The VA is partnering

with AoA on this initiative to provide home and community-based services to veterans of

all ages, including younger disabled veterans returning from the wars.
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Current CMS Long-Term Care Activities
Home and_Community-Based Services Waiver Program. Historically, the Medicaid

program has had an “institutional bias” when rendering LTC services, because the
majority of Medicaid LTC dollars went to nursing home care (as a mandatory service
option) versus home and community-based LTC services. In recent years as laws have
given more flexibility, there has been a shift away from the institutional bias resulting in
more individuals in need of LTC supports and services transitioning back into
community-based environments and utilizing HCBS waiver programs. In Fiscal Year
(FY) 2007, spending for HCBS waiver programs, personal care, and home health services
accounted for 47 percent of all Medicaid LTC expenditures.zs HCBS waiver programs
are currently operating nationwide. Where previous ratios of institutional to community-
based spending were as high as 80/20, the more recent 53/47 ratio reflects the progress of

the rebalancing efforts in the growing community-based initiatives.2

Home and Community-Based Services State Plan Option. Congress, through the Deficit
Reduction Act of 2005 (DRA), created the Section 1915(i) Home and Community-Based
Services Medicaid State Plan Option. Beginning January 1, 2007, States have the option

to amend their Medicaid State plans to offer HCBS as a State plan optional benefit. On
April 4, 2008, CMS published a proposed rule (73 Fed. Reg. 18,676) to further clarify
this benefit. This option breaks the prior eligibility requirement that an individual can
receive community services only if he or she needs an institutional level of care. At the
same time, States will be able to tighten the standard for admission to institutions and
refine eligibility for home and community-based waiver services without having to
request Section 1115 demonstration authority. Demand in the States is strong for more
HCBS options, as evidenced by the large number of beneficiaries on waiting lists for
access to HCBS waiver services. As an example, the State of Iowa took advantagé of the
new benefit to provide statewide HCBS case ménagement services and “psycho-social
rehabilitation services” at home or in day treatment programs that can include such things
as support in the workplace. Services approved under this State plan optional benefit will

Z OACT analysis of National Health Care Expenditures Data, 2007.
Ibid. .
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help individuals delay or avoid institutional stays or other high-cost out-of-home
placements. The State of Nevada is also providing the HCBS State Plan option benefit.

Money Follows the Person Rebalancing Demonstration. Through the DRA, Congress
also created the CMS “Money Follows the Person (MFP) Rebalancing Demonstration.”

This demonstration supports State efforts to “rebalance” their LTC support systems by
offering $1.75 billion in competitive grants to States over 5 years. With this critical
assistance, States will be able to make targeted reforms in their State to shore up the
community-based infrastructure so that individuals have a choice of where they live and
receive services. Specifically, the Federal government will offer the incentive of a MFP-
enhanced Federal Medical Assistance Percentage rate for a period of 1-year for each

person that the State transitions from an institution setting into the community.

Twenty-nine states and the District of Columbia are currently participating in MFP.Y
These participating States collectively propose to help approximately 35,000 individuals
(47 percent of whom are elderly) transition themselves to community-based
environments consistent with their preferences and family relationships. Under MFP,
individuals will be tracked for three years to monitor their quality of life in the
community and to assess their service utilization and health outcomes. The
demonstration information will provide CMS with a research platform for future long-

term care policy decisions.

This week, CMS held a three-day national conference on the “Money Follows the Person
Rebalancing Demonstration.”

Self-Directed Budgets for Personal Assistance Services. Congressional action through
the DRA gave new authority for Medicaid State plans to offer a benefit for self-directed
personal care services to individuals, also known as “Cash and Counseling.” Self-

directed personal care services have been historically provided through HCBS waivers

¥ Thirty States and the District of Columbia were awarded MFP grants, South Carolina has since
withdrawn from the program.
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and Medicaid Section 1915(c) demonstration waiver programs. With this new authority,
self-directed personal care services, including self-directed personal care services
provided by family members, can now be provided under Medicaid State Plan Options
instead of through waiver or demonstration authority. States will also be able to provide
services or items to individuals in need of LTC that maintain their independence or
substitute for human assistance. Five States have been approved for 1915(j) self-directed
personal assistance service State Plan option benefit: Alabama, Arkansas, Florida, New

Jersey and Oregon.

State Long-Term Care Partnership Program. Lastly, the DRA allowed additional States
to offer a new long-term care financing program previously available in only four
demonstration States. The State Long-Term Care Partnership Program was established to
help individuals take more responsibility in planning and financing their future LTC
needs by providing incentives for the purchase of LTC insurance. Under the LTC
Partnership Program, an individual who purchases a qualified LTC policy and uses its
benefits is allowed to apply for Medicaid coverage without having to spend down all of
his or her assets first. Specifically, an individual will be able to qualify for Medicaid
while retaining assets in the amount of insurance benefit payments made on their behalf.
These newly protected assets will also be exempted from Medicaid estate recovery
provisions. To date States have responded enthusiastically; as of December 2007, 36
States offered Partnership policies in their State, had approved State plan amendments for
qualiﬁéd State Long-Term Care Partnership Programs, had submitted a State plan
amendment, or were in the process of developing Partnership programs.

Real Choice Systems Change Grants for Community Living. Real Choice Systems

Change (RCSC) grants have enabled States and other eligible organizations, in
partnership with local disability and aging communities, to design and construct
infrastructure to address critical elements of successful systems transformation. These
grants have resulted in effective and enduring improvements in community-integrated
services and long-term support systems in large and smali communities across the nation.

The infrastructure that has been developed as a result of RCSC grants enables individuals
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of all ages to live in the most integrated community setting suited to their medical needs,
to have meaningful choices about their living arrangements, and to exercise more control

over the services they receive.

Since FY 2001, Congress has appropriated annual funding for RCSC grants to improve
community-integrated services. These system changes are designed to enable children
and adults of any age, with any payer source, who have a disability or long-term illness

to:

¢ Live in the most integrated community setting appropriate to their individual
support requirements and preferences;

o Exercise meaningful choices about their living environment, the providers of
services they receive, the types of supports they use, and the manner by which
services are provided; and ]

e Obtain quality services in a manner as consistent as possible with their

community living preferences and priorities.

Program of AII-IﬁcIusive Care for the Elderly (PACE). PACE is a capitated benefit for
frail elderly authorized by the Balanced Budget Act of 1997 (BBA) that features a
comprehensive service delivery system and integrated Medicare and Medicaid financing.
The PACE model was developed to address both the acute and LTC needs of individuals

aged 55 or older who are eligible to receive nursing facility care under both Medicare and

Medicaid. For most participants, the comprehensive service package permits them to
continue living in the community while receiving services, rather than reside in an
institutional setting. Capitated financing allows providers to deliver all services
participants need rather than be limited to those reimbursable under the Medicare and
Medicaid fee-for-service systems. The BBA established PACE as an optional benefit
under the Medicare and Medicaid programs. It is available under Medicare to qualifying
Medicare beneficiaries who are living in PACE service areas and under Medicaid in
States that elect to provide PACE services as a State option to qualifying Medicaid
beneficiaries wh6 are living in PACE service areas. Operationally, the PACE program is
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unique as a three-way partnership between the Federal government, the State, and the
PACE organization.

Outreach and Education

Own Your Future Campaign. Through a partnership among CMS, AoA and ASPE, CMS
launched the Own Your Future Campaign in January 2005 to spread the word that
Medicare generally does not pay for LTC services and to clarify that Medicaid pays only
for limited services for the poor and disabled. This joint Federal-State initiative is
designed> to help the next generation of Medicare beneficiaries prepare for their LTC

needs.

Increasing Quality and Transparency

CMS takes seriously its responsibility to ensure the qualit); of care provided in long-term
care settings. Nursing homes participating in the Medicare and Medicaid programs are
required to meet over regulatory requirements that address 180 aspects of care based on
expectations that Congress set forth in law to protect nursing home residents and assure
optimum quality of care and quality of life. These requirements cover a wide range of
topics, from protecting residents from physical or mental abuse and inadequate care, to
the safe storage and preparation of food. Through the Survey and Certification program,
CMS has contracts with State governments to perform health inspections and fire safety
inspections of these certified nursing homes, as well as investigate complaints about
nursing home care. The health inspection team éonsists of trained inspectors, including
at least one registered nurse. These inspections take place, on average, about once a year,
but may be done more often if the nursing home is performing poorly. Approximately
15,800 onsite, comprehensive (“standard™) surveys are conducted each year, in addition
to about 50,000 onsite complaint investigations that focus on the particular areas of

complaint.

Beginning in 2004 and annually since, CMS has published on its Web site an Action Plan
for Further Improvement of Nursing Home Quality to set a vision and provide the public
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transparency on CMS’ efforts to continuously improve nursing home care.®® The 2008
plan includes initiatives in key areas including: Consumer Awareness and Assistance,
Survey, Standards and Enforcement Processes, Quality Improvement and Quality
Approaches through Partnership, and Value Based Purchasing.

Beyond routine inspections, CMS continues to focus on irﬁproving the quality of care in
nursing homes through quality irﬁtiatives and the evolution of its Nursing Home Compare
Web site. In November 2002, CMS began a national Nursing Home Quality Initiative,
which includes quality measures that are shown at the Nursing Home Compare Web site
(www.medicare.gov/nhcompare). The website enables consumers, providers, States and
researchers to compare information on nursing homes. Many nursing homes have
already made significant improvements in the care being provided to residents by taking
advantage of these materials and the support of Quality Improvement Organization staff.

CMS continues to improve Nursing Home Compare through increased user-friendly site
functions, additional facility information (including Special Focus Facility status), and
the new five star quality ratings for each nursing home. Beginning December 18, 2008,
CMS made star quality ratings available on the Nursing Home Compare Web site for
each of the nation’s 15,800 nursing homes that participate in Medicare or Medicaid.
Facilities are assigned star ratings from a low of “one star” to a high of “five stars” based
on health inspection surveys, staffing information, and quality of care measures. This
information is designed to assist consumers as they compare nuising homes in a
particular geographic area. As Nursing Home Compare continues to evolve, long-term
improvements could potentially include dynamic consumer testing, the addition of new
quality measures, improved staffing data based on hayroll sources and reported quarterly
rather than annually, increased user interactivity to refine search capabilities, and

information from resident and family satisfaction surveys.

% The 2008 plan can be found at
http://www.cms.hhs.gov/CertificationandComplianc/Downloads/2008NHActionPlan.pdf.
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The Survey and Certification model is ef(ective for the nursing home industry but is not a
model that transfers to community-based long term care settings. Therefore, there are a
variety of approaches to LTC quhlity that are important. In community-based long-term
care settings, CMS requires States to provide assurances of quality in order to secure
approval of each home and community-based waiver application, and has designed a
quality framework to assist States. CMS is further advancing quality assurance in HCBS
waivers through the MFP demonstration. Each State approved for MFP funding must
ensure direct reporting to CMS on specific quality meéasures. State responsibilities
include submission of claims data as part of quaiity of care indicators, a longitudinal
analysis of the quality of life of participants, and fuifillment of more robust programmatic
quality assurance requirements that include risk mitigation, critical incident reporting and
an emergency back-up system. A required quality of life assessment provides an
important opportunity for face-to-face visits with individuals who are receiving
community-based long-term care. States are using a variety of approaches to this
assessment, ranging from hiring a survey firm, sending State staff, to using advocacy and
peer groups. CMS will analyze both data driven and operational impacts to inform future
policy making.

Conclusion

Mr. Chairman, thank you for the opportunity to draw attention to the. important topic of
long-term care and describe what CMS and HHS are doing to address the challenges.
Regardless of the care setting, timeframe, or payer, all Americans need access to high-
quality, flexible and personalized LTC supports and services. HHS and its partner
Agencies are committed to continuing our current efforts to engage caregivers in this
discussion, while supporting the design and delivery of LTC supports and services that
enable individuals with cognitive and physical impairments to have access to quality LTC
in their home communities. In the end, long-term care in our country is about people -
the people who need assistance and care, the people working to provide it, and their

family members and friends. I am happy to answer any questions that you may have.
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The CHAIRMAN. Thank you very much, Mr. Hamilton. Ms. Tim-
berlake. .

STATEMENT OF KAREN TIMBERLAKE, SECRETARY, WIS-
CONSIN DEPARTMENT OF HEALTH SERVICES, MADISON, WI

Ms. TIMBERLAKE. Good morning, Chairman Kohl, Mr. Martinez
and Committee Members. It’s my pleasure to be with you today to
talk a little bit about the future of long-term care. In particular
what Wisconsin has been doing over a decade or more to really lead
the way in this area.

I also would like to take the opportunity to thank you, Chairman
Kohl, for your support of our innovative “senior care” program
which offers affordable prescription drug access for Wisconsin sen-
iors. We look forward to a partnership with you and with the new
Administration to make sure that that program continues.

Mr. Hamilton has certainly set the stage for you well in terms
of the demographic challenges that are facing Wisconsin, as they
are every other state. What I think we have seen in Wisconsin—
not only the “community options” program that Mr. Hamilton
spoke so eloquently about, but also our innovative Family Care and
Family Care partnership and Aging and Disability Resource Center
programs, is that we can, in fact, provide more and better care to
our frail elders and to people with disabilities.We can do it in a cost
effective way by focusing on four really key principles.

One is consumer choice, making sure that individual consumers
achieve their desired outcomes. How do they want to live? How do
they want to work? How do they want to spend their time? That
really is the center of what we try to do for people as we design
their long-term care needs.

Second, we focus on access. The “family care program is in fact,
a Medicaid state entitlement. It serves all who qualify. In Wis-
consin we are well on our way to eliminating the thousands of per-
son long waiting lists for home and community-based services.

Third, Family Care and related programs have an emphasis on
quality. We want to make sure that as people are supported in the
community that the care that they receive is of the highest quality,
that their needs are met, and that we make sure that they are in
fact achieving the outcomes that they desire for themselves.

Fourth, Family Care is cost effective. We actually are able to
serve more people. We're able to eliminate waiting lists within the
confines of our Medicaid long-term care budget which right now ac-
counts for more than half of the dollars that we spend on Medicaid.
So while the proportion of spending on long-term care in the Wis-
consin Medicaid program is unlikely to change, the way those dol-
lars are distributed is in fact being rebalanced from a heavy em-
phasis on institutional settings to a much heavier and growing em-
phasis on community-based settings.

Family Care does all this by combining the dollars that are avail-
able to spend on long-term care services and certain health care
services like home health care, skilled nursing care where it’s need-
ed, mental health services, physical and speech therapy, putting all
of those dollars, if you will, into one purse that can then be used
to design a care plan for each individual consumer. That care plan
is designed with the consumer’s engagement and with a multi-dis-
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ciplinary care team that includes in every case a social worker and .
a registered nurse. Where the consumer has other needs, other ex-
perts are brought into that care team.

So what we find is again, by putting consumer choice and con-
sumer desired outcomes at the center, by bringing that multi-dis-
ciplinary care team together, we are able to identify the most cost
effective ways of achieving the outcomes the individual member de-
sires. For people who are dually eligible for Medicaid and Medicare,
we also have in Wisconsin what we call the “family care partner-
ship” program which takes the Medicaid long-term care services
and also takes acute and primary care services offered under Medi-
care and bundles all of that into a capitated rate that can then be
used to provide not only the long-term care services that people
need, but also fully integrated care management of their medical
needs as well. That similarly is providing excellent support for peo-
ple with some of the most acute needs in our state.

The front door to all of these services, if you will, is our network
of “aging and disability resource' centers” that many of you have
mentioned. The benefit of these centers in our view is that they
really emphasize prevention. So the goal of this effort really is to
make sure that we can provide all the long-term care services that
people need through the publicly funded system. But a secondary
goal, which is just as important, is that we help people avoid need-
ing those publicly funded, long-term care services for as long as
possible.

So we want people to remain healthy. We want people to remain
independent. We want people to be able to make good choices about
their own assets and how they might choose to support themselves.

So anyone in Wisconsin is eligible to come to an Aging and Dis-
ability Resource Center to get basic information about long-term
care options that might be available to them. To get questions an-
swered about prescription drug benefits, about ways to access good
preventive services. They also can have a benefits counseling and
assistance in enrolling in the various benefit programs that are
available to this population. Then should they be eligible for Fam-
ily Care or Family Care Partnership the Aging and Disability Re-
source Center will help them actually enroll in those programs. So
we think that further expansion and further support of Aging and
Disability Resource Centers would be an excellent focus for this
Committee and for the Congress’ work as it considers what to do
with the future of Older Americans Act funding. .

So as we all know, and I think everyone in the room agrees, the
future of long-term care in this country and certainly in Wisconsin
is not about the nursing home of the future. It is about the commu-
nity of the future. It really is a question of how can we make sure
that we can provide the right care to each individual consumer in
their home, if possible, in another community setting, if possible,
while making sure that their health is maintained, and that their
independence is maintained to the greatest extent possible.

We, in Wisconsin, under Governor Doyle’s leadership with Chair-
man Kohl’s support, are very proud to be among the leading states
in this area. I thank you very much for the opportunity to speak
with you briefly today.

[The prepared statement of Ms. Timberlake follows:]
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Mr. Chairman and Senator Martinez, thank you for your invitation to talk about the future of long-term care. As
Senator Koht knows, people in Wisconsin prize their independence and expect to be responsible for their own welfare,
especialty our older residents -~ who experienced the Depression, World War 11 and the economic boom that followed.
These are values that need to inform our public policy. Now in their eighties, one in three of our oldest citizens need long-
term care. Every year, another 30,000 people in Wisconsin reach the age of 65; more adults with disabilities are surviving
into old age, and the Baby Boom is heading for retirement. At least fifty percent of our Medicaid budget is used for long-
term care.

Since the creation of Medicaid and Medicare, states have led the way in the delivery of long-term care. As
President Obama and the Congress tackle the huge issues of entitlernents and of health care reform, the infrastructure for
addressing the needs of an aging population exists within states. In Wisconsin, we are ready for change that improves
choice, access, quality and cost-effectiveness.

Our internationally recognized Community Options waiver program showed that people who qualified for
Medicaid nursing home care could be supported in their homes and community settings at a Jower average cost Building
on this program, previous legislatures and governors invested in a demonstration project called Family Care. | am proud
to be introducing Governor Doyle’s 21¥ century mode! for long-term care, a statewide entitlement to managed long-
term care still known as Family Care, and the companion initiative --Aging and Disability Resource Centers. .

Wisconsin has broken down the silos of individual Medicaid services and multiple home and commumity waivers.
Family .Cana combines _funding and benefits for social services and health care. That includes home and community
supports for elders and people with disabilities as weil as nursing home and rel;ned Medicaid benefits in one flexible and
comprehensive package.

+

ing pretty ing: it gives c¢ s the choice of

Putting ali of the resources into one “purse” does s¢

institutional or home care, without deiay, when an older person needs help. Previously, an elderly woman who took a bad

1 West Wilson Street » Post Office Box 7850 ¢ Madison, W1 53707-7850 » Telephone 608-266-9622 ¢ dhs.wisconsin.gov
Protecting and promoting the health and safety of the people of Wisconsin
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fall would have the so-called “choice” of a Medicaid ing home bed i diately, or the promise of home and
community care after a long wait. Family Care is a Medicaid managed care entitiement that provides access to home care
or nursing home care without delay.

Along with Family Care, we also offer Family Care Partnership, a component that combines Medicare and
Medicaid funding and benefits for both acute health care and long-term care services. Partership is particularly valuable
for individuals with complex health care needs and disabilities. Both Family Care programs serve elders and people with
disabilities with a need for a nursing home level of care. Both programs are built around the expertise of a care team that
consists of a nurse, social worker, the consumer and even a family member, seeking cost-effective solutions. Vocational
rehabilitation professionals and other experts help those secking employment.

This approach results in lower monthly costs per ber, and lower Medicaid costs — saving an average of $500

a

per month per person. Managed care organizations (MCOs) receive a monthly capitation payment for each member.

MCOs set rates and contract with a network of providers to deliver individual'services and supports.

An effective long-term care strategy requires getting good information to the public so people can plan ahead and
understand their options. Wisconsin currently has 33 Aging and Disability Resource Centers (ADRCs) organized through
county government and the aging netwark.

ADRCs are the visible one-stop customer service centers for people who are trying to solve problems when they

do not know how to obtain critical help. The ADRCs are objective, so people receive unbiased infc ion about assisted

iiving, home care and especially managed care. The ADRCs give free information and assi , warm and ing

offices and home visitors who explain options and determine eligibility.

Older people often resist getting help. Independence is primary, as it is for younger people with disabilities. Their
goal is to avoid or to exit the nursing home and return home or live in an apartment or assisted living facility that remains
connected to community and faith organizations.

For an elderly widow fearful of poverty, the outcome she seeks is security. Her care team will manage alt of her
services and expenses and take care of her needs, protecting her dignity. The future of fong-term care is not about the
nursing home of the future. It’s about the community of the future, where people who are very old or very disabled can

five as much as possible like other people, with the best possible health and mobility.
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Family Care Partnership helped Alyce and Earl stay in the farmhouse where they have lived for 60 years in
westem Wisconsin. Alyce has diabetes, and Earl has increasing memory loss. They both have a lot of medications and
they are both hard-of hearing. With the right amount of home help, medical monitoring -and an emergency response
system, they can look out for each other in the place they know best.

We know a person-centered aﬁproach can work within a managed care framework. Brining it to scale for 55,000
people in Wisconsin is a chﬂlmge. We are serving more people without increasing our Medicaid costs (in 2005 dollars.)
And that requires putting in place business systems, data collection and quslity oversight sufficient for a $2.5 billion
program serving our most vulnerable citizens. It means actuarially sound capitation rates, and regulatory partnerships
with the between the department of Health Services and the Insurance Commissioner, We offer these citizens cost-

effective solutions to their probl and maintain quality. We are saving money in order to expand services and end wait

lists, and that requires sound fiscal g at the state and local levels. Our managed care organizations are either
régional public entities created by county go;femments, or non-profits with over a decade of managing care in the state.
Their credibility overcomes the common mistrust of managed care, especially among older people.

Long-term care must be a central issue of health care reform and entitlement reform. We can offer the best care to

vulnerable people within a cost-control ﬁﬁmework. 1 urge you to look at Family Care and Aging and Disability Resource

Centers as the model for a national reform.
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The CHAIRMAN. Thank you very much, Ms. Timberlake. Now we
turn to Ms. Benson.

STATEMENT OF HOLLY BENSON, SECRETARY, FLORIDA AGEN-
CY FOR HEALTH CARE ADMINISTRATION, TALLAHASSEE, FL

Ms. BENSON. Thank you, Mr. Chairman, members, Senator Mar-
tinez. Thanks very much for the invitation to join you today. En-
suring access to quality care and empowering seniors with tools to
manage their care have long been priorities in Florida. On behalf
of Governor Crist, I would like to thank you for your partnership
in our efforts.

Today I've been asked to give you an overview of several pro-
grams in Florida, the Cash and Counseling Program, the Nursing
Home Diversion Waiver and the PACE Program. The flexibility of-
fered by these programs has served Florida well. It has allowed us
to meet the needs of a diverse range of beneficiaries.

Senator Martinez put the Florida problem in context. We're home
to 18.3 million residents. Seventeen percent of our population is 65
or older as compared to 12.6 percent of the Nation as a whole.

We serve 2.3 million Medicaid beneficiaries. Fifteen percent of
them are 65 or older.- They account for 27 percent of our expendi-
tures.

In order to meet the needs of the most vulnerable, Florida sought
several waivers. Our goal in seeking these waivers was to empower
Medicaid beneficiaries to have more control over their care. Provide
them with the most appropriate and better coordinated care. Use
taxpayer’s resources most responsibly.

The first program I'd like to discuss is the Cash and Counseling
Program. This program gives consumers who qualify for home and
community-based assistance with a personal care monthly allow-
ance that they may use to hire workers and purchase care related
goods and services. The pilot began in 2000 as a Robert Wood
Johnson grant and now serves over 1,100 people.

Mathematica Policy Research Institute conducted an independent
evaluation of this program and they made a number of findings.
But one of them is particularly important. Treatment group mem-
bers those who purchased their own services were more likely than
control group members to have their care needs met, to be satisfied
with their care, and to report that the program had greatly im-
proved their lives. This program has been successful in empowering
our beneficiaries, increasing their satisfaction and containing costs.

-We'’re in the process of applying to expand enrollment in the waiv-
er.

The second program I’d like to discuss is the Nursing Home Di-
version Waiver. It is broader than the Cash and Counseling Waiver
and is designed to provide frail elders with an alternative to nurs-
ing facility placement by offering coordinated acute and long-term
care services to frail elders in a community setting. Under this pro-
gram, applicants 65 and older who are dually eligible for Medicaid
and Medicare Parts A and B and who meet certain facility criteria,
can choose to continue living in their own homes or in community
settings such as an assisted living facility.

The waiver provides case management, for acute care and long-
term care services. All participants select a case manager who
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helps them develop a care plan with a nursing home diversion pro-
vider. These service providers are managed care organizations that
are approved for each county.

Florida’s Office of Program Policy Analysis and Government Ac-
countability reviewed the diversion program and found that the
program successfully delayed participants entering nursing homes.
It also found that participants who entered a nursing home for an
extended stay had shorter stays on average than similar non-waiv-
er clients.

The final program that I'd like to discuss is the program of all
inclusive care for the elderly, which I'll refer to as the PACE pro-
gram. This program is a capitated benefit that features a com-
prehensive service delivery system and integrated Medicare and
Medicaid financing. Within the capitated rate, providers have flexi-
bility to deliver all services that participants need rather than
being limited to those that are reimbursable under the Medicare
and Medicaid fee-for-service systems.

This program allows beneficiaries to continue living at home
while receiving services rather than being placed in a nursing
home. PACE organizations provide primary care, social, restorative
and support services for Medicaid and Medicare-eligible individuals
aged 55 and older who meet nursing home level of care criteria.
PACE programs provide social and medical services primarily in an
adult day health center supplemented by in-home and referral
services in accordance with the participant’s needs.

All Medicare and Medicaid services must be available, including
personal care, acute care services, recreational therapy, nutritional
counseling, meals and transportation. The services also include
adult day health care, home care, prescription drugs, nursing home
and inpatient care.

PACE, nursing home diversion and consumer directed care rep-
resent three of the ways that we have used the flexibility you have
granted us to meet the needs of our Medicaid beneficiaries.
Through these programs we have allowed beneficiaries to design
benefit packages that are more tailored to meet their needs and
that are better integrated. We have allowed more beneficiaries to
receive care in their homes and institutional settings. We've in-
creased consumer satisfaction and we have not increased costs to
taxpayers.

Thank you, Mr. Chairman, Senators.

[The prepared statement of Ms. Benson follows:]
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Mr. Chairman, Senators, thank you for the invitation to address you today.

Ensuring access to quality care and empowering seniors with tools to coordinate their
care have long been priorities in Florida, and on behalf of Governor Crist, I would like to thank
you for your partnership in our efforts. Today 1 have been asked to give you an overview of
several programs in Florida: the Cash and Counseling program, the Nursing Home Diversion .
waiver, and the PACE program and to make some recommendations on ways we can continue to
foster and grow successful partnerships like these. The flexibility offered by these programs has
served Floridians well and has allowed us to meet the needs of a diverse range of beneficiaries.

To put the Florida perspective in context, we are home to 18.3 million residents. 17% of
our population is 65 or older as compared to 12.6% in the nation as a whole; this is the highest
proportion of elders among all states. We serve 2.3 million Medicaid beneficiaries. Residents
65 and older represent 15% of the Medicaid population but account for 27% of the expenditures.
We spend approximately $2.3 billion annually for nursing facility care and $1.2 billion on home
and community based services which serve frail elders, disabled adults, and individuals with
developmental disabilities.

In order to meet the needs of these most vulnerable, Florida has sought several waivers.
Our goal in seeking these waivers was to empower Medicaid beneficiaries with more control
over their care, provide them with the most appropriate and better coordinated care and use
taxpayers’ resources most responsibly.

The first program I'd like to discuss is the Cash and Counseling program. This program
gives consumers who qualify for home- and community-based assistance with personal care a
monthly allowance they may use to hire workers and to purchase care-related goods and
services. The program began as a pilot under a Robert Wood Johnson Foundation grant in 2000
and currently serves 1142 people in three populations: adults and children with developmental
disabilities; frail elders; and adults with physical disabilities, including brain and spinal cord
injuries.

Florida’s program is the most far-reaching of all states’ consumer directed programs, in
that it gives consumers a monthly allowance based on all of their home and community based
services, rather than just personal care. Our frail elders, for example, manage 27 services.

Mathematica Policy Research, Inc. conducted an independent evaluation of this program.
They made a number of findings, and their key findings included the following:

s first, treatment group members were much more likely than control group

members to: .

o have their care needs met,

o be very satisfied with their care (as measured by satisfaction with quality of
care and caregivers’ reliability, attentiveness, and behavior), and

o report that the program had greatly improved their lives;

° second, despite initial concerns about safety and quality of care for the treatiment
group, they did not suffer any more care-related health problems than the control
group;

= third, the program does not save money but is budget neutral; it provides higher

levels of consumer satisfaction at the same price as traditional services; and
. finally, they found that the program does not work for everyone. Many
consumers are not able or willing to take on the tasks of hiring and firing workers
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and overseeing the financial aspects of the program. Therefore, this should
always remain an option but should never become a mandatory program.

We believe these results show that the program can be successful, and we are in the
process of applying to expand enroliment in the waiver. This program has been successful in
empowering our beneficiaries, increasing their satisfaction and containing costs.

The second program I'd like to discuss is the Nursing Home Diversion program. It is
broader than the Cash and Counseling program and is designed to provide frail elders with an
alternative to nursing facility placement by offering coordinated acute and long-term care
services to frail elders in the community setting. Under this program, applicants who are 65 and
older who are dually eligible for Medicaid and Medicare Parts A & B and who meet certain
frailty criteria can choose to continue living in their own homes or a community setting such as
an assisted living facility. .

The Medicaid Nursing Home Diversion waiver provides case management, acute care
and long-term care services to eligible participants. All participants select a case manager and a
Nursing Home Diversion provider. The service providers are managed care organizations that
are approved for each county. The case manager develops an individualized care plan to be used
in coordinating their medically necessary acute and long-term care services,

Long-term care waiver services include adult companion, adult day health, assisted
living, case management, chore, consumable medical supplies, environmental accessibility and
adaptation, escort, family training, financial assessment and risk reduction, home delivered
meals, homemaker, nutritional assessment and risk reduction, personal care, personal emergency
response systems, respite care, occupational, physical and speech therapies, home health and
nursing facility services.

Acute-care waiver services include community mental health services, dental, hearing
and visual services, independent laboratory and x-ray, hospice. Services such as inpatient
hospital and outpatient hospital/ emergency, physicians, and prescribed drugs are paid for by
Medicare, but the Nursing Home Diversion case managers help the participants coordinate these
services to ensure continuity of care.

The nursing home diversion providers are responsible for Medicare co-payments and
deductibles for services to all individuals enrolled in this program.

Florida’s Office of Program Policy and Government Accountability reviewed the
diversion program and found that the program successfully delayed participants from entering
nursing homes. Frail elders participating in the program were more likely to delay entry into nursing
homes than similar frail elders who were not enrolled in any Medicaid waiver programs. In addition,
Nursing Home Diversion participants who entered a nursing home for an extended stay had
shorter stays, on average, than similar non-waiver clients and were more likely to leave the
nursing homes and return to their homes or residential settings to continue receiving community-
based care.

The final program I'd like to discuss is the Program of All-Inclusive Care for the Eiderly,
which I'll refer to as the PACE program. This program is a capitated benefit that features a
comprehensive service delivery system and integrated Medicare and Medicaid financing. Within
the capitated rate, providers have the flexibility to deliver all services participants need rather
than be limited to those reimbursable under the Medicare and Medicaid fee-for-service systems.

We offer this program in two areas of the state, and for our beneficiaries, this program
allows them to continue living at home while receiving services rather than be placed in a
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nursing home. PACE organizations provide primary care, social, restorative and supportive
services for Medicaid and Medicare eligible individuals age 55 and over who meet nursing home
level of care criteria. PACE programs provide social and medical services primarily in an adult
day health center, supplemented by in-home and referral services in accordance with the
participant's needs. All Medicare and Medicaid services must be available, including personal
care, acute care services, recreational therapy, nutritional counseling, meals and transportation.
The services also include adult day health care, home care, prescription drugs, nursing home and
inpatient care.

PACE, Nursing Home Diversion and Consumer-Directed Care represent three of the
ways that we have used flexibility in meeting the needs of our Medicaid beneficiaries. Through
these programs we have allowed beneficiaries to design benefit packages that are more tailored
to meet their needs and that are better integrated, we have allowed more beneficiaries to receive
care in their homes than in institutional settings, we have increased consumer satisfaction, and
we have not increased costs to taxpayers.
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Long Term Care Insurance Partnership Program

o The majority of Floridians ages 45-plus do not understand long term care coverage or
costs. (source: AARP, The Costs of Long-Term Care: Public Perceptions Versus Reality
in 2006; December 2006.)

o 74% of Floridians underestimate or don’t know how much nursing homes cost on
a monthly basis.

o 54% incorrectly believe Medicare will pay for a long-term nursing home stay.

e The Long-Term Care Insurance Partnership Program seeks to alleviate the financial
burden of long term care services on the state’s Medicaid program by encouraging
individuals to purchase private long-term care insurance.

o In return for purchasing partnership insurance policies, if they later exhaust the

. benefits of the policy and apply for Medicaid long term care services, they get to
keep more of their assets than normally would be allowed when qualifying for
Medicaid.

o One dollar of the policyholders’ assets will be disregarded for every doliar of long
term care insurance benefits paid out under the policy. (E.g., If an applicant
received $100,000 in benefits from their partnership insurance policy, he would
be able to keep $100,000 in assets on top of the normal limit of $2000 in assets
and still qualify for Medicaid.)

o Florida implemented its LTCPP January 1, 2007.

o In the following 18 months, over 15,000 Floridians either obtained partnership policies
by purchasing new policies or exchanging older policies for partnership long-term care
policies.

e Prior to the program’s implementation, 465,800 Florida residents were covered by long-

term care insurance. Thus, the partnership program represents a relatively small
proportion of total long-term care coverage for Florida residents.

o Several obstacles could affect the program’s success, including a lack of public
awareness about the need for long term care coverage, lack of knowledge about the
partnership program, and the high cost of long-term care insurance.

¢ Recommendations:

o Congress could fund a national campaign to promote awareness of the need for
people to plan for long term care needs, including purchasing LTC insurance . A
national LTC awareness campaign should explain individuals should contact their
state government to find out if LTCP is offered in their state.

o Consider a tax break for individuals who purchase LTC partnership policies, with
larger tax reductions targeted to low and middle income individuals.
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Congressional Action that would help FL’s Efforts to Improve Long Term
Care: Sharing savings between Medicare and Medicaid

People who are dually eligible for Medicare and Medicaid are some of the highest users
of health and long term care services

Medicare pays for medical services such as hospitalization, physician services, and
prescription drugs.

Medicaid pays for home and community based long term care services such as assistance
with bathing and dressing, nutrition counseling, meals on wheels, adult diapers, home
modifications, and adult day health care.

When Medicaid-funded long term care services are well-coordinated, they have the
potential to prevent the need for more expensive services, like hospitalization, nursing
facility care, and skilled in-home nursing care. Some examples:

o By providing diapers and assistance with bathing for an elderly person who
cannot care for themselves, we can prevent skin breakdown and decubitus ulcers,
which can require hospitalization, a nursing facility stay, and in-home nursing
care by a registered nurse.

o By installing grab bars in bathrooms, we can prevent falls that lead to broken hips
or head injuries, which can require hospitalization, a nursing facility stay, and in-
home nursing care by a registered nurse.

o By ensuring proper nutrition through home-delivered meals and nutrition
counseling, we can prevent increasing frailty and susceptibility to serious illness.

o Adult day health care provides daily health monitoring such as blood sugar and
blood pressure checks, and review of medications, which can identify a problem
so it can be treated by a physician before it gets out of control and requires
hospitalization, a nursing facility stay, and in-home nursing care by a registered
nurse.

Investment by Medicaid in these preventative services can lead to savings by preventing
hospitalizations, nursing home rehabilitative stays, and home health nursing. The
savings from these interventions, however, primarily accrue to Medicare, rather than to
Medicaid.

We request that Congress direct the Centers for Medicare and Medicaid Services to
develop a methodology for sharing such savings with state Medicaid programs.

o This would incentivize states to better coordinate home and community based
care and help states defray the costs of high quality home and community based
care.
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The CHAIRMAN. Thank you very much, Ms. Benson.

Senator Martinez, would you like to start the questioning?

Senator MARTINEZ. Thank you, sir. I appreciate that very much.
I want to thank all the witnesses for the very good testimony
you've given us today.

I wanted to just maybe follow up with Secretary Benson and ask
you, Secretary, how do you believe that the Federal Government
can help to better support your community-based care initiatives
through Medicare and Medicaid?

Ms. BENSON. Well, Mr. Chairman you all have done a really nice
job of doing that. I think you have heard that we’ve had a lot of
?e)dc‘i)ility. These are just some of the programs that we have of-
ered. :

Ms. Timberlake talked about some of the home and community-
based services. We've seen some great success with that. We have
seen that by offering those kinds of services you can also decrease
the cost of the Medicaid program.

I think some of our concerns internally are how do we incentivize
States to achieve those savings in our home and community-based
services and share those savings with the Federal Government. So
we look for ongoing partnerships in those efforts.

Senator MARTINEZ. You know I'm intrigued by the program that
where you allow a case worker, a case manager, if you will. How
is that working? Is that an experience, Ms. Timberlake, that you
also have shared in Wisconsin? I mean, that to me seems to be a
very, very good way of allowing an individual to have some flexi-
bility in the way they get their care while at the same time keeping
costs down.

Ms. TIMBERLAKE. Right. Absolutely. I think one of the common
- themes that’s cutting across all the health care reform discussions
including the discussion of long-term care reform is about doing the
best possible job of care management and case management.

I think we all would agree that lots of money is being spent. The
question is, is it being spent on the right services for people at the
right time and in the right setting? So what we have found with
Wisconsin’s Family Care program and with the Partnership pro-
gram is that it really is that inter-disciplinary team that works
with the individual consumer, and with a family member, if that’s
appropriate.

As I said, it always includes a social worker and a registered
nurse. Because even in the long-term care only side of the equation
many of these consumers have health needs that need to be well
managed and well addressed. So by putting that inter-disciplinary
care team together, by working with that individual consumer,
again at the level of goals and of outcomes that are desired to be
achieved, the care team can then work through with the consumer
what is the most cost effective way of achieving those desired goals.

I'll give you a real concrete example. We had a consumer who
was living independently in her own apartment. One day she came
to her care team and said she wanted to move into a more expen-
sive assisted living facility.

The care team said well, why is that? It turns out that this con-
sumer had a good friend who had previously resided in the apart-
ment complex who had recently moved to the assisted living facil-



39

ity. She wanted to move there too, to be closer to her friend. The
care team said how about if we arrange for transportation for you
every day so that you can go and visit your friend. That was perfect
for her, it met her needs.

So that’s a simple example, an easy problem to solve. Would that
they were all that easy, but in fact it’s a good illustration of this
idea of focusing on the outcomes that the consumer wants and then
putting the right people around the consumer to help think
through how to get those desired outcomes.

Senator MARTINEZ. Any comment from you?

Ms. BeNSON. I think Ms. Timberlake covered it very well. But 1
think that we’ve seen in all sorts of health care people generally
know what’s best for them. One size doesn’t fit all.

I mean, I think the Frenchie example was outstanding because
frequently we find that our consumers consume less health care if
they’re given the power to control their care. So I think that we've
covered it pretty well, Senator.

Senator MARTINEZ. Thank you. Mr. Chairman, I'll turn it over
back to you.

The CHAIRMAN. Thank you. Senator Udall, would you like to
make a statement, or ask a question?

Senator UpAaLL, Thank you, Mr. Chairman. I too want to wel-
come the panel. Thank you for your very insightful comments.

I did want to acknowledge the leadership of the Committee. This
Special Committee on Aging will play an increasingly important
role, I believe, as we all do something about getting older every
day. I remember, Chairman Kohl, Robert Kennedy when he ran for
President. We had been celebrating his legacy given that it was
some 40 years ago that he ran for President in the 1968 cycle.

One of the criticisms of him was that he was too young to be
President. He said well, 'm doing something about that every day.
[Laughter.]

We all find ourselves in that boat. I did want to ask you a ques-
tion that I think the next panel will also address. Which is when
you look at the long-term care insurance world and the incentives
that we've tried as a Congress to put in place and that society has
tried to put in place, would you give us a grade on how we're
doing?

I know that you interact in your various state programs with
long-term care insurance policies. Maybe we can work from left to
right and start with Mr. Hamilton and move across. Comments you
have on ways to provide greater incentives for long-term care in-
surance and how important that is as one of the elements in a com-
prehensive policy?

Mr. HAMILTON. With regard to any form of social insurance there
are hazards that people are trying to insure themselves against.
There are benefits that they're trying to move toward as an alter-
native. So, one of the challenges for long-term care insurance is,
what is it that people would get as an alternative to what they're
trying to insure themselves against, and to the extent that people
are really focused on being able to maintain themselves in their
own homes, the challenge is that in the community system, you've
got a disparate array of individualized services that are very dif-
ficult to organize. So what’s so very important, I think, about what
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Secretary Benson and Secretary Timberlake are doing in their
states, is actually using the Medicaid program as a foundation to
build an organized system.

So what individuals can purchase is not simply a little bit of
home health care, a little bit of personal care, a little bit of trans-
portation, but actually a package of coherent services that has the
benefit of the case manager approach that Senator Martinez ob-
served. So that there’s a coherent package, it can come together,
that makes long-term care much more feasible. In the early days
of long-term care insurance, the only benefit was nursing home
care. The policies didn’t sell very well.

But if you've watched the evolution of the long-term care insur-
ance industry you've seen a broadening of the benefit packages,
and it’s becoming much, much more acceptable to individuals. So,
the more of the infrastructure and foundation that the states can
create through this partnership with the Federal Government,
leveraging Medicaid, the more possible those social insurance mod-
els will become.

Senator UDALL. That’s helpful. Secretary Timberlake, would you
like to comment? )

Ms. TIMBERLAKE. The thing I would add to that is what we've
seen in Wisconsin is that the sort of myriad of long-term care in-
surance options that are out there are often very confusing and
very difficult for consumers to go through and to make good deci-
sions about. So we need to be careful that just as we want to help
people make good decisions about managing their own personal as-
sets over time so that they avoid becoming our customers in the
Medicaid program for as long as possible. Similarly, we want to
make sure that we're helping them not purchase insurance that in
fact they don’t need and spend lots of money up front to avoid—
as Mr. Hamilton says—a risk that in fact in a cost benefit analysis
is not worth it.

So I think that something we can work together on between the
states and the Federal Government is making sure that we have
very clear information for consumers and a very sort of methodical
way to help people think through what those risks really are. What
is the range of options for managing those risks and where long-
term care insurance fits in that suite of solutions.

Senator UpALL. Thank you, Secretary Benson?

Ms. BENSON. Thank you, Senator. You know that majority of Flo-
ridians over 45 really don’t understand long-term care coverage.
AARP did a survey. They found that 74 percent of Floridians don’t
Llave any idea how much nursing home care costs on a monthly

asis.

Fifty-four percent assume that Medicare will pay for a long-term
nursing home stay. So there’s a real lack of information out there.
You all worked in partnership with the states to give us the ability
to do long-term care insurance partnership programs.

Florida’s legislature did the legislation to do that. My agency
does that in partnership with the Office of Insurance Regulation.
Our system went live in January 1, 2007. But we've only had
15,000 people take up this offer. :

I think you know that really in exchange for purchasing these
partnership policies, if individuals later exhaust those benefits and
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apply for Medicaid long-term care services, they get to keep more
of their assets than normally they would be allowed to when quali-
fying for Medicaid. I think all the states see a problem with people
spending down their assets in order to qualify for Medicaid. So, you
know, while we believe Medicaid is an important part of the safety
net, if we can strengthen the private sector, it matters.

Senator UDALL. Yes.

Ms. BENSON. So in terms of what you could do to help the states,
I think all states are facing these challenges with budget crunches,
although you’ve just recently made a difference on that issue for
many of us. But over the long-term, it will be a challenge.

So there are two things that I think would help. I think for all
the states who are trying to encourage individuals to buy long-term
care insurance, and then we’re all in the campaign, might make a
difference. I think in addition, looking to tax credits to help those
individuals and incentivize them to purchase long-term care insur-
ance, I think that would make a difference too.

Senator UDALL. Thank you very much, Mr. Chairman.

Thank you.

The CHAIRMAN. Thank you very much, Senator Udall. Mr. Ham-
ilton, Wisconsin as you know is one of 40 states with aging dis-
ability resource centers. Is there a model for these centers that all
states to follow or are there variants between what can and cannot
be done from state to state?

Mr. HAMILTON. There’s a variety of models and approaches that
states are taking. There’s certain common elements, one of which
is to ensure that the aging disability resource centers can help or-
ganize the information about all of the options available to people.
This has been an area of great partnership between the Adminis-
tration on Aging who are represented here in the front row and the
Centers for Medicare and Medicaid services. So the two agencies
have combined resources to then partner with states to develop
more and more aging and disability resource centers.

At the present time these occur in particular geographical areas.
But the goal is to broaden them. So eventually, more states can be
on the road that I think Wisconsin is at, which is to have state-
wide availability of Aging and Disability Resource Centers that are
available to people regardless of income or assets.

So, again, it builds that foundation that’s available to the private
long-term care insurance market as well as the public payers, so
that every individual who needs long-term care is able to go to one
good environment where they get good, free information about all
of the choices available to them. In addition, in a really organized
system, those Aging and Disability Resource Centers are inter-
posed in the places of decision-making. Secretary Timberlake can
correct me if I'm wrong but I believe that in Wisconsin, no one en-
ters a home and community-based program or a nursing home
Xlg}ﬁ%lt the benefit of that good, free information coming from the

Tl"17e CHAIRMAN. Would you like to expand on that, Ms. Timber-
lake?

Ms. TIMBERLAKE. I think that what we have seen is exactly as
Mr. Hamilton has alluded to which is that the ADRCs are serving
the entire range of consumers in Wisconsin. So it isn’t just people
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who believe that they are or might become Medicaid-eligible. It lit-
erally is any person who has a question about their long-term care
needs, and benefits that might be available to themselves or a fam-
ily member or a friend or a colleague who has a disability that they
need some assistance with.

Then at the other end of the continuum, the ADRC is in fact the
place where people go through the eligibility determination process
if in fact they are eligible for a Medicaid or Medicare-funded long-
term care program. So as we have been able to open ADRCs across
the state, we really are finding that we’re addressing thousands of
consumers questions every week. We believe we are doing good pre-
vention as well as connecting people to the programs and services
that they’re eligible for.

The CHAIRMAN. Thank you. Ms. Benson, would you like to make
a comment?

Ms. BENsoN. We don’t have ADRCs exactly in Florida. We have
moved down the path of aging resource centers. You know, getting
old and navigating the senior care system is particularly difficult.

I recently read that book, Nudge, that is out on the market that
talks about the complexities of navigating Medicare Part D. So you
all were great, and said we want to give people choices. But I think
that in some states, the choices were more than 50 plans. You
know, I had to sit down with my grandmother, and my father is
a doctor, and while I'm Secretary of the Agency for Health Care
Administration, and it was hard.

I just outlined three programs for you today. But that’s just a
small sample of what we offer in Florida. So I think everything we
can do to make sure we have infrastructure in place to help people
make the right choices for them will really make a difference. We
appreciate your leadership on that issue.

The CHAIRMAN. Well, we thank you so much, all three of you.
You've added a lot to the discussion. We appreciate your coming
here. Thank you so much.

Mr. HAMILTON. Thank you.

Ms. TIMBERLAKE. Thank you.

Ms. BENSON. Thank you.

The CHAIRMAN. We will turn now to our second panel.

We're pleased to welcome first Henry Claypool. Mr. Claypool is
currently the Washington liaison to the Public Health Institute and
a Senior Advisor for Disability Policy to the Administrator of CMS.
During his time at HHS, Mr. Claypool played a key role in imple-
menting policies to respond to the U.S. Supreme Court’s Olmstead
decision and expanding Medicare’s coverage of assistive tech-
nologies. )

Next we’ll be hearing from Melanie Bella who is a Senior Vice
President of Policy and Operations at the Center for Health Care
Strategies. In this position, Ms. Bella leads the organization’s ef-
forts to improve the quality of care for people with chronic illness
and disabilities. She also serves as a health care advisor to the
Kennedy School of Government Innovations in American govern-
ment awards program. Previously, she served as Medicaid Director
for the State of Indiana from 2001 through 2005, where she cham-
pioned a state chronic disease management program.
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Finally, we’ll be hearing from Professor Judy Feder, who is cur-
rently on the faculty of Georgetown University’s Public Policy De-
partment, serving as Dean for three years. She also currently
serves the Center for American Progress as a senior fellow. Ms.
Feder is one of the nation’s leaders in health policy and she’s an
expert in ways to improve our nation’s health system. We thank
you all for being here. We'll listen to you first, Mr. Claypool.

STATEMENT OF HENRY CLAYPOOL, WASHINGTON LIAISON,
PARAPROFESSIONAL HEALTH INSTITUTE, NEW YORK, NY

Mr. CLAYPOOL. Chairman Kohl, Senator Martinez, good morning.
I'm Henry Claypool, the Washington liaison for PHI, which pro-
motes quality care through quality jobs within the elder care dis-
ability services delivery system. Thank you for inviting me to tes-
tify today to share my perspective on the importance of addressing
long-term services and supports in health reform efforts.

My testimony is also informed by my personal experience as a
former Medicaid beneficiary and as someone that continues to rely
on the supports provided by direct care workers today. Frankly,
without the assistance of others with routine and often intimate
tasks, I wouldn’t be able to be here today, much less work, pay
taxes and lead an active life in my community. These services are,
in short, are what enable many Americans like me to work and
contribute to the nation’s economy.

The wages paid to direct care workers likewise spur the economy.
Direct care jobs constitute a $56 billion dollar economic engine
fueled by personal income that over three million direct care work-
ers spend largely on locally produced goods and services in their
community. That is why we believe health reform including long-
term services reform must be an integral part of our efforts to re-
store and revitalize the economy.

Therefore we applaud the leadership of the President, for recog-
nizing that health reform is key to addressing the nation’s eco-
nomic distress and making it a priority in his budget proposal. We
urge Congress to ensure that long-term services reform is ad-
dressed along with making affordable health insurance available to
all Americans this year. If the needs of those who rely on long-term
services and supports are not addressed in health reform, it is dif-
ficult to see how our country will ever effectively curb the rate at
which medical expenses rise.

We believe health reform must include: one, reforms to make
more community based, long-term services and supports available
to Americans in need. Two, efforts to build capacity and a direct
care workforce which provide these critical community living serv-
ices.

Health reform should strengthen Medicaid long-term services by:
one, ensuring that the Federal Government provides enhanced
matching payments for long-term services and supports to gradu-
ally assume a greater proportion of the costs associated with long-
term services. Two, require that states in return provide a.certain
level of service making it possible for beneficiaries to lead meaning-
ful lives in the community. Enacting the Community Choice Act as
part of health reform would be an important step in this direction.
[Applause.]
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Three, streamlining eligibility rules to make it possible for bene-
ficiaries to have access to community living services when they
need long-term services and supports.

Four, creating additional incentives for states to measurably re-
duce and gradually eliminate service access disparities that cur-
rently exist within states, across different groups of beneficiaries
and throughout the country.

A needed and complementary measure that should be taken is to
create the public insurance program envisioned in Senator Ken-
nedy’s CLASS Act. [Applause.]

This program would help individuals and family members safe-
guard their financial future against the economic devastation and -
hardships that often accompany the loss of certain functional abili-
ties.

Addressing long-term services program design and financing is
only part of the answer. As you've recognized, Mr. Chairman, equal
attention must be paid to building and strengthening the workforce
needed to provide these services. In order to provide services and
supports to an increasing number of Medicaid beneficiaries in the
community and develop service delivery systems that are more cost
efficient and effective in promoting positive health outcomes we
need: one, to improve direct care worker compensation by increas-
ing wages and ensuring access to affordable comprehensive health
care for workers.

Two, to upgrade training and advance opportunities for direct
care workers by passing the Chairman’s proposed Retooling the
Health Care Workforce for an Aging America Act, an important
next step which PHI is pleased to support.

Three, explore new health management practices that target be-
havior, habits and daily activities of people with chronic conditions
and the direct care staff that work with them, since these individ-
uals often see each other every day. It is likely that with the right
resources, consumers and workers together can reshape habits, and
promote more healthy lifestyles. .

Mr. Chairman, I appreciate the opportunity to testify and be
pleased to answer any questions. ‘

[The prepared statement of Mr. Claypool follows:]
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Chairman Kohl, Senator Martinez and Members of the Committee, Good
morning. :

I'am Henry Claypool, the Washington Liaison for PHI —which promotes quality
care through quality jobs within the eldercare/ disability services system. PHI
works with a wide range of providers, consumer groups and labor to strengthen
the front-line workforce — Home Health Aides, Certified Nurse Aides, Personal
Care Attendants —and with the American Geriatric Society is the co-convener of
the new national Eldercare Workforce Alliance. My testimony today reflects only
the views of PHI, however, and not that of the Alliance.

Thank you for inviting me to testify today to share my perspective on the
importance of addressing long-term services and supports in health reform
efforts. My comments are also informed by my own personal experience. Iam a
former Medicaid beneficiary and I continue to rely on supports provided by
direct-care workers. I have used this personal experience to inform policy
making in various roles within state and federal government. I am acutely aware
of the critical role long-term services and supports (LTSS) play in maintaining
one’s health. I define long-term services and supports as those needed when
ability to care for one self has been compromised by a chronic illness, disability
or aging. Core long-term services are those that provide assistance in routine
daily activities such as bathing, dressing and preparing meals.

I use the term, “long term services and supports” rather than “long term care”
for two reasons. First, I believe it better captures what those of who rely on the
assistance of others need and want. Second, the term “long-term care” has
become synonymous with nursing home or other forms of institutional services.
In fact, over 80 percent of people with significant disabilities across the age-span
live in their homes or other community-based settings. The number of long-term
residents of nursing homes, intermediate care facilities for persons with
intellectual and developmental disabilities and mental health institutions has
declined dramatically over the past several decades, which requires a shift in
how Americans think and talk about this sector of the country’s health care
system.

L INTRODUCTION

The nation appears poised to consider —and hopefully enact — comprehensive
health reforms to provide health insurance to the nearly 50 million Americans
who currently are uninsured as well as another estimated 25 million who are
“underinsured.” The “underinsured” are made up of individuals who like
myself have insurance coverage that is insufficient to meet all of their health care
needs. We have an important opportunity in our nation to improve the lives of
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uninsured and underinsured Americans by better streamlining, organizing, and
integrating how we provide health care and related services. The conventional
wisdom seems to be that all of the ills of our health care system can be remedied
by addressing the issues of the uninsured and bringing about increased cost
efficiencies through increased comparative effectiveness research. These are vital
and necessary prerequisites for moving forward. However, I do not believe that
limiting the scope of the health reform agenda to these issues will be sufficient to
meet the challenge facing the American people today.

To truly meet this challenge, I believe we also must rethink.and retool how we as
a nation design, finance, and deliver long-term services. Health Reform must
move beyond making improvements in access to acute care services and embrace
interventions that improve access to on-going services and social supports that
allow individuals with limitations in activities of daily living to lead better and
healthier lives. People who use long-term services tend to be extensive users of
health care as well. As such they are a major cost driver of the health care
system. We simply cannot achieve efficiencies and cost savings in our health
system unless and until we adopt and effectively implement a comprehensive
approach to managing their needs.

For example, if one looks solely at Americans with Medicare over age 65, the cost
to the program for treating the medical needs of those with functional limitations
is three times that of a beneficiary without long-term care needs. If we do not
include this population —which consumes a significant share of our nation’s
health care resources — Congressional efforts to address the growth rate of
medical costs is likely to fall far short of its goal.

As with the acute care system, each of the major payers in our health system—
private insurance, Medicaid, and Medicare — plays distinct roles in financing and
delivering long-term services and supports. Medicare provides limited post-
acute care through its skilled nursing facility benefit and its home health care
benefit, accounting for slightly less than one-quarter of total long-term care
spending. Direct out-of-pocket care spending by individuals and families
accounts for 22 percent of spending.

The overwhelming majority of people who need long-term assistance and
supports relies primarily on unpaid help from family and friends. This is not
only for older Americans but for both children and adults who have significant
disabilities as well. When such natural supports are either not present or not
sufficient to meet their daily needs, however, many of these Americans and their
families must turn to Medicaid. For example, most people who require extensive
nursing home stays, or on-going assistance to live in their communities, exhaust
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their savings and become eligible for Medicaid. As a result, Medicaid is the
largest single funding source in the U.S. for both institutional- and community-
based long term services. Medicaid now accounts for 40 percent of total long-
term services and support spending.

While it is reasonable to ask individuals to bear as much of the cost of their
services as possible, we know that long-term service costs can quickly
overwhelm most individuals and families. This is especially true of younger
adults who have not built up a nest egg to rely on for financial support.

For working aged adults with sufficient resources or employer-sponsored
benefits, private insurance can play a role. Some individuals have access to
short-term disability insurance which can provide critical support following an
injury. A smaller number of Americans have access to long-term disability
insurance that provides an income support base for individuals who lose their
ability to work due to disability. A smaller number of Americans have
purchased private long-term care insurance.

The value of these insurance products varies immensely. However, if designed
well and indexed for inflation, they may hold the potential to provide important
support for some individuals who, due to disability, need access to long-term
services and supports. It may be obvious, but it is important to note, however,
that people who have already developed a disability are unable to purchase
private long-term care insurance.

1 would now like to offer several recommendations on financing reforms to make
more community-based long-term services and supports (LTSS) available to
Americans as well as approaches for building workforce capacity to meet the
demand for comuunity living services. .

1L REFORM LTSS FINANCING BY STREGHTHENING MEDICAID
AND CREATING A NEW PUBLIC INSURANCE OPTION

A starting point for thinking about how to improve access to LTSS is to recognize
that Medicaid is the anchor of our national financing system for these supports
and services. As noted above, Medicaid pays for 40% of long-term services
spending in the United States and 46% of institutional or nursing home care.
Medicaid is intended to assist low-income individuals with very few assets and
is not available to everyone who needs LTSS, Individuals must meet both
financial and functional eligibility criteria to qualify for these services.
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At its inception, Medicaid was not intended to play such a large role in financing
and delivering long-term services, but has come to this because of the
convergence of a dearth of other financing sources for long-term services, and
the high cost of long-term services and supports, which is quickly impoverishing
for most Americans.

The Medicaid program makes critical LTSS available to thousands of Americans
with disabilities across the age-span that receive life-sustaining support from the
program. For example, persons with mental retardation and developmental
disabilities rely on Medicaid for supervision and cueing services. Persons with
mental illness may need supervised housing or help with medication
management. Persons with spinal cord injuries and traumatic brain injuries need
environmental modification for wheelchairs and other assistive technology as
well as personal care services. Persons with Alzheimer’s disease and dementia
need long-term services due to decreasing mobility and cognitive functioning
that comes with aging. They also rely on supervision and cueing services as well
as transportation. And finally, persons with neuron-degenerative conditions
need help with personal care.

Medicaid covers both community-based and institutional long-term services and
supports, but access to community-based services is often limited as witnessed
by the growing number of people on waiting lists for services (332,000 in 2007).
Historically, differences in functional and financial eligibility criteria between
nursing home and community-based settings have steered people with long-
term services needs into institutional settings. This “institutional bias” within
the Medicaid program counters consumer demand for greater access to
community-based services, and contributes to inequities in eligibility across the
states. While Medicaid is effective in helping many people live meaningful lives
as an integral part of their community, for many others, some institutional or
nursing home services are the only option available when the need of long-term
services and supports arises.

Access to Medicaid long-term services should be provided in the most
appropriate setting that can meet the needs of an individual, whether in an
institution or the community. So long as Medicaid beneficiaries are limited to
$2,000 in assets, making financial arrangements for the goods and services
needed to maintain a residence in the community will be very difficult, and in
many cases only possible with assistance from friends and family members. To
accomplish this, asset limits for community-based services must be increased at
least to the levels that a spouse is permitted to retain when their partner enters a
nursing home. In other words, there must be parity in asset limitations between
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those seeking to receive nursing home care, and those seeking to receive home-
and community-based services.

Another complication created by the institutional bias in Medicaid is that the
amount of community-based services that a beneficiary might receive varies
from state to state and often within a state. Even though where an individual
lives should not have such a significant effect on his or her ability to participate
in community activities, attend religious services, seek an education, or pursue
vocational goals —unfortunately, for people with Medicaid who need assistance
with activities of daily living, this variation in service options is too often the
case.

To strengthen our country’s financing for LTSS and increase the availability and
accessibility of community living services, I recommend that Congress work with
President Obama to enact comprehensive LTSS reforms such as those envisioned
in the Community Choice Act and the CLASS Act

1. Advance the Community Choice Act

As you know, Senator Harkin has long sponsored legislation that would address
the institutional bias in Medicaid and give those in a need a real choice of
community-based or institutional services. The most recent iteration of this
legislation- the Community Choice Act -~ would advance this vital aim by
providing states with additional federal resources to make community living
services a mandatory part of the Medicaid benefit. In so doing, it would offer
people that need such assistance a real choice between living in an institution or
their community — enabling states to better meet their civil rights obligations
under the Americans with Disabilities Act to provide people with disabilities
with services - including Medicaid LTSS - in the most integrated setting
appropriate to their needs.

The cost to the federal government associated with this proposal has been cited
as a barrier to its enactment in the past. There is evidence, however, that the
original estimates relied on assumptions that are now out-dated. By using
recently compiled data regarding states’ spending on personal assistance
services, a more refined estimate from the Congressional Budget Office may
allow policy makers to better weigh the benefits associated with allocating
resources toward making access to community-based personal assistance
services an entitlement

If the estimated cost of the Community Choice Act continues to discourage

legislators from adopting this approach to address the need to make more
community-based personal assistance services available through the Medicaid
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program, an alternative approach should be included as part of health reform.
Such provisions could include providing financial incentives to states to increase
the availability of community-based personal assistance services and supports
over a five- to ten-year period. The federal government could establish a series of
annual benchmarks to set a target for each state to measure progress toward
providing a level of personal assistance services that would support an increased
number of beneficiaries to live in their homes and communities.

Providing, for example, a states with a modest increase in their FMAP over a
prolonged five- to ten-year period could help advance four key objectives:

o It could help states to measurably reduce and gradually eliminate service
access disparities that currently exist within states, across different groups
of beneficiaries, and throughout the country.

o It could provide states with a federal funding commitment to expand
access to such services and to sustain such access even during one or more
economic downturn. This is necessary to address the chilling effect that
the countercyclical nature of Medicaid has upon state policy makers’
decision-making that affects community living services in both good times
and bad.

e It could provide states with the time they require to rebalance their LTSS
systems and begin to realize some of the cost efficiencies and savings that
can result from doing so.

e Such an approach also could provide the states and the federal
government the time needed to experiment with and arrive at a consensus
on what a fair and sustainable division of labor and funding responsibility
for Medicaid LTSS should be.

States’ participation in such a program could be voluntary. However, if a state
refused to participate or take good-faith effort to make meaningful progress in
rebalancing its LTSS system, it could be compelled to comply with the
integration requirements of the ADA and the Olmstead decision.

2. The CLASS Act

Another important component of health reform should be the inclusion

of Senator Kennedy’s Community Living Assistance Services and Supports
(CLASS) Act. Designed as a program that would pay for itself through
premiums, the CLASS Act would allow Americans to enroll in a broad-based
public insurance program to prepare for the eventuality that they might
experience an inability to perform certain activities of daily living. This program
would help individuals and families safeguard their financial future against the
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economic devastation and hardships that often accompany the loss of certain
functional abilities.

Employed individuals would pay monthly premiums; there would be a vesting
period; and there would be no exclusions based on health or disability status.
People would be eligible for cash benefits based on functional need - not
diagnosis. Benefits could be used to purchase assistance based on the
individual’s and family’s circumstances. This insurance plan would provide
access to long-term services and supports without the need to “spend down” to
become eligible for Medicaid; as a result, beneficiaries would not need to become
impoverished for life to have their needs met.

The CLASS Act would have the added effect of slowing the demand for
Medicaid services by the number of Americans that were able to meet their
needs with the distributions from this program. Individuals could supplement
their coverage with private insurance, if desired. If enacted, this program could
eventually help thousands of Americans take steps to close crucial gaps that
currently exist in the nation’s health care system. Acting now will make this an
option in the not too distant future.

. BUILD LTSS WORKFORCE CAPACITY

Addressing long-term care program design and financing is only part of the
answer. As you have recognized, Mr. Chairman —and as underscored in the
Institute of Medicine’s 2008 report, Retooling the Health Care Workforce for an Aging
America—equal attention must be paid to building and strengthening the
workforce needed to provide these services. Thank you for your leadership on
matters related to the direct care workforce. We also appreciate your efforts,
along with Senator Wyden, to include investments in our nation’s direct-care
workforce in the Economic Recovery legislation.

More specifically, your legislation, the Retooling the Health Care Workforce for
an Aging America Act, originally introduced last December and reintroduced at
the beginning of this Congress, would address a number of issues confronting
the home- and community-based workforce today. PHI is pleased to support this
legislation.”

As you therefore well know, Mr. Chairman, the eldercare/disability services
workforce is an invisible giant. Many do not recognize just how large this
workforce is. According to PHI's analysis of data from the U.S. Bureau of Labor
Statistic, the direct-care workforce — which includes home health aides, personal
care aides and certified nurse aides among others —now numbers 3,000,000, and
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demand for these jobs is projected to grow to 4,000,000 by the year 2016. At
4,000,000 workers, this workforce will outnumber teachers who educate our
yvouth; nurses; and law enforcement and public safety officers.

Two direct-care worker occupations in particular—Personal and Home Care
Aides and Home Health Aides—are expected to be the second and third fastest-
growing occupations in the nation, increasing at rates of about 50 percent from
2006 to 2016. :

As our country invests in providing greater choices for receiving

eldercare/ disability services and expanding the availability of community-based
services, we must support the workforce to meet the growing demand this
creates. I have called for an enhanced federal financial effort to end the
institutional bias in Medicaid but a complementary effort by the federal
government must be extended to address the workforce capacity challenges that
our nation faces in the realm of LTSS. '

Further we must recognize that the direct-care workforce — deployed in
hundreds of thousands of homes and tens of thousands of facilities around the
country every day—is a tremendously valuable, yet underutilized, asset in our
health care infrastructure. We absolutely must seek ways to leverage this
resource toward our reform goals of improving access, promoting quality,
increasing efficiency, and controlling costs.

In order to provide services and supports to an increasing number of Medicaid
beneficiaries in home- and community-based settings —and to develop service
delivery systems that are more cost efficient and effective in promoting positive
health outcomes —our country must make advancements in three areas:

1. Improve direct-care worker compensation

2. Upgrade training for direct-care workers

3. Explore new health management practices that target
behavior/habits/ daily activities of people with chronic conditions and the
direct care staff that work with them.

1. Improve direct-care worker compensation

Our long-term care system faces a huge recruitment and retention challenge -
one made more difficult by the poor quality of many direct-care jobs. In 2007,
most direct-care workers earned just over $10 an hour. This is only two-thirds of
the median wage for all US workers, which is about $15 an hour. With wages this
low, it should come as little surprise that over 40 percent of direct-care worker
households rely on some type of public benefit such as Medicaid or food stamps
in order to make ends meet.
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But not all direct-care jobs are the same. Direct-care workers who work in
nursing homes generaily have a higher hourly wage than their counterparts
providing services in the community. In fact, if we look back over the last
decade —at a period of time when the federal government and states have been
trying to rebalance our long-term care system to provide greater access to
community-based services—our payments to workers have gone in the opposite
direction. Over the last eight years, when adjusted for inflation, wages for
Nursing Aides, Orderlies and Attendants have seen a modest increase in their
real wages while real wages for Home Health Aides and Personal and Home
Care Aides have actually declined.

Access to health insurance is also a critical concern for direct-care workers.
While two-thirds of Americans under age 65 receive health coverage through
their employer, only about half of direct care workers have employer-based
coverage. Community-based workers are particularly affected. Nearly one-third
of home care aides have no health coverage.

Providing decent paying jobs and health benefits for direct-care workers is the
key to ensuring quality of life and quality of care for millions of Americans with
disabilities and chronic illnesses. Without competitive compensation for direct-
care workers, consumers will be forced to go without needed services, and
quality of care will continue to be undermined by turnover as direct-care
workers leave the field for higher paying less demanding occupations.

Community-based workers support clients with complex service needs—
individuals who could only have been served in nursing homes years ago—and
most of these workers are doing so without the benefit of on-site support from
supervisors or peers. If we truly wish to end the intuitional bias in Medicaid, we
must pay workers in the community the same as those who work in institutions.
By doing so, we will bring real choice to workers who may prefer to work with
people in their homes or other community settings.

Finally, in the area of setting better compensation policies and standards for
direct-care workers, policy makers are hampered by a lack of ongoing, reliable
state-based information about the wages and benefits that are financed with
public dollars. Indeed, most states are unable to identify how many workers are
employed in delivering public LTSS, The federal government can play an
important role in encouraging states to collect and publicly report a “minimum
data set” of information on their direct-care workforces across the full range of
eldercare / disability service settings.
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2. Upgrade training for direct-care workers

The training that direct-care workers receive is important and needs to be
relevant to the worker’s experience, knowledge base and responsibilities. Mr.
Chairman, as your bill recognizes, our training programs for direct-care workers
have not kept pace with the changes in our eldercare / disability service system.

In many states, the only training that is available for direct-care workers is
Certified Nurse Aide (CNA) training programs, which primarily prepare
workers to assist older adults in nursing homes —and as the IOM report on the
eldercare workforce noted, even this CNA training is outdated and should be re-
designed to meet the service needs of today’s far more complex long-term service
and support consumers. In addition, the IOM report called for an increase in the
minimum federally mandated training requirements from the current 75 hours to
at least 120 hours.

However, even less public policy attention is paid to teaching how to provide
services to consumers living in their homes or other community settings, or to
younger consumers with disabilities. Training standards for personal care
workers vary widely between states, and even between programs within states.
In fact, in many places these workers have no training opportunities at all.

Many advocates from the disability community have strong opinions about
training and training requirements. This may be due to a negative experience
having hired workers who have gone though a poorly designed training course
that provided little information on how to interact with a person who has
significant disabilities. Bad experiences with poor-quality training have led some
beneficiaries, particularly those in consumer directed or self-directed personal
assistance programs, to seek the opportunity to train, as well as hire, their own
workers. .

We submit, however, that best-practice forms of training are now available that
prepare workers explicitly for working within a consumer-directed model, and
that these, more “relationship-based” forms of training can directly support the
aspirations of self-directed consumers to in turn further train, employ and
supervise their direct-care workers.

Consistent with the direct-care worker training provisions of your bili 5. 245, we
must upgrade current training programs and expand their relevancy to a greater
range of workers. We can enhance the content of entry-level and advanced
training for direct-care workers by identifying the competencies required for
workers to provide quality services to long-term care consumers in any setting.
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Training would also be improved by developing competency-based curricula
designed around a system-wide review of the skills and knowledge needed to
provide quality services to address the physical, emotional, and cognitive needs
of older Americans and individuals with disabilities. Finally, training should
include a greater emphasis on communication and interpersonal problem-
solving skills to strengthen service and support relationships, ensure delivery of
person-centered services, and coordinate with family caregivers.

3. Explore new health management practices that target the behavior, habits,
and daily activities of people with chronic conditions and the direct-care
staff who work with them. '

As I noted earlier, I believe that it is critical that health reforms embrace
interventions that improve access to on-going services, as well as social supports
that allow individuals with limitations in activities of daily living to lead better
and healthier lives. People who use LTSS tend to be the cost driver of the health
care system, and we cannot achieve efficiencies and cost savings in our health
system unless and until we embrace a comprehensive approach to managing
their needs. :

The direct-care workforce is ideally positioned to help manage chronic
conditions, ensure compliance with medication and health care regimens, and
introduce wellness and prevention education, thus resulting in better health
status for consumers and lower medical costs for our health care system. Recent
efforts to involve home care workers in monitoring the chronic health conditions
of the individuals they are serving have great promise as a building block for
new disease management practices.

While monitoring certain health statistics (e.g., blood pressure, blood sugar level,
adherence to medication regiment) are critical functions that can be performed
by direct-care workers, changing the behaviors that bring on many chronic
conditions may present the greatest challenge to lessening the impact of these
conditions on overall health status. Since the root cause of many chronic health
conditions is human behavior, it is important to explore how direct-care workers
might support healthier behavior of the people they serve.

By providing a mix of education and modest incentives, direct-care workers may
be able to support certain health-related behaviors, and thus certain conditions,
that are acquired or exacerbated by poor eating habits, lack of physical activity,
and social isolation. For example, providing a direct-care worker with a basket of
produce to prepare a meal for their client, along with a video on food
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preparation, may create a learning experience for both the consumer and the
worker.

Since direct-care workers themselves often come from communities where the
incidence of certain chronic conditions is high, it may make sense to think of the
worker and the consumer as a health dyad where resources could be focused to
change behavior and improve health status of the two, together.

In closing, I would like to thank the committee for its efforts to ensure that long-
term services and supports are included in health reform. The Americans that
rely on these crucial services are often people with multiple chronic health
conditions. Without a concerted effort to address simultaneously the acute and
long-term services needs of this population, efforts to curb the growth in cost of
health care overall may unintentionally result in undermining access and quality
within our nation’s long-term care system.
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The CHAIRMAN. Thank you very much, Mr. Claypool. Ms. Bella.

STATEMENT OF MELANIE BELLA, SENIOR VICE PRESIDENT
FOR POLICY, - CENTER FOR HEALTH CARE STRATEGIES,
HAMILTON, NJ

Ms. BELLA. Thank you, Mr. Chairman, Senator Martinez. My
name is Melanie Bella. I'm the Senior Vice President for the Center
for Health Care Strategies which is a non-profit health policy orga-
nization in New Jersey.

We do considerable work with state Medicaid agencies. One of
the main areas of our work has to do with integrating care for com-
plex and special populations. So I'm delighted to be here today to
talk to you.

You've heard from Secretary Timberlake about one of the most
innovative managed long-term care programs in the country, Wis-
consin’s Family Care. So I'm going to focus on two other areas of
opportunity. One being fully integrated care for dual eligibles and
the second being person-centered community-based home and com-
munity service programs for individuals.

For many in the field of publicly financed care, myself included,
fully integrated care for dual eligibles represents the most impor-
tant and the greatest policy opportunity for health care reform that
we could possibly tackle today. It’s been pursued literally for dec-
ades with an evolution of programs, starting with PACE and On
Lok, going into social HMOQOs, moving into Medi/Medi demonstration
programs, now with the Special Needs Plans that have recently
been created.

The problem remains that very few people are benefiting from
these types of programs. I want to just tell you a quick story about
the type of person that needs this type of program. I’'m indebted
to a good friend, Bob Master, who runs a program called Common-
wealth Care Alliance in Massachusetts which is a fully integrated
program. One of his patients, and she’s very representative, is a
woman named Maddie.

She’s 77-years-old. She has diabetes. She has hypertension. She
has depression and she suffered from multiple strokes. She has
many different caregivers, has frequently been hospitalized and
was facing institutionalization in a nursing home primarily because
it was so difficult for her and her caregivers to navigate the frag-
mented system that she receives her care in.

Thankfully, she found this fully integrated program, Common-
wealth Care Alliance: Now instead of three separate identification
cards, one for Medicaid, one for Medicare and one for her drugs,
three different sets of benefits, three different provider networks,
she gets all of that in one place.

She has a multidisciplinary care team as Secretary Timberlake
talked about. Her wishes drive her care plan. Some of the key com-
ponents that Henry talked about and because of that, decisions are
based on what she needs. She’s been able to reduce hospitalizations
and stay at home.

So not only is it good for Maddie. It’s cost-effective for both the
state and Federal taxpayers. We need to get programs like that to
scale.
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There are only 120,000 people like Maddie in fully integrated
programs today. That’s in large part because of the difficult finan-
cial and administrative challenges that exist between the Medicaid
and Medicare programs. However there are many innovative states
out there that are making great progress in these areas. I would
call your attention to a little chart that shows you ten examples of
what states are doing that have fully integrated programs.

I also should mention although the primary driver for this is ob-
viously getting consumers what they need and where they need the
services, we're also spending a tremendous amount of money on the
fragmented system for dual eligibles. There are only seven million
full dual eligibles, out of Medicaid’s over 55 million beneficiaries.
But they drive 42 percent of cost in total Medicaid expenditures
and 24 percent of Medicare expenditures. In 2008 that will equate
to about 250 billion dollars.

So there is an imperative to do better for the people we're serv-
ing. There’s a fiscal imperative to do better than we're doing today.

So what could Congress do? You could dramatically accelerate
progress in this area by requiring CMS to test ways to overcome
some of the fragmentation in the system. There’s a very innovative
demonstration underway that North Carolina is pursuing that
would address some of the financial misalignments between the
two programs. It would be nice maybe even to get out of demo sta-
tus and to have a certain core set of elements and safeguards in
place to help push states along in this arena to fully integrate care
while removing some of the barriers for doing so.

I also want to talk about Medicaid’s progress in home and com-
munity-based services. These actually have gotten to scale over the
past 30 years, although more could be done. Development of HCBS
is a tremendous example of states serving as laboratories of inno-
vation, if you will.

You've maybe heard of Vermont’s program. It’s called Choices for
Care. It has established different tiers based on people’s needs. For
some folks nursing home care is no longer an entitlement, but
there has been increased access to home and community-based
services.

Tennessee recently launched a bold new act to rebalance its long-
term care system. Again, all of these efforts share the core features
of increasing access to home and community-based services and de-
creasing institutional care. Small steps Congress has taken in the
past including the Money Follows the Person, Real System Change
grants and the Long-Term Care Partnership with CMS.

Those things are great. More substantial changes are necessary
which might include consolidating waivers, allowing states to man-
age HCBS services in totality. Modifying some of the outdated pay-
ment and benefit structures would allow innovation like this really
to blossom across the country.

So I appreciate the opportunity to share some of these ideas with
you. I would gladly answer any questions or fill your ears with all
sorts of little and bigger changes that could really make a dif-
ference in this arena. Thank you very much.

[The prepared statement of Ms. Bella follows:]
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CHC ch;\ltteggre Strategies, Inc.

Thank you, Mr. Chairman and Senator Martinez.

My name is Melanie Bella. I am Senior Vice President at the Center for Health Care Strategies,
Inc. {CHCS), a non-profit health policy resource center near Princeton, NJ. CHCS has three
priorities:

1) toclose the gap in the quality of care received by Medicaid beneficiaries;

2) to build the leadership capacity of state Medicaid directors and other key Medicaid
stakeholders; and

3) tointegrate care for low-income beneficiaries of publicly financed care, especially those
with the complex chronic conditions associated with advanced aging and disability.

CHGCS promotes innovation, evaluation, and dissemination of best practices in each of these
areas and most of our work is in cutting-edge states like Colorado, New York, Pennsylvania,
Washington, Wisconsin, and others.

Because Secretary Timberlake has already described Wisconsin’s managed long-term care (LTC)
program, Family Care, one of the more exciting and innovative programs in LTC nationally, I
will spend my time with you highlighting two other major areas of opportunity in caring for
those with chronic medical and long-term supports and services needs:

o fully integrated care for the dual eligibles; and
¢ coordinated patient-centered home and community-based services.

For many in the field of publicly financed care, myself included, iﬁtegrated care for the dual
eligibles represents the single most important opportunity for reforming the current U.S. health
care system. Itis tantamount to a Holy Grail that has been pursued literally for decades. The
first efforts to integrate care for dual eligibles began in the early 1980s with efforts like the On
Lok/Program of All Inclusive Care for the Elderly (PACE) program and social HMOs, and
eventually the state-based Medicare-Medicaid integration waivers in Massachusetts, Minnesota,
and Wisconsin. ’

While there are gems among all of these programs, after 30 years most remain relatively small
in scale. More that 95 percent of the dual eligibles who could benefit from fully integrated
approaches are still in various forms of un-integrated and un-managed care. Even among those
who could benefit the most, the highest risk duals with multiple acute and long-term care
needs, the percentages in integrated care are truly discouraging. This is the case, although most
experts you could bring here to testify would assert that truly integrated care could significantly
improve the lives of beneficiaries and reduce the growth in Medicare and Medicaid costs for
taxpayers. To underscore that last point, the seven million full dual eligibles (about 18 percent
of all Medicaid beneficiaries) consume over 42 percent of Medicaid resources and 24 percent of
Medicare resources. That is more than $250 billion in FY2008.
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What do | mean by truly integrated care? In its purest form, it is where one entity is
programmatically and financially responsible for providing all Medicare and Medicaid
reimbursable services. That means both acute care and long-term supports and services as is the
case with PACE, Wisconsin’s Partnership Program, New Mexico’s Coordination of Long-Term
Services, Minnesota’s Senior Health Options, and a limited number of other model programs.
There are a set of core elements in each of these programs:

Patient-centeredness;
Hands-on care coordination;
Direct linkage between primary care and other clinical, behavioral, and supportive
services;
¢ Anemphasis on home and community-based services rather than institutional care;
¢ Performance measurement; and
* Risk adjustment and other ways of aligning financing to incentivize appropriate care.

Each of these elements has been forged and tested in the groundbreaking work being done in
the states I have mentioned. I call your attention to the chart attached to my prepared statement
that provides more detail on some of the model programs.

As policy makers, I imagine that your major interest is in understanding how to help spread
these good works to benefit more than three or four percent of dual eligibles. Under current
law, the most promising option, though not “true integration,” is to promote virtual integration
through Medicare Special Needs Plans (SNPs), wherein dual eligibles enroll in the same
managed care organization for their Medicare services and, given a contract between the SNP
and the state Medicaid agency, their wrap-around acute and long-term care supports and
services. In addition to the original Medicare-Medicaid integration states (MA, MN and WI),
others like Arizona and New Mexico have made substantial progress along these lines. Even so,
these virtually integrated plans are providing a full set of Medicare-Medicaid services to only
about 120,000 beneficiaries.

Why are the numbers so low? In part because SNPs are relatively new to seniors and, as well, to
state Medicaid agencies. Further, Federal Medicare and Medicaid officials have not been able to
overcome many of the countless regulatory and administrative barriers that continue to
separate these two programs even when it would be in the interest of both the beneficiaries and
federal and state government to do so. With support from the Robert Wood Johnson
Foundation and, more recently, The Commonwealth Fund, CHCS has worked closely with
Centers for Medicare and Medicaid Services (CMS) and state officials to identify and address
these barriers (e.g., ranging from different marketing and enroliment rules to divergent
grievance procedures), and hopes to see even greater opportunities for doing so in the new
Administration. Finally, SNPs and managed care in general are not prevalent in a number of
states and in more rural regions of other states.

True—or even virtual — integration in states without vibrant managed care markets will require
alternative, non-SNP based solutions. Under current law, they will also quite likely require
running the complicated federal waiver and/or demonstration gauntlet with CMS and OMB.
One very exciting proposed innovation, the 646 Demonstration (under the Medicare
Modernization Act) in North Carolina, appears to be on the brink of approval. It presents an
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enormous learning opportunity on a number of fronts, but perhaps most important, it would
test a gain sharing arrangement between the federal government and a non-profit entity
connected to the state Medicaid agency. What is so significant herein is that it could pave the
way for win-win financial realignments between Medicare and Medicaid, and between the
federal government and the states. It could even lead to consideration of Medicare contracting
directly with states for the risk-based management of all Medicare services for the duals .
something that has been proposed under the label, “Medicaid Duals Demonstration,” in a
number of venues over the past several years.

Congress could dramatically accelerate progress in this arena by requiring CMS to test ways of
overcoming the fragmentation of care for the dual eligibles. A reinvigoration of existing
demonstration authority could certainly accelerate the pace of change. Or Congress could
specifically request that CMS demonstrate progress in replicating “good” fully integrated care
models by establishing the appropriate standards and safeguards and working with states to
balance front-end funding needs with longer time horizons for achieving budget neutrality.

In the meantime, as I observed at the outset, states that start the ball rolling toward greater
coordination of care by creating managed long-term care program’s like Wisconsin’s Family
Care and Arizona’s Long Term Care System should be encouraged by both Congress and the
Administration. These programs do not get to scale overnight, so facilitating experimentation in
the other states like Florida, New York, and Texas is crucial. These states and others are
focusing their attention on this issue because the nation’s current system of fragmented long-
term supports and services is simply not good for beneficiaries or for state budgets.

Finally, it will be no news to the members of this Committee, but I must say that most of the '
scalable progress made in Medicaid’s long-term care programming over the past 30 years is in
the arena of Home and Community Based Services (HCBS). In many states, including my home
state of Indiana where I served as Medicaid Director for three years, nursing homes still
consume the lion’s share of the funding. But a recent Kaiser Family Foundation paper reported
a very encouraging statistic: 41 percent of Medicaid long-term care expenditures in 2007 were
for HCBS, up from only 19 percent in 1995.

The development of HCBS is a tremendous illustration of Justice Brandeis’ observation about
states as laboratories for innovation. The ground-breaking work of states like WI, KS, OR, and
WA, among others, has enabled the nation and frail-elders to shift away from overreliance on
institutional care —even to the point of compelling nursing facilities to become more and more
home-like, e.g., the Greenhouse model. Vermont, for example, launched its Choices for Care
program, which establishes different tiers of need as a mechanism for rebalancing the system to
increase access to HCBS services and decrease use of nursing homes. More recently, Tennessee
has embraced efforts to expand access to HCBS as part of a fundamental change to its LTC
delivery system. It is pursuing a fully integrated, mandatory, statewide LTC program designed
to move people out of institutions and into the community.

Across the nation states are experimenting with ways to rebalance their systems; however,
much more remains to be done to increase access to high quality, accountable home and
community based services. Small policy changes by Congress to encourage the replication of
successful past efforts such as Money Follows the Person and Medicaid Transformation Grants
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would be a significant start. More substantial changes might include consolidating waivers so
that a different one (with a different time horizon and different cost effectiveness test) is not
required for each group of individuals, allowing states to manage all HCBS services (state plan
and waiver) under waiver authority; and modifying some of the outdated payment and benefit
policies. One might even imagine a world some day where a waiver is not required for a
person to stay at home to receive needed services.

Today, across the country, there are many small pockets of innovation in states that -- out of
necessity and ingenuity — are doing their best to work around administrative and financing
hurdles to deliver better and more cost-effective services and supports for those with chronic
long-term care needs. But with the myriad of “boutique” programs and with no clear path for
long-term care, there is not a strong sense of knowing what kinds of care work best when,
where, and for whom. In medical care, an Institute of Medicine report spurred policy makers
and clinicians alike to demand that the nation deliver the right care, to the right people, in the
right setting, at the right time, and for the right price. It is time for similar expectations to be
applied in caring for those with chronic medical and long-term supports and services needs.
There is a gold mine of opportunities to improve health outcomes, better people’s lives, and
curb escalating costs related to fragmented and poorly coordinated care.

Thank you for the opportunity to testify.
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The CHAIRMAN. Thank you very much, Ms. Bella. Ms. Feder.

STATEMENT OF JUDY FEDER, SENIOR FELLOW, CENTER FOR
AMERICAN PROGRESS ACTION FUND, WASHINGTON, DC

Ms. FEDER. Chairman Kohl and Senator Martinez, it is a pleas-
ure to be part of the hearing youre having on such an important
issue; the need for public action to improve long-term care services
and supports.

We hear a lot today about the need for health reform as critical
to restoring the nation’s economic and fiscal health and that is a
really good thing. But you know that we can’t achieve health or fis-
cal security unless health and entitlement reform address the need
for affordable long-term care. People who need health and long-
term care don’t distinguish between the two. They need both. Our
Medicare and Medicaid programs devote substantial resources as
you just heard to people who need both. We've got to fix both our
health and long-term care financing systems and delivery systems
to promote economic stability for our nation and our families.

Unfortunately, ignorance about long-term care has long impeded
effective long-term care policy. The facts are, as you've heard and
can see today, that young as well as older people need long-term
care, and that even among older people the need for extensive long-
term care, extensive and expensive, is an unpredictable, cata-
strophic risk. Families are giving their all to providing the bulk of
care at home that people who need long-term care are receiving.

Contrary to what is sometimes claimed, the problem with today’s
long-term care system is not that individuals and families fail to
take enough responsibility. Rather they just don’t have enough to
give. That’s why we need better public support, support that
spreads the risk and the burden of long-term care financing rather
than as in our current system, concentrating it so heavily on the
people, the individuals and the families, who actually need care.

As you’ve heard today, we are fortunate in that there are many
ways to move forward. We can only do better. So let me give you
very briefly four examples. Two focus on the low-income population
and improving Medicaid while lowering costs, which we’ve heard
much about this morning. Two would phase in broad public long-
term care insurance for the future.

First on my list and on the list of many here today is to assure
broader Medicaid support for care at home where people want to
be rather than in nursing homes where they don’t. There are lots
of different proposals to do this in different ways. The Community
Choice Act is one such proposal. [Applause.]

Recent research suggests that, once established and accompanied
by policies to reduce nursing home use, broad availability of home
care through Medicaid programs can actually slow the growth of
total spending on long-term care. If supported by Federal dollars,
changes in Medicaid can assure better service at potentially lower
cost no matter where people live in every state and within states
all across the country.

Second on my list, as Melanie has been talking about and affect
in both Medicaid and Medicare, is to better integrate acute and
long-term care for the Medicaid/Medicare or dual eligibles who de-
pend on both. Dual eligibles are the poster children for what we



65

can achieve in terms of coordinating acute and long-term care to
promote better quality, reduce waste and gain greater efficiency in
our health care system. Models exist using a single delivery sys-
tem, as in Wisconsin as we heard earlier.

We can build on and extend those models while remembering, as
we've heard this morning, that it’s not enough or can be actually
not so helpful just to change financing. What we need is to assure
that we're developing and supporting delivery systems that are
really effective in providing quality care.

For the future I've got two more options. Both would phase in
public insurance protection across the income scale to prevent
underservice or impoverishment for all Americans. One would add
a long-term care benefit to Medicare for the future—phased in, that
is not available to current beneficiaries over the age of 60, and
prefunded, that is, with contributions today put into a trust fund
so that future elderly would be financing their own benefits—pay-
ing now to support future needs.

A second option, the CLASS Act, would create a new long-term
care program—again starting with the working age population and
financed through voluntary deductions from payroll. Unlike Medi-
care, the CLASS Act would provide a cash benefit, which we’ve
heard about today as well, that would allow people maximum flexi-
bility in using their dollars to meet their needs, supported by good
public policies.

Mr. Chairman, Senator Martinez, assuring efficient, adequate
and equitable long-term care financing is part and parcel of build-
ing our nation’s economic future and assuring economic stability.
The need to address this problem will only grow as our nation ages
and as younger people with disabilities live longer. Living longer
is a good thing, if we match that accomplishment with policies that
enhance the quality as well as the duration of life.

Given the scope of the demographic changes before us, we cannot
consider ourselves stuck with the inadequate long-term care system
we have. We should consider ourselves on the ground floor of the
long-term care system we want to build. Now is the time—with
new national leadership, a powerful need to invest in rebuilding
our nation’s prosperity, and a new excitement about our nation’s
and our government’s potential, to build a better future—now is
the time to confront the policy, political and fiscal challenges of
building a better long-term care system.

I applaud your effort to do just that. I look forward to working
with you to achieve it. Thank you. [Applause.]

[The prepared testimony of Ms. Feder follows:]
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Chairman Kohl, Senator Martinez, and members of the committee, I am pleased to testify
before you today on the need for public action to improve long-term care services and supports.
I'know you share my view that the nation’s economic stability depends on the well-being of its
families and that support for people impaired in the tasks of daily life is key to that well-being.
Sadly, that support is sorely lacking under current policies.

Both during the presidential campaign and since the election of President Obama, we’ve
heard much about the need for health reform as critical to restoring prosperity for families and
the nation’s economic and fiscal health. Health reform is not only essential to assuring all of us
affordable health care; it is also essential to slowing cost growth in our health entitlement
programs, Medicare and Medicaid.

But we cannot achieve health or fiscal security unless health and entitlement reform
address the need for affordable long-term care. People with health problems that create both
acute and long-term care needs do not distinguish between the two when it comes to finding or
paying for care. Both threaten their health and financial well-being. Our current entitlement
programs serve people who need both sets of services. About 16 percent of Medicare
beneficiaries are eligible for both Medicare and Medicaid (“dual eligibles™), more than half of
whom need long-term care.! More than a third of Medicaid expenditures are devoted to long-
term care services—at home and in the community as well as in nursing homes.? We cannot
effectively address the needs of people served by these entitlement programs—or their costs—
without addressing responsibility for financing long-term care.

Unfortunately, mythology about long-term care has long impeded effective long-term
care policy. It is frequently claimed that the need for long-term care only arises when people get
old, that it happens to just about everybody, and that it is the responsibility of individuals and
families simply to “plan ahead” and take care of themselves or their family members “when the
time comes.”

Such claims egregiously misrepresent the reality of long-term care needs and the
extraordinary commitments families make to address them.

» The need for long-term care is not limited to older people. Of the just over 10 million
people estimated to need long-term care in 2005, about four in ten were working-aged
adults or children.® Simply telling families to “plan ahead” is useless for the millions of
people who experience disability at a young age.

e Even among older people, the need for extensive long-term care varies considerably.
Among the population turning age 65 today, three in ten are expected to die without

! Kaiser Commission on Medicaid and the Uninsured, Dual Eligibles: Medicaid’s Role for Low-Income Medicare
Beneficiaries, February 2009; and Centers for Medicare and Medicaid Services, “2003 Section 8. Medicare Dually
Eligible Population,” The Characteristics and Perceptions of the Medicare Population, 2003,
hitp://www.cms.hhs.gov/MCBS/Downloads/CNP_2003_dhsec8.pdf.

2 Kaiser Commission on Medicaid and the Uninsured, The Medicaid Program at a Glance, November 2008.

® Judith Feder, Harriet L. Komisar, and Robert B. Friedland, Long-Term Care Financing: Policy Options for the
Future (Washington, DC: Georgetown University Long-Term Care Financing Project, 2007),
http:/Atc.georgetown.edu/papers.htm.
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needing any long-term care. By contrast, one in five will need five or more years of
care. Looked at in terms of expenditures, half the people turning age 65 today can be
expected to live their lives without spending anything on long-term care; another quarter
are expected to spend less than $10,000 (in present discounted value). At the other end of
the spectrum, 6 percent can expect to face over $100,000 (in present discounted value) in
long-term care expenditures.’

¢ Far from avoiding responsibility for long-term care, it is families whom most people who
need long-term care count on for support. Unpaid care provnded by family and friends
accounts for an estimated 85 percent of the care people are recelvmg at home.® That care
comes at enormous cost to overtaxed caregivers, both in economic opportunities foregone
and in health burdens associated with caregiving.

And, despite substantial effort, even extensive family care too often leaves significant
needs unmet. The last public survey of unmet need for long-term care found one of every
five individuals at home and in need of care going without care they needed—and facing
increased risk of serious health conseguences as a result: falling, being unable to eat,
bathe, or dress, or soiling themselves.

The problem with today’s long-term care system is not that individuals and families fail
to take enough responsibility. Rather, they simply do not have enough to give. The need for
extensive long-tenn care is an unpredictable and catastrophic risk. Typically, as, for example, in
health care, we rely on insurance to “spread” such risks—having a large population contribute to
a fund that is then distributed to the minority for whom catastrophic risk becomes a reality. For
long-term care, however, instead of insurance, costs are concentrated on the individuals and
families of those who use service, backed only by a public program (Medicaid) that finances
care—primarily nursing home care—as a “last resort™—only after they have spent virtually all
they have.

Despite considerable recognition among experts of the need for better insurance against
the risk of extensive long-term care needs, policy action to develop better insurance has been
stymied by endless debate about whether our long-term care financing system should be “public”
or “private”. Such ideological rhetoric obscures the facts. The reality is that we already have a
mixed public-private long-term care financing system and that we will always have a mixed
public-private long-term care financing system. The real policy choice is whether we want a
public-private system that works, or we want to retain today’s dysfunctional combination.

We currently dedicate substantial public and private resources to long-term care—but we
do not use our resources effectively. Instead of insurance we have a combination of out-of-

* Peter Kemper, Harriet L. Komisar, and Lisa Alecxih, “Long-Term Care Over an Uncertain Future: What Can
5Cum:m Retirees Expect?” Inquiry 42, no, 4 (winter 2005/2006):335-350.

Ibid
§ Mitcheil P. LaPlante, Charlene Harrington, and Taewoon Kang, “Estimating Paid and Unpaid Hours of Personal
Assistance Services in Activities of Daily Living Provided to Adults Living at Home,” Health Services Research 37,
no. 2 (2002):397-415.
7 Judith Feder, Harriet L. Komisar, and Robert B. Friedland, Long-Term Care Financing: Policy Options for the
Future (Washington, DC: Georgetown University Long-Term Care Financing Project, 2607).
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pocket private financing (very little private long-term care insurance) and last resort public
financing (mostly through Medicaid).

In 2005, we spent over $200 billion in public and private dollars on long-term care
supports and services.® Three quarters of those dollars were public—about haif through
Medicaid, which explicitly covers long-term care, and about another quarter through Medicare,
which covers long-term care-like services, but for relatively short periods, typically associated
with acute iliness. But private financial contributions grossly understate the private role in
today’s financing system—in part because of the enormous contribution of unpaid family care
and in part because of the enormous contribution—as a share of income—made by affected
families.

No one likes this system. Individuals in need face financial catastrophe, too often do not
get care at home where they want it, and, even when they do, too often get inadequate care.
Families face overwhelming care-giving burdens. State and federal governments face growing
fiscal burdens, leading them to focus more on how to limit what they spend—simply shifting
burdens to individuals and families—than on how to build a system that works.

We can and must do better. With current leadership committed to investment in our
future, now is the time to exert public leadership to build an effective public-private long-term
care system—one that assures sufficient public and private resources to spread risk for people of
all ages, supports access to quality care at home as well as in institutions, protects people who
need care now as well as in the future, and shares financial responsibility fairly across taxpayers
and affected individuals and families.

A better system will require a clearer, more effective public role. Fortunately, we have
many ways to move forward. Today 1 will outline four—drawing on some of the proposals
experts developed for our Robert Wood Johnson-funded Georgetown University Long-term Care
Financing Project (http://www.ltc.georgetown.edw/), as well as proposals under discussion in the
Congress.

The first two options focus on better long-term care services for people least able to
protect themselves—low income people ¢ligible for Medicaid. By extending Medicaid support
for home and community-based care and improving services for low income Medicare/Medicaid
beneficiaries (“dual eligibles™), policy can promote better access to services at potentially lower
costs than the current system. Such policy changes are an obvious target for immediate action in
the current fiscal environment.

But our current fiscal problems should not obscure the importance of building a long-
term care system that goes beyond the low-income population. Now and into the future, reliance
on a means-tested program will continue to leave modest and even better-off people of all ages at
risk of impoverishment and under-service if they need extensive long-term care.

8 Judith Feder, Harriet L. Komisar, and Robert B. Friedland, Long-Term Care Financing: Policy Options for the
Future (Washington, DC: Georgetown University Long-Term Care Financing Project, 2007).
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The third and fourth options therefore look at proposals for phasing-in broad public long-
term care insurance that will spread the risk of needing long-term care across a broad population,
assuring access to better support for people who need care. .

MORE EFFECTIVE, EFFICIENT MEDICAID LONG-TERM CARE
Extending Medicaid Support for Home and Community-Based Care

First on the list is a proposal to broaden Medicaid coverage of long-term care supports
and services at home. We start here for two reasons: first, because as a safety net, Medicaid
focuses on people least able to protect themselves;, because of limited resources, and second, -
because evidence suggests that expanding home care in Medicaid can efficiently improve access
to needed care where people prefer to receive it—at home, rather than in nursing homes.

Despite its enormous value to people who need help, Medicaid is frequently and
legitimately criticized for inadequate support for long-term care outside of nursing homes.
Medicaid gives states the primary role in defining the scope of both eligibility and benefits.
States vary substantially in their investment in all long-term care services, but particularly in
investment in home and community-based care. In 2005, spending per low-income resident in
the five highest-spending states ($1,137) was nearly three times the national average ($383) and
nearly eight times the average spent in the five lowest spending states ($145).> Research at
Georgetown shows that differences in state policies have enormous consequences for people who
need long-term care. A person who is financially eligible and sufficiently disabled to receive
Medicaid services in one state might not be eligible for Medicaid in:another and—even if
eligible—may receive a very different mix or frequency of services.”® Further, research on .
unmet need indicates that states with a broader use of home-based services had a lower incidence
of unmet need than states with narrower use.'’ This result is consistent with a large body of
research showing that use of paid services eases the burdens of, but does not replace, family
caregivers.

While Medicaid’s support for home and community-based care has been growing,
nursing homes still absorb the bulk of Medicaid’s long-term care spending in most states.'>
Medicaid’s emphasis on institutions flies in the face of the desire expressed by people of all ages
who need long-term care: they would far prefer to remain at home or in the community.
Research also suggests that investing resources in home and community-based care not only can
provide services that people prefer but over time actually slow the growth in total long-term care

spending by reducing reliance on costly institutional care.

? Judith Feder, Harriet L. Komisar, and Robert B. Friedland, Long-Term Care Financing: Policy Options for the
Future (Washington, DC: Georgetown University Long-Term Care Financing Project, 2007).

11 aura Summer, Choices and Consequences: The Availability of Community-Based Long-Term Care Services fo
the Low-Income Population (Washington, DC: Georgetown University Long-Term Care Financing Project, 2003)
" Harriet L. Komisar, Judith Feder, and Judith D. Kasper, “Unmet Long-Term Care Needs: An Analysis of
Medicare-Medicaid Dual Eligibles,” Inquiry 42, no. 2 (summer 2005):171-182.

'2 Enid Kassner et al., 4 Balancing Act: State Long-Term Care Reform (Washington DC: AARP Public Policy
Institute, 2008). -
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In an analysis of Medicaid long-term care spending from 1995-2005, researchers at the
University of California San Francisco found that overall long-term care spending grew more
slowly in states with extensive, well-established home and community-based care than in states
with few such services—actually reducing total inflation-adjusted “non-MR/DD” long-term care
spending over time.” While support for home and community-based care initially boosted total
spending (and served more people), the researchers argue, over time the availability of care at
home and policies to control nursing home use actually reduced reliance on costly nursing home
care.

Different approaches would expand the availability of home and community-based
services in Medicaid in different ways. For example, the Community Choice Act, S. 799,
introduced in the 110™ Congress, would require all states to make home and community-based
personal attendant services available as an option to people eligible for Medicaid nursing home
services. States would receive enhanced federal matching rate for attendant care services during
an initial period, as they developed these programs.

Another approach, proposed in the Empowered at Home Act, $.3327, in the 1 108
Congress, would allow states to extend income eligibility standards for home and community-
based care to nursing home and home and community-based services waiver levels (that is,
income up to 300 percent of the supplemental security income, SSI, benefit level) and allow
people to retain more assets, so they could actually afford to stay in their homes. States could
also extend disability-based eligibility for home and community-based care to people whose
conditions have not yet deteriorated to a nursing-home-equivalent level of need so they are
actually able to manage in their homes.

These changes would overcome restrictions that have limited states’ interest in amending
their state Medicaid plans (as allowed under the Deficit Reduction Act of 2005) to broaden long-
term care services in the community. For states that choose to expand in these ways, the bill
would also eliminate states’ ability to cap enrollment and waive state-wideness requirements. If
states take up the option, these changes could assure far broader availability of home and
community-based care in many states. If made mandatory, or funded more extensively by the
federal government, people in need of long-term care could be better and more efficiently served
in all states.

Improving Service Delivery for Medicare-Medicaid “Dual Eligibles”

A second proposal, similarly aimed at the population least able to protect themselves,
focuses on measures to promote more efficient service delivery for acute as well as long-term

13 «Non-MR/DD” long-term care spending does not include spending for services specifically aimed at people with
mental retardation and other developmental disabilities (MR/DD). In the analysis, “non-MR/DD” spending consists
of nursing home, personal care, home health, and non-MR/DD waiver spending. Stephen Kaye, Mitchell P.
LaPlante and Charlene Harrington. "Do Noninstitutional Long-Term Care Services Reduce Medicaid Spending?”
Health Affairs 28, no. 1 (January/February 2009):262-272.
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care for low income older and disabled people who are beneficiaries not only of the Medicaid but
also of the Medicare program.
Approximately 8.8 million Medicare beneficiaries, poor enough to qualify for Medicaid,
have their acute care services financed by Medicare.14 Medicaid pays the cost-sharing
associated with their Medicare benefits and, if they need long-term care, it is Medicaid that pays
for their services. Although together the two programs provide a broad set of benefits, except for
some state demonstration programs, neither program bears responsibility for coordinating
services within or across programs. Neither program, for example, assumes responsibility for
assuring support services following a Medicare-financed hospitalization that might prevent a
Medicaid-financed admission to the nursing home: And, if Medicaid were to invest in such
* support and prevent a hospital admission, its administrators often point out it is Medicare and the
federal government that would reap the savings from lower hospital spending, while Medicaid
and the state would bear the expense for in-home care.

Coordination of acute and long-term care services for dual eligibles has the potential to
promote both more efficient use of resources and better quality care. Some models currently
exist that use a single delivery system to provide the full r}'mge of Medicare and Medicare-
covered services, in return for payment from both programs.”

For example, in Wisconsin, The Family Care Partnership Program is a voluntary
program, available in some regions of the state, for dual eligibles who have a nursing home level
of long-term care need. Participants receive integrated care from a health plan that has contracts
with both Medicaid and Medicare. The plan receives monthly per-person payments from
Medicaid and Medicare for each participant to pay for all services its enrollees receive.!

Payment based on capitation, rather than fee-for-service, can encourage efficiency and
enable a delivery system to use savings from reduced hospitalizations or other acute-care
services to offset costs of coordination and long-term care. However, capitation also can reward
an organization that delivers too little service—delivering less but not better care and simply
reaping greater profits. Use of capitation rates on the assumption that the result will be greater
efficiency can risk harming the very disabled patients coordination is aiming to help.

Efforts to encourage coordinated care must therefore begin with the development and
assurance of effective delivery arrangements—not with payment of a capitation rate. Providers
and plans can be encouraged to develop those mechanisms through demonstrations and
rewarded for reducing unnecessary services with mechanisms that pose less risk than full
capitation—for example, the opportunity to share in and reallocate “savings” from lower than
projected use of hospital care. Even for a sophisticated organization, payment based on fixed
budgets, which depend on the actually delivery of services (of whatever mix), may be preferable

" Kaiser Commission on Medicaid and the Uni d, Dual Eligibles: Medicaid’s Role for Low-Income Medicare
Beneficiaries, Fact Sheet (Washington, DC: Kaiser Family Foundation, February 2009).

5 Center for Health Care Strategies, Inc., “States with Fully-Integrated Care Programs for Dual Eligibles,”
http://www.ches.org/usr_doc/ICP_State-by-State_Dashboard.pdf; and David C. Grabowski, "Special Needs Plans
and the Coordination of Benefits and Services for Dual Eligibles,” Health Affairs 28, no.1 (2009): 136-146.

!¢ Wisconsin Department of Health Services, “Program Overview,” Family Care Partnership Program,
http:/dhs.wisconsin.gov/wipartnership/2pgsum. HTM.
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to payment of capitation payments, which are made whether or not services are delivered.
Finally, quality monitoring and beneficiary choice can help assure that delivery systems are
actually delivering better value, not simply lower costs.

PUBLIC CORE OF INSURANCE FOR LONG-TERM CARE
Adding a Long-term Care Benefit to Medicare

Medicare’s health insurance protection is of enormous value to the seniors and people
with disabilities who are its beneficiaries. But Medicare’s gaps—especially in financing for
long-term care—leave even its beneficiaries at risk of financial catastrophe and inadequate care
when their illnesses or impairments create the need for long-term care services and supports.

As we look at reforming our entitlement programs—Social Security, Medicare, and
Medicaid—in the face of an aging population, it is essential that we look at the full range of
people’s financial and health care needs and equitable, efficient ways to support them. Adding a
long-term care benefit to Medicare—with a financing stream to support it—is therefore worthy
of our attention.

One such proposal was developed for our Robert Wood Johnson-funded Long-Term Care
Project by Leonard E. Burman and Richard W. Johnson."” The proposal would provide long-
term care benefits alongside health benefits through a pre-funded, phased-in, progressively-
financed program—in which resources are accumulated in advance of service needs and
individuals who eam more, contribute more. The proposal is aimed at the working-aged
population, should they become disabled and eligible for Medicare, and the future older
population when they become eligible for Medicare.

The proposed Medicare benefit would cover nursing home services and up to 100 hours
per month of home care for persons meeting specified disability criteria. Cost-sharing and
deductibles would be required, up to a maximum out-of-pocket ceiling and would be subsidized
for low-income beneficiaries. In order to allow revenues to accumulate to support the benefit,
the new Medicare benefit would not apply to current Medicare beneficiaries aged 60 or older. All
individuals under the age of 55 would participate, with individuals aged 55-59 given the option
of participating by paying an additional lifetime surcharge. Five years after the program begins,
participating Medicare enrollees would be eligible for benefits, and Medicaid would cover the
cost-sharing and deductibles for low-income beneficiaries.

The proposal’s financing would be designed to replicate the current distribution of long-
term care financing across income groups, but to spread it across the full population, rather than
concentrate it on users. General revenues currently support Medicaid; the new Medicare benefit
would replace most of Medicaid and rely on equivalent general revenues for part of its financing.
Current private long-term care spending, the authors show, increases with income, whether

Y { eonard E. Burman and Richard W. Johnson, “A Proposal to Finance Long-Term Care Services Through
Medicare with an Income Tax Surcharge,” working paper no. 8, Georgetown University Long-Term Care Financing

Project, 2007, http:/ltc.georgetown.edu/forum/8burmanjohnson06 1 107.pdf.
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through Medicaid spend-down for people with low and modest incomes or through self-
financing for the better-off. The new Medicare benefit, which would replace the bulk of that
spending, would be financed with a surtax on the income tax that similarly varies with income.

The financing mechanisms used to support the proposal stand out in their attention to pre-
funding and progressivity. To assure pre-funding, dedicated revenues would be placed in a trust
fund, as currently in Medicare. But unlike Medicare, contribution rates would be designed and
the trust fund structured to pre-fund future expenses by investing in nongovernmental securities,
“so that”, in the authors words, “revenues raised would be exactly offset by outlays and could
thus not be used to mask budget deficits.” The financing mechanism is not only promoted as a
mechanism for more equitably and adequately supporting long-term care but also as a means to
raise national savings—or to pre-fund future expenses. By establishing and investing the trust
fund, it is designed to “improve the nation’s ability to cope with the long-run fiscal imbalances
that will start with the retirement of the baby boom generation.” Essentially, this proposal allows
future generations to finance their own benefits—paying now to support future needs.

Adding a long-term care benefit to Medicare builds on and strengthens our existing
universal public program for health insurance, and is therefore designed to accommodate an
American system. But it is interesting to note that other industrialized nations are moving
toward universal public protection for long-term care financing. According to analysis of 19
Organization for Economic Cooperation and Development (OECD) countries this movement
does not imply the absence of private obligations (cost-sharing and other out-of-pocket spending)
nor does it imply unlimited service or exploding costs.'® Rather, in general, it reflects an effort
to balance public and private financing in a way that relates personal contributions to ability-to-
pay and targets benefits to the population with the greatest need for care. Because so many of
these nations already have the larger elderly populations that the U.S. is moving toward, their
experience can provide important lessons for our design of a more effective long-term care
system.

Establishing a Voluntary Public Long-term Care Insurance Program

Another option for broad public insurance protection for long-term care is to create a new
program, specifically designed for this purpose. One such proposal is the Community Living
Assistance Services and Supports Act (CLASS Act), S. 1758 introduced by Senator Kennedy in
the 110th Congress. This proposal is similar to the proposal for a new Medicare benefit in
promoting a broad (if not universal) spreading of risk and in phasing in coverage as its
participants age, rather than covering those who are currently elderly or disabled. It differs from
the Medicare proposal not simply in creating a new administrative mechanism but in its
financing structure and in its offer of a specified cash benefit, rather than the coverage of a
defined set of services.

'® Organization for Economic Cooperation and Development (OECD), Long-Term Care for Older People, OECD
Health Project, 2005.
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As introduced in 2007, the CLASS Act would provide an initial cash benefit of $50 or
$100 per day, depending on disability level, for people to use on non-medical services and
supports. Dollar amounts would increase with inflation.

A cash benefit has been advocated—particularly by the working aged disability
community—as providing greater flexibility for beneficiaries to tailor services and other
purchases to suit their particular needs—including the ability to pay family caregivers, make
home modifications, or make other eligible expenditures on non-medical services and supports
that make life easier in ways that a pre-specified benefit package might not accommodate.
Demonstrations using cash or vouchers within Medicaid suggest the importance of
accompanying a cash benefit with information and counseling to help people identify and
arrange their hiring or purchases, as well as with arrangements to assure that workers are both
qualified and paid adequate benefits.

All employed individuals and their spouses would be eligible to participate in the new
benefit, contingent on the payment of a monthly premium (subsidized for low-income
participants)—and people who had previously joined could continue to participate if no longer
employed. The goal would be to have a person's premium remain constant over time. But the
commitment to self-funding would allow premiums to rise if necessary to assure program
solvency.

Participants would first become eligible for benefits ("vested") after 5 years of payment.
Premiums would be voluntary but deducted from workers’ paychecks—with workers’ of
participating employers automatically enrolled—unless they explicitly opted out. This “opt out”
approach has also been applied to employment-based savings programs, and produced
substantial, albeit not universal, participation rates.'”

The cash benefit and voluntary participation of the CLASS Act, illustrate the potential for
creating an optional, sclf-funded, phased in, limited long-term care benefit—starting with the
working aged population among whom the need for long-term care is relatively rare. Over time
the benefit would apply to the very old, who are most likely to need long-term care. Providing a
substantial portion of the population, younger and ultimately older, a core of financial protection
against long-term care needs, this approach has the potential to spread the risk of long-term
needs and assure better access to care.

THE IMPORTANCE OF ACTING NOW

At this time of economic hardshxp and fiscal stress, many will argue that improving our
long-term care financing system is a low priority—that we cannot afford to address financing for
long-term care. The facts are that long-term care costs, like health care costs, undermine
families’ financial security, and that the costs of dual eligibles—especially those who need long-
term care—are driving up federal and state expenditures for existing entitlement programs,

19 The Retirement Security Project, Automatic IRAs: Extending Savings Opportunities to 75 Million More Workers
(Washington, DC: The Retirement Security Project, February 2007).




76

Medicare and Medicaid. Assuring efficient, adequate, and equitable long-term care financing is
part and parcel of building our nation’s economic future,

The need to address this problem-will only grow as our nation ages. In the next forty
years, the population over age 65 will roughly double—growing from 39 million and 13 percent
of the population to 80 million and 21 percent of the population. The proportion aged 85 or over,
who are most likely to need long-term care, will more than double—from 2 percent to 5
percent—and from 6 million to 21 million people. At the same time, people under age 65 who
need long-term care are lxvmg longer, with their numbers expected to grow from 4 million to 13
million over the same period. %° .

This is not bad news—having more people living longer is a major accomplishment for
our society. We must match that accomplishment with policies that enhance the quality as well
as the duration of life. And, given the scope of the demographic changes before us, we do not
have to consider ourselves stuck with the inadequate long-term care system we have; we should
consider ourselves on the ground floor of the long-term care system we want to build.

Now is the time—with new leadership, a powerful necessity to invest in rebuilding our
nation’s prosperity, and a new excitement about our nation’s and our government’s potential to
build a better future—to confront the policy, political, and fiscal challenges of building a better
long-term care system. I look forward to working with you to do just that.

% Judith Feder, Harriet L. Komisar, and Robert B. Friedland, Long-Term Care Fi inancing: Policy Optums Jor the
Future (Washington, DC: Georgetown University Long-Term Care Financing Project, 2007).
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The CHAIRMAN. Thank you so much. Alright. Senator Martinez,
go ahead.

Senator MARTINEZ. Mr. Chairman, thank you so much. You're
unusually deferential for a Chairman, but thank you. [Laughter.]

Ms. Bella, I wanted to ask if you could enlighten us a little more
on the case for fully integrated care for dual eligibles. I was very
intrigued by some of what you had to say and for coordinated pa-
tient centered home and community-based services. It is enticing to
consider that these two approaches will help better serve the vul-
nerable dual eligible population. It might even save money for the
taxpayers.

How do you recommend that the Federal Government approach
this particular challenge and do you have any solution besides the
current waiver system that’s in place today?

Ms. BELLA. Well I could go on forever on that. So I'll try to be
brief. Really the only option a state has today to do fully integrated
care and it’s actually virtually integrated is through the Special
Needs Plan program created under the MMA. It that allows the
state Medicaid agency to contract with one of those SNP plans.
That plan is also serving that individual on the Medicare side. So
that plan gets both streams of funding and is able to combine the
dollars to provide all of the services from Medicaid and Medicare.

While that’s an interesting model and some of the plans are very
good because they understand this population well, there are a lot
of those plans that don’t necessarily understand this population so
well and/or there are a lot of places across the country where Spe-
cial Needs Plans will never be an option.

So for example, what I mentioned in North Carolina. North Caro-
lina has decided to start providing care management to its dual eli-
gibles. In the past, North Carolina hadn’t done that because any
financial benefit from that would accrue to Medicare. The state
would be paying for these services but wouldn’t be seeing any of
the benefit.

In partnership with CMS, North Carolina and the Federal Gov-
ernment have entered into an agreement to remedy some of that
financial misalignment. As a result, all of the dual eligibles in
North Carolina will get the services that will move toward an inte-
grated benefit. So that’s an example of some other alternatives that
could be explored for states that are interested, particularly states
with rural areas and some provider or plan challenges.

I think at a minimum what you would probably find is consensus
on the types of elements you want to see in an integrated care pro-
gram. That has to do with patient centeredness, the multidisci-
plinary care teams, strong performance standards, consumer gov-
ell'nance, and involvement in the benefit and in the structure of the
plans.

Those are elements that you could see would form some structure
for what you would want to see in states across the country that
Congress and CMS and states could work on in partnership to say
these are the things that we expect to see. In return for seeing
these we can eliminate some of these barriers or consolidate some
of the authorities that it takes today to do some of these things.

In return, again, for putting the bar pretty high at what we ex-
pect these programs to look like and for having a core level of ac-
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countability in performance standards and measurements and
those types of incentives even getting rid of some of the barriers
to doing that today. For example, some of these states, New Mexico
for example, has a very innovative integrated care program. It had
to get two different waivers to do that on the Medicaid side alone.

Those two different waivers have different time periods. They
have different financial tests. They require different paperwork.
They require showing some cost demonstrations that don’t take
into account anything on the Medicare side.

So without getting into too much detail, it’s some administrative
things like that that could be changed that would free up a lot of
the 1nability for states to go forward. But then more broadly and,
I think, a bigger vision would be working with consumers of these
services, providers of these services, states and the Federal Govern-
ment to establish those core elements and safeguards and pro-
viding incentives for states to implement such programs.

Senator MARTINEZ. Just to follow up. What type of front end
funding do you envision to move toward a goal like budget neu-
trality for integrated care?

Ms. BELLA. Well part of the challenge today as has been dem-
onstrated especially in some recent articles is, as you know, it costs
money up front to get the money back. But until we make those
investments we're never going to start getting the money back: So
the way the Federal/state match is structured, states may need a
little help getting over that initial funding hurdle.

So, for example, I don’t think we would be suggesting that the
budget neutrality concept would change. But if we’re looking at a
five-year period, perhaps the Federal Government share is higher
in the first years and the states’ becomes higher in the fourth and
fifth years. So on balance you get the same outcome, but you're
ge%f)ing states who have to spend a dollar before they can get the

ollar.

You're helping them get over that hurdle of the initial invest-
ment. There are other mechanisms that would allow states to count
some of the savings that Medicare might experience through some
of these programs for the Medicaid waiver cost effective test as
well. So those are two examples.

Senator MARTINEZ. Thank you, Mr. Chairman.

The CHAIRMAN. Thank you very much, Senator Martinez. We're
joined today by Senator Wyden from Oregon. Senator Wyden.

Senator WYDEN. Thank you very much, Mr. Chairman. I very
much look forward to working with you and our colleague from
Florida on this. I'm sorry that I've missed much of what has hap-
pened already.
~ We'’re down in the Finance Committee talking with the Treasury
Secretary on this very subject as well. I think what is so construc-
tive about the leadership of you, Mr. Chairman and Senator Mar-
tinez and all of the people who have come here today is this helps
ensure that long-term care is not an orphan in this health care re-
form debate. What has been so troubling about the discussions in
the past is you see volumes and volumes written on everything ex-
cept long-term care.

I'm interested in doing followmg up on the good work of Chair-
man Kohl and Senator Martinez are exploring with the three of
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you some of the ways that we can actually start tomorrow at the
Summit. Because we're all going to be at the White House tomor-
row focusing on health reform making sure that our hope now of
getting long-term care reform into the reform package goes for-
ward. My real question, and perhaps we’ll start with you, Ms.
Feder, is financing the improvements that are so critical. In the
Healthy Americans Act, the first bipartisan universal coverage bill
we've had in the history of the Senate, we take two baby steps.

One is we make improvements in the various public programs so
that folks who need long-term care have more choices. I think
that’s critically important—to have flexibility, so if you're seeking
adult day care or in-home services that you empower the individual
and their families to be able to make those choices.

The second thing we do is on the private side with respect to
long-term care insurance. We put in place consumer protections for
people who buy these private long-term care policies. A lot of them
end up not worth the paper they’re written on because inflation
eats away any coverage.

Can we take additional steps to make it more attractive to buy
these policies? Now you have been at this for a number of years.
I want to start with something that really began with somebody
that you and the people on this panel admire very much from Sen-
a&or Martinez’s home state and that is the late Claude Pepper’s
idea.

What Claude Pepper suggested on a number of occasions is start-
ing a model so that people on a voluntary basis could start putting
aside money for private, long-term care coverage. Perhaps through
pools that would be organized by the government, so that the per-
son who purchased it when they needed it would get more for their
money. It would be private coverage.

They would have private choices. But the money would be pooled,
so that the older person when they needed it would get more for
their money. You've been looking at these ideas for funding long-
term care in the past. What about this idea of setting up a vol-
untary model that people could start setting aside money for at a
relatively early age?

Ms. FEDER. Well, Senator Wyden, it’s a pleasure to see you
today. I appreciate your wanting to highlight long-term care at the
Summit tomorrow, so it’s not forgotten in the health reform debate.
The ideas you’ve mentioned are important ones.

I have some questions. I would have to look in greater detail at
what Senator Pepper actually proposed, although I trust your ren-
dition. Definitely the first part of it makes a great deal of sense,
allowing people to put aside resources into a pooled fund. In fact
that is the model that is included or embodied in the CLASS Act
that Senator Kennedy has introduced.

I think that putting it into a fund and relying then on building
a public insurance program has more promise than trying to build
private, long-term care insurance. Private long-term care insurance
policies are there and will play a role in our system. But we've
been calling them new kinds of policies for 20, 30 years and we
know from the health insurance market—and looking at long-term
care and acute care together helps us—that private insurance is a
really risky basis for building a system. It’s kind of why in part
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we're in the mess we're in today in terms of our health insurance
system. We're having to stitch it together and make better rules.

So my view is that the voluntary, approach say putting aside of
funds and pooling of risk is a very good approach. But that if we
want a strong foundation in long-term care, the public insurance
system has to be at the core. Then the private insurance comes
around it.

Senator WYDEN. Let me get your colleagues into this topic. Ms.
Feder goes right to the heart of the philosophical debate here in
the Congress. I think it is fair to say that I wouldn’t have any Re-
publican sponsors on the Healthy Americans Act if I had tilted this
effort to the public side.

What has attracted bipartisan support for the Healthy Ameri-
cans Act has in fact been that it is largely a private delivery sys-
tem which of course is what Members of Congress have. In other
words, Ms. Feder has made a very good point. It goes right to the
heart of this philosophical discussion about what’s the right role for
government? What’s the right goal for the private sector?

But there is a group of people who don’t complain at all about
their health coverage in this country and that’s Members of Con-
gress. They have private health choices. So as we try to grapple
about this role of a public/private partnership, Ms. Feder is cer-
tainly right that there’s an important role for government. We cer-
tainly recognize that for low-income people.

How do you all see integrating private coverage and the public
role? Mr. Claypool.

Mr. CLaYPOOL. Well, building off Ms. Feder’s comments about
the CLASS Act, I think having a public insurance program like the
CLASS Act really does build a very solid base. If individuals desire
greater insurance they could seek a policy to wrap around the ben-
efit that might be available to them should they need the CLASS
Act. But it’s vital to have a large pool that really is only available
through a public program to make sure that we can safeguard,
frankly, other Americans from what we’re experiencing now 1n this.
country.

Unfortunately, people are being economically devastated. A large
public program may hold up better under the test that we’re cur-
rently experiencing. I think Ms. Feder’'s comments about what.
we're witnessing in the health care arena also back that up.

Senator WYDEN. The only thing I would say—and let’s go to Ms.
Bella, is Members of Congress belong to large pools as well. I mean
it is possible to have large pools and do that in the private sector.
You see it with Members of Congress. I think that’s what this de-
bate is going to be all about.

I mean you saw, particularly in the Presidential campaign, the
debate about the individual market. I wouldn’t send a soul into
that broken individual market because you look at the kind of dis-
crimination people face if they’ve had a preexisting condition or
something like that. Nobody is talking about that.

But Members of Congress belong to very large pools. They’re in
the private sector. They make choices among the various kinds of
coverage that they have. As I say, there’s a group of people in this
country who don’t complain a bit about their health care coverage.
It’s families of Members of Congress, Ava Rose Wyden, 15 months
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old, William Peter Wyden, 15 months old—pictures available after
the hearing on my I-phone. [Laughter.]

They can get health care through a private plan, a private plan.
So I just want to go to you, Ms. Bella. We're going to obviously fol-
low up on this and Judy Feder, in particular, is just as good as it
comes as it relates to these kinds of issues.

Ms. FEDER. Thank you.

Senator WYDEN. Finding this right niche on the public and pri-
vate side is going to be key.

Ms. Bella?

Ms. BELLA. 'm not sure how much I have to add to what my col-
leagues have said. My bias obviously is that you need to have a
strong public system. I would argue that all of the markets are bro-
ken today.

Senator WYDEN. Sorry, I couldn’t hear that.

Ms. BELLA [continuing]. That all of the systems are broken today.

Senator WYDEN. You won’t get much disagreement on that.

Ms. BELLA. It is interesting when we look at the foundation for
coverage expansion. In this country right now, were looking at
Medicaid. While Medicaid can certainly be shored up it is, as, you
know, a vital anchor to the healthcare system. The market fails for
some of the folks who need it the most if we rely only on, I think,
some of the private choices that you and I might have.

So I guess it’s not mutually exclusive, obviously. It has to all be
part of a well-functioning system. But at its core again, my bias is
that a strong public system is what’s going to really give us the
foundation we need for those who need it most.

Senator WYDEN. Could I ask one other question, Mr. Chairman?
How would you three propose paying for it?

Ms. FEDER. The proposals that are on the table that we talked
about, the CLASS Act and the option that I offered this morning
from our Robert Wood Johnson Project on a new Medicare benefit,
propose different mechanisms of financing. In the CLASS Act it’s
voluntary deductions from payroll. The future elderly are paying
for ourselves, as I said in my testimony.

One other proposal was to redistribute resources whether it’s
general revenues or other sources now going to- Medicaid and other
spending to actually fund the benefit for the future, phased in—so
that actual resources are built up in advance before the services
are needed. I think you will find some promising potential funding
mechanisms associated with these proposals.

I can’t resist one word about when you were talking about what
Members of Congress have and Federal retirees or wives of Federal
retirees have. In the health insurance system we absolutely can
build on our private insurance system. That is what we've got.
When you look at long-term care, as I said earlier, we're on the
ground floor. We don’t have to accommodate a system that already
exists. We can build something that is a public/private partner-
ship—inevitably—but that has public benefits at the core.

Senator WYDEN. You know what it is striking about this is it’s
almost a question of semantics as opposed to anything else, be-
cause what Ms. Feder has just described through the Federal em-
ployee system has a role for a public type of function. Because the
government is playing a role in ensuring consumer protections and
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the like, and the people are getting private choices. So to some ex-
tent this is really about nailing down the details.

You all have a very good case. I'm just hoping that after 60 years
of yakking about the subject and having wonderful people like the
advocates we have here in the audience, that this is the time when
the health care needle gets threaded. My sense is that, and I've
talked with the Chairman and Senator Martinez about this, there’s
something of a philosophical truce coming about in the country.

Both political parties have been right. Democrats have been right
about the idea that you cannot fix this system unless you expand
coverage. You've got to expand coverage to stop costs shifting and
to meet these unbelievable human needs that we’re seeing in areas
like long-term care.

Republicans have a valid point about how you can’t turn it all
over to the government. You can’t just have a government-run op-
eration. That is why we’re talking about things like the Federal
Employee Health Benefit Plan that has a role for government and
a role for the private sector.

So you all are doing good work. Senator Kohl .and Senator Mar-
tinez, you have two of the best allies in the business. Starting to-
morrow, starting tomorrow at the Health Care Summit I want you
three and the advocates who have come here today to know that
we’re going to have some advocates at the White House tomorrow
prosecuting your case. I'm going to be one of them.

Thank you, Mr. Chairman. [Applause.]

The CHAIRMAN. Well to just sum it up: We'd like to ask all three
of you health care reform, long-term care—what are the principles,
%W(é 01‘; three principles that we must not forget? Who is first? Ms.

eder?

Ms. FEDER. Everybody needs protection. We've got to have qual-
ity care. It’s got to be affordable to all of us.

The CHAIRMAN. Ms. Bella?

Ms. BELLA. I would say two. Fragmented, unintegrated, unco-
ordinated systems cost money and are bad for people. The second
thing I would say is I would urge you to keep asking yourselves
why are we talking about waivers to keep people at home or in
their community when it’s so easy to go into nursing homes?

I think that’s a fundamental question we have to ask ourselves.

The CHAIRMAN. Thank you. Mr. Claypool. [Applause.]

Mr. CraypooL. I would echo Melanie’s comments. I really do
think we have a challenge in terms of integrating the delivery sys-
tems. As long as we keep long-term care separate from acute care,
we’re never going to be able to tame these costs. We really have
to look at people holistically.

Second, I think it does require to answer a question from Senator
Martinez earlier an investment on the front end by the Federal
Government to make sure that this happens.

The CHAIRMAN. Thank you. Well, the importance of this topic is
illustrated by the enthusiasm and the energy that all of you who've
traveled to be here with us today have demonstrated. You make it
very clear that this is a subject that needs our urgent attention.
You can take, I think, a lot of conviction from what you've seen this
morning in terms of what our witnesses have said as well as we
Senators who are sitting up here have also said. We'll take care of
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your needs. That’s a promise and a pledge that we make to you.
Thank you so much for being here. [Applause.]
[Whereupon, at 11:30 a.m., the hearing was adjourned.]
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PREPARED STATEMENT OF SENATOR ROBERT P. CASEY, JR.

I would like to thank Chairman Kohl for calling this important hearing on Health
Care Reform in an Aging America. For the first time in over a decade the Senate
will be taking a close look at the American health care system and enacting reforms
to help improve coverage, access, and quality of care for all Americans. Long term
care will be an important part of this debate.

Over ten million Americans need long-term services and support to assist them
with the activities of daily living. That’s 5 percent of the total adult population. The
cost of this care is high. A year in a nursing home costs $70,000 on average. As-
sisted living facility expenses can be $36,000 per year, not including home health
care aides who are paid about $29 an hour. These are astronomical costs that our
older citizens are not always aware of or able to pay for. We've seen this first hand
in Pennsylvania.

The proportion of Pennsylvanians aged 85 and older—those most likely to need
assistance in daily living—is growing at a rate 20 times faster than our overall pop-
ulation. We've seen an aging boom that most other states will not see for another
10 to 15 years. We've also helped the 162,000 Pennsylvanians under the age of 60
that need similar assistance. I look forward to working with my colleagues in the
Senate to turn dire predictions of financial disaster and human tragedy into a
unique opportunity for change.

Last year, the Penn State Center for Survey Research interviewed nearly 3,000
individuals to determine how prepared they were for long-term care. Nearly all be-
lieved Medicare will pay for their long-term care expenses. Over half believed they
wouldn’t need any long-term care services. This research reveals unreasonable ex-
pectations that could become a harsh reality when discussed with their families and
health care providers.

As we all know, while Medicare provides limited home. health benefits after inju-
ries or hospitalizations and some coverage for skilled nursing home care, state Med-
icaid agencies pick up the tab for 40% of long-term care expenses—and only after
personal life savings are depleted. Financial and family pressures all too often result
in nursing home placement even though over 90% of older citizens wish to remain
in their homes.

For these and other reasons, Pennsylvania has been a leader in federal-state part-
nerships to help seniors and consumers have more options—and more knowledge
about these options—so they can plan ahead with their families. I look forward to
hearing more about other state programs and other ideas from our impressive list
of expert witnesses, so we can incorporate their work into the Senate’s health care
reform activities.
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US Senate Special Committee on Aging Hearing March 4, 2008 .
Health Reform in an Aging America

Testimony submitted by Assisted Living Federation of America (Www.alfa.org)

Mr., Chairman,

My name is Richard Grimes, the President and CEO of the Assisted Living Federation of America
(www.alfa.org). Thank you for giving me the opportunity to submit testimony on health reform in an

aging America. My comments today are focused on the need for health reform to address the long term care

needs of this nation’s elderly and younger disabled citizens.

Currently there are approximately 10 million adults in American who need long term care services and
supports. Sixty percent of those adults are over the age of 65. The risk of needing long term care increases
with age. By the year 2020 an estimated 15 million Americans will need long term care support and as

many as 12.1 million will be over the age of 65.

While Medicaid, Medicare, private insurance.and consumers all share in the cost of long term care, nearly
half of all funding for these services is through Medicaid. However, there is an institutional bias in the
Medicaid system that directs two thirds of all funding to nursing homes versus home and community based

settings such as assisted living.

Assisted living is a philosophy of care that embraces choice, independence and the opportunity for seniors
to live enriching lives with dignity, respect and privacy. We are convinced that assisted living is popular
because of the bedrock principle of choice. And we firmly believe that any long term care reform proposal

must also be founded on this principle of choice.

Aging in America has changed. Thanks to advances in pharmacology and health care and the benefits of
our affluent society, people are living longer than they ever imagined. The US Census bureau repon.s that
the fastest growing demographic in our nation are those 85 and older. Study after study show that older
Americans want to remain in their communities as they age and stay near friends, family and the familiar.

Virtually no one wants to go into an institutionalized setting.

Assisted living is the resident-centered alternative to institutional care. More than one million seniors call
assisted Jiving communities’ home. Our residents are frail seniors who need assistance with activities of

daily living and can no longer (or choose not to) live in their family home. Qur typical resident is an 85
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year old widow. She takes eight to 10 different prescription drugs each day, and her medications enable her
to manage chronic health conditions and live in her own room or apartment. She lives surrounded by
caring staff and friends and maintains contro! over her own life, deciding when to go to bed, when to get

up, when to bathe and when to eat. Institutional settings do not allow these choices.

ALFA supports the person’s decision on how and where to live and receive services. Many of you are
grappling with the challenge of caring for aging parents and grandparents. There are many home and

community based options, Ideally everyone should have a choice regardless of age or income.

Home and community based settings, such as assisted living, are not only the preferred choice for
consumers, but a cost effective choice as well The cost of assisted living is about half as much as skilled
nursing home care. Medicaid saves between 50 and 66 percent when a resident can live in an assisted living

community instead of a nursing home.

ALFA believes there needs to be a comprehensive integrated long term care solution, that encourages
personal responsibility and incentives to encourage individuals of all ages to save and prepare for future

long term care needs.

To us, the public policy challenge you face as you consider long term care needs is helping Americans save
for retirement and afford the type of housing and care they need as they age. ALFA strongly supports the
Community Living Assistance Services and Supports (CLASS) Act which would create a nationwide
public insurance program to help pay for Americans with significant functional needs. The CLASS act

keeps control in the hands of the individual and guarantees choice in long term care options.

The growth of assisted living, a largely private enterprise, in the last 25 years means that the long term care
industry is no longer monolithic and nursing homes are not the only option. An institutional bias in
government programs lingers against home and community based settings. That is because Medicaid and
Medicare, the twin safety net programs for the poor and aging, were created by Congress long before the
private assisted living industry existed in the United States. Indeed, when the prescription drug benefit was
added to the Medicare program, it inadvertently charged a co-payment for poor seniors who live in assisted
living communities, so called dual eligible recipients of both Medicare and Medicaid. We are pleased that

lawmakers are trying to correct that inequity.

We are fortunate to live in a time when the average lifespan is steadily growing longer and the quality of



88

life for older Americans is improving. The advances made since the creation of Social Security during the
Great Depression are astonishing. As you grapple with health care reform, we urge you to take the broadest
possible look at long term care and make certain your plans give maximum flexibility and choice to aging

Americans.

ALFA and its members welcome the opportunity to provide more information to the commiittee as it
considers this challenging topic. We are grateful for the chance to submit this testimony and look forward

to working with committee members.

The Assisted Living Federation of American is the largest national association serving
companies operating professionally managed assisted living communities for seniors.
ALFA is the voice for senior living and advocates for informed choice, quality care and
accessibility for all Americans needing assistance with long term care. For more

information visit www.alfa.org.
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I want to thank Chairman Koht for providing the Volunteers of America with the opportunity to
submit written testimony and his leadership in making sure that traditional acute health care costs
and the health care costs associated with long term care services and supports are linked in the
minds of Congress and the nation. Further, [ would like to thank Senator Martinez on his
continued work on the “Silver Alert” legislation that would be a useful tool in allowing people to
remain in their homes and serve as a vital location system for those seniors in need. Additionally,
I would like to thank Senator Wyden for his promise to take that message with him as he
attended the White House Summit on Health Care.

Volunteers of America was founded in 1896 by social reformers Ballington and Maude Booth.
The purpose of Volunteers of America was and continues to be, “reaching and uplifting” the
American people. The Booths pledged to “go wherever we are needed and do whatever comes
to hand.” In this spirit, Volunteers of America has provided a variety of services to help shelter
Americans from the storms of life. The services provided have changed as the needs of society
have changed. In light of the anticipated unprecedented growth in the number of older
Americans and the resulting strain on existing, traditional resources, Volunteers of America has
made a strategic decision to focus its efforts more directly on serving the aging population and
those who support them.

Much of the long term services and supports delivery system in the United States is currently
designed to accommodate and access Federal and State reimbursement and regulations, rather
than provide what the older individual desires or needs to remain independent, and to live in the
setting of his or her choice. Demographic and economic storms are gathering which will
decrease the government’s ability to continue to provide services in the traditional manner. -
Government funds available for programs are shrinking, while the number of aging individuals is
growing at the highest rate in our history.

Responses to a survey recently conducted by Volunteers of America indicate that once a serious
illness or disability has occurred, an older person has fewer choices regarding care and housing,
and becomes more dependent upon others to make decisions. The results also show that adult
children are more concerned about safety when making health care and housing decisions for
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their parents, while the older people are more concerned about independence and choice when
making decisions for themselves. Volunteers of America envisions the development of a senior
service program which goes beyond the historic model of aging services, by designing,
providing, and coordinating a constellation of services which will give older Americans the
opportunity to live productively and with dignity in the setting of their choice. Aging with
Options is designed in a way that will allow Volunteers of America to reach older people and
become a trusted advisor, guide, and resource before a major health event occurs.

Developing the Aging with Options program nationally will allow Volunteers of America to
leverage gifts and talents which already exist within the organization; will help to create a
sustainable and desirable service for our clients and help spread the availability of home and
community-based supports throughout the nation. The program will also enable Volunteers of
America to better serve our traditional beneficiaries, as age-related issues arise. Volunteers of
America is uniquely positioned to offer this program because of our national footprint, our
experience in providing services to older Americans, and the passionate commitment of our
employees to those we serve.

Services

The heart of the Aging with Options program proposed by Volunteers of America is the home of
the older American. The definition of home in this program is determined not by the service
provider, but by the person who desires services. Home might be a private house or apartment in
the community-at-large; a dwelling in a naturally-occurring retirement community; a room or
apartment in the home of a relative or care-taker; or an apartment in a low income housing
development.

Community Engagement Programs

Many older Americans need help from time to time with issues that are not necessarily health
care related. Even a sudden minor illness may make it difficult to get to the store, prepare meals,
or walk the dog. Older people who live quite successfully in private homes may be lonely, and
seeking socialization. The Community Engagement Programs within Aging with Options will be
developed to meet those needs. By working with and coordinating existing support programs,
and creating new programs where there is an identified need, Volunteers of America will help
older people to obtain services they need to remain independent and outside of an institutional
setting. Community Engagement Programs may be established in naturally occurring retirement
communities, or in the community-at-large.

According to Seniorresource.com, 27% of older Americans live in naturally occurring retirement
communities (NORCs). These are neighborhoods of private homes or apartment buildings into
which people moved, and stayed as they grew older. The density of the older population in
NORCSs makes them attractive venues for starting Community Engagement Programs.

Volunteers of America plans to offer social programs and service coordination to older people,
with the purpose of enabling participants to continue to live safely and joyously in their homes.
People who wish to participate will be charged a monthly membership fee. In retumn for the fee,
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Volunteers of America will provide classes and lectures; cultural activities; wellness and fitness
programs; religious services; and volunteer service coordination. Volunteers of America may
establish senior centers, in markets where needs are identified. Volunteers of America will work
with professional organizations as well as volunteers to ensure resident access to high quality,
dependable services. Services to be coordinated include pet care; minor housing repair; yard
work; shopping; transportation; household chores; budget assistance; assistance with medical
claims management; assistance with transition back to home after hospitalization; computer
support services; health screenings; car repair; nutritional services, includirig education and
screening as well as meal delivery; and other health and beauty services. Volunteers of America
will collaborate with churches, providing assistance in systematizing existing church-based
community engagement programs.

Some services and goods, such as personal emergency response systems or electronic medication
dispensing devices, can be provided directly on a fee-for-service basis by Volunteers of America,
while others will be provided through organization screened by Volunteers of America, which
agree to provide high quality member services at discounted rates. Approved vendors will also
agree to participate in a quality assurance program administered by Volunteers of America. The
bulk of the funding for the program will come from monthly dues and fees. However, AoA,
state, county, local and private grant funding will be sought as well.

It is Volunteers of America’s goal to establish Community Engagement Programs in 80
communities within five years, and 160 programs within ten years.

Home and Community Based Services

The Home and Community Based Services program within Aging with Options encompasses
services related to hands-on health care or assistance with activities of daily living. Services
which are included are personal care; medication management; hospice; home health care; home
medical equipment; advanced assistive technology; adult day care; mental health counseling;
Alzheimer’s disease management; assisted living-at-home; and respite care. People who receive
home and community based services may also continue to receive services through the
Community Engagement Program described above.

The role of Volunteers of America in providing home and community based services will vary
by market. For example, in some markets it may be advisable for Volunteers of America to
acquire a hospice or private-pay home health care agency, or to build an adult day care/senior
center. In other markets or for services not provided directly, Volunteers of America will act as
a central repository of information on services which are available, and coordinate and screen
services.

There are several categories of home and community based services, including those funded
under HCBS waivers in each state, Home Health and Hospice care and in some states, an
assisted living model. Each of these funding streams ties to the complex area of Medicaid and
Medicare alternatives that states have developed to support people who are aging. The vast
majority of these programs serve to divert people from nursing homes and offer seniors the

! The Economic Crisis and its Impact on State Aging Programs
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option to age in place in the least restrictive setting possible. Under federal initiatives like Money
Follows the Person, states have been encouraged to rebalance their supports for people who are
aging to move from institutional care (nursing homes) to community alternatives. The array of
services offered in HCBS programs may include case management, assistance with ADLs,
transportation, and various forms of assisted living in community based residential options. The
private pay market is also growing as the supports offered are the same for the frail elderly
regardless of the ability to pay. Some of the services offered people who are aging in the
community are based on health care supports, focusing on diagnosis or an individual’s need for
medical oversight in order to maintain their independence.

Payment sources for the services vary, including Medicare, Medicaid, private insurance, and
private pay. Because of the complexity of service provision and billing at this level of care, it
will be critical for a centralized information technology platform to exist as the program is
implemented.

It is Volunteers of America’s goal to establish 30 home and community-based service programs
within five years of beginning implementation of the strategic plan, and 60 within ten years.

Program for All Inclusive Care for the Elderly (PACE)

PACE is designed to allow people who would otherwise be placed in nursing homes to choose to
remain in their own homes, with comprehensive supportive services. PACE programs require
the support of both state and federal government agencies, and have not been implemented in all
states. However, some states which do not support the PACE initiative, do support PACE-like
programs, such as Medicare Special Needs Programs for people who have specific chronic
illnesses. Volunteers of America has set the goal of establishing 14 PACE or PACE-like
programs within five years, and 30 programs within ten years.

PACE is designed to serve Medicare beneficiaries who qualify for nursing home care, many of
whom are also Medicaid beneficiaries. PACE is a service program which allows the older person
to remain at home, rather than enter a nursing facility. PACE providers receive a capitated
monthly payment funded by the federal and state governments, which is intended to pay for
every aspect of health care needed by the enrollee. The aduit day care center is the hub of the
program. Services included in PACE are: adult day care that offers nursing, physical,
occupational and recreational therapies, meals, nutritional counseling, social work and personal
care; medical care provided by a PACE physician who is familiar with the history, needs and
preferences of each participant; home health care and personal care; all necessary prescription
drugs; social services; medical specialists as needed; respite care; hospital, nursing home and
assisted living care as needed; and transportation. PACE organizations provide services either
directly or through contractual agreements. For example, a PACE organization may own an
adult day center, and directly employ its workers, including the PACE physician.

The creation of Aging with Options will allow Volunteers of America to leverage our
organizational gifts and talents; we have a proven track record as a government contractor.
Aging with Options will allow us to use that expertise, but we will also serve older people who
are willing and able to pay for services, bringing us a new source of revenue,
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One of the treasured characteristics of Volunteers of America is that our organization serves a

. diverse group of people in a variety of ways. Aging with Options is a flexible program which
will help us to serve older people in unique ways which are compatible with our culture of
diversity. In venturing out in our new direction, we would hope that you consider supporting all
applicable legislation that supports seniors and persons with disabilities to have as much choice
and independence as possible. Two such pieces of legislation include Senator Kennedy’s
CLASS Act and Senator Harkin’s Community Choice Act.

Thank you again for this opportunity and I look forward to working with you in the future to
ensure that seniors and those with disabilities have true choices for their care.
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On behalf of AARP’s 40 million members, thank you for holding this critical

_hearing today. Addressing the needs of individuals with multiple chronic
conditions is a cornerstone of comprehensive heaith care reform, which
Congress and the Administration must enact. We cannot achieve needed
quality improvements or cost savings without addressing this population.
Uncoordinated care results in poor quality and high costs to individuals, their
family and other informal caregivers, and both public and private payers. Poorly
coordinated care can lead to both costly medical errors and unnecessary hospital
stays. Family caregivers, who often serve as “de-facto” care coordinators, are
trying to help their loved ones get the care they need, while risking their own
health and financial security. Congress must act now -- and AARP stands ready .
to work with you -- to help those with multiple chronic conditions and their

caregivers in comprehensive health care reform legislation.

Chronic conditions impact millions of Americans of all ages, and the risk for
chronic conditions increases with age. Four out of five older adults have at least
one chronic condition, according to the Agency for Healthcare Research and
Quality (AHRQ). Eleven million older adults live with five or more chronic
conditions. Some chronic conditions, such as diabetes and stroke,
disproportionately impact minorities. in many cases, chronic conditions affect the
ability of individuals to carry out essential daily activities, such as eating, bathing,

dressing, and getting around inside or outside of the home.
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High Costs of Multiple Chronic Conditions

Individuats with multiple chronic conditions have high healith care costs, in part
due to their high use of care. The Congressional Budget Office (CBO) observes
that about 75 percent of Medicare spending pays for the care of beneficiaries
with five or more chronic conditions who see an average of 14 different
physicians each year. A study by Kathryn Anne Paez, Lan Zhao, and Wenke
Hwang recently published in Health Affairs noted that individuals with muitiple

chronic diseases have the most substantial out-of-pocket spending.

Individuals with chronic conditions often have more hospital stays and
emergency room visits, and they use more prescrir;tion drugs. Surveys have
also shown that many individuals with chronic conditions have potentially
unnecessary hospital readmissions, according to a forthcoming report on chronic
care to be released by AARP’s Public Policy Institute (PP1) on March 23.
Unnecessary or potentially preventable hospital readmissions are very costly,
reaching $12 biliion in 2005, according to the Medicare Payment Advisory
Commission (MedPAC). The high health care costs of individuals with multiple
chronic conditions also are incurred by Medicaid, including.some of the high

costs of those eligible for both Medicare and Medicaid, the dually eligibie.

Focusing on multiple chronic conditions alone, however, gives an incomplete
picture of both health care costs and of the types of services and supports

needed to improve quality and contain costs. In fact, health spending has been
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shown to spike sharply among persons age 50 and older when such conditions
are accompanied by severe limitations in functioning, according to Beyond 50.03:
A Report to the Nation on Independent Living and Disability by AARP’s Public
Policy Institute. Other research has indicated that people with both chronic
conditions and activity limitations have more physician visits, many more home
health care visits, and are twice as likely to have an inpatient stay as individuals

with chronic conditions and no activity limitations.

While elderly Medicare beneficiaries who receive help with three or more daily
activities only make up 7 percent of the Medicare population, they account for
nearly 25 percent of Medicare‘ spending, according to data prepared by Avalere
Health for the SCAN Foundation. Medicare spends nearly 4.5 times more per
person for these individuals than for individuals who do not need help with daily

activities ($18,902 versus $4,289).

In addition, the dually eligible - who are often in poor health and need help with
daily activities -- increase Medicaid (and Medicare) costs. According to a recent
report by the Kaiser Family Foundation, almost nine miflion dual eligibles
accounted for 18 percent of Medicaid enroliment and 46 percent_of all Medicaid
expenditures for medical services in fiscal year 2005. Significantly, 1.6 million of
these dual eligibles “who had per capita Medicaid spending of $25,000 or greater
in 2005 accounted for more than 70 percent of all dual eligible spending.”

Multiple chronic conditions, a need for assistance with daily activities, and the
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presence of both of these characteristics clearly are significant drivers of high

health care costs.

Quality Problems and L.ack of Care Coordination

Individuals with chronic conditions and/or disabilities also can experience serious
quality problems and medical errors that negatively impact the quality of care and
further increase health care costs. Since individuals with multiple chronic
conditions often see many providers, take many medications, need assistance
with daily activities, and receive services in multiple settings, adequate care
requires continuity and coordination among a wide array of providers in a wide
variety of settings. Too frequently, such coordination and continu';ty does not

occur and the quality of care breaks down.

Individuals with multiple chronic conditions often experience mulitiple transitions
across settingé. seeing many different types of providers. For example, in
addition to a primary care provider and any specialists that an eighty year-old
woman with four chronic conditions might have, she will likely have different
providers during a hospitalization. Then she may be discharged to a skilled
nursing facility for rehabilitation after the hospital stay and ffnally return home
where she may receive some home health care or home care to help ensure that

she or she and her caregiver can take care of her needs.
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Research has shown that she is vulnerable to breakdowns in care at each -
transition point. Among the factors that contribute to gaps in care during critical
transitions are poor or incomplete communication and transfers of information,
inadequate education and support for older adults and their family caregivers and
the “absence of a single point person to ensure continuity,” according to an
article by Mary Naylor and Stacen Keating in the American Journal of Nursing.
All too frequently, family members, partners, friends, or neighbors find that they

are the sole care coordinators.

When providers across settings do not sufficiently and regularly communicate
and coordinate among themselves and with the individuals and their caregivers,
quality of care suffers. Lack of communication and coordination produces quality
problems, such as:

¢ Medical errors;

« Duplicative or unnecessary tests;

* Hospital readmissions due to poor follow-up care, inadequate discharge
planning or assessments, and/or lack of appropriate care and support
upon return to the home;

» Unmet needs for services to enable independent living in the home rather
than in a nursing home; and

* Adverse drug interactions causing further health problems due to lack of

knowledge about a patient’'s medical history and current medications.
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According to the upcoming AARP PPI report, surveys have found that a
significant percentage of patients with chronic conditions report experiencing
medical errors. Individuals and their caregivers may also receive conflicting
information from providers who did not communicate with one another. In
addition, individuals and their caregivers may not always understand the
information they receive from providers for a number of reasons, including poor
communication, dementia or other conditions that impair understanding of the
information, and language access or literacy barriers. Accurate and objective
assessments of individuals and their needs are irﬁportant, as well as the
communication of this information. Improvements in quality of care for
individuals with multiple chronic conditions will require improved communication
to help prevent gaps in care as individuals transition across settings. Additional
transparency and information about providers could also help individuals and
their families make more informed choices about care providers at different

points in the care process.

Care Coordination: Critical to Reducing Costs and Improving Quality

Care coordination is critical to reducing costs and improving quality of care and
quality of life for those with muitiple chronic conditions. Better care coordination
. is especially important for older adults, who are more likely to have chronic
conditions and have family or other informal caregivers struggling to coordinate

their care. Due to their high use of the health care system and frequent care
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transitions, individuals with multiple chronic conditions are likely to benefit
disproportionately from quality improvement efforts. Better coordinated care can
help individuals avoid unnecessary treatment and better assure timely treatments
that can avoid unnecessary and more costly care. Improving quality means a
person- and family-centered system that would, in part:
» better coordinate and manage care for individuals with multiple chronic
conditions;
+ improve communication among providers and across all settings, including
the implementation of interoperable health information technology;
¢ improve communication among providers and individuals and their
caregivers as important parts of an interdisciplinary care team; and
e address the needs of the whole person and their caregivers to improve

quality of care and quality of life and potentially reduce costs.

Good chronic care coordination includes keeping individuals with multiple chronic
conditions out of often more costly institutional settings whenever possible.
Providing the supports 1o live independently, as well as supporting family
caregivers -- who often provide much of the care coordination -- can help delay
or prevent institutional care. For example, providing individuals and their
caregivers with necessary supports can help prevent or delay unnecessary
hospitalizations, emergency room visits, and nursing home placements, while

decreasing overall costs.
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Supportive services or home and community-based services (HCBS) can often
be provided more cost effectively than care in an institutional setting. For
example, on average, Medicaid dollars spent on HCBS can support nearly three
older adults and individuals with disabilities-for every person in a nursing home,
according to a report released by AARP last year. Recent research indicates
that states that make long-term commitments to increasing HCBS while
diminishing their reliance on nursing home services can realize long-term
savings. However, such a commitment requires short-term transitional costs that
stateg can have trouble paying for, especially in these troubled economic times.
Enhanced federal Medicaid matching funds for HCBS could provide the
incentives to make.short-term investments that result in iong-term budget savings
and improved lives for older adults and people with disabilities who need

services.

Family and other unpaid carégivers are often critical to the care of individuals

with multiple chronic conditions, especially for those with cognitive or functional
impairments. Caregivers can play a critical role in providing quality care to their
loved ones and potentially save money by keeping their loved ones out of often

more costly settings, such as nursing homes and hospitals.

Assistance by family caregivers can delay or prevent the use of nursing home
care. A study published in 2002 found that frequent help with basic personal

care from children reduces the likelihood of nursing home entry among persons
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age 70 and older with disabilities over a two-year period by about 60 pércent.
Other research demonstrates that providing services to support family caregivers

reduces the likelihood of institutionalization.

Further, people who have family caregivers tend to have shorter hospital stays,
while the absence of a family caregiver has been linked to more frequent hospital
readmissions. Informal care by adult children has been found to reduce
Medicare inpatient expenditures of single older persons, as well as expenditures
for home health and skilled nursing facility care. Other research has shown that
interventions focusing on the roles of fami{y caregivers during care fransiﬁons
produce positive results, ranging from better patient outcomes in functional status
and quality of life to reduced hospitalizations. In addition to these benefits of
caregiving, the AARP Public Policy Institute has estimat;ad the economic value of

family caregivers’ unpaid contributions to be about $375 billion in 2007.

Family caregivers can be a critical part of an interdisciplinary care team helping
to meet the needs of an individual with multiple chronic conditions. Caregivers
who accompany individuals during care transitions provide continuity of care by
sharing knowledge of the individuals’ past health and support needs. Caregivers
help navigate the system to get their loved ones needed services and supports,
help with daily activities and even complex medical conditions, and provide other

vital mental and emotional support.
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However, caring for loved ones can take a physical, emotional, mental and
financial toll on caregivers that is well documented. Caregivers face challenges
ranging from chronic stress and physical and mental health problems to high
annual out-of-pocket costs and economic insecurity caused by loss of wages,
health insurance and other job benefits, retirement savings, and Social Security
benefits. These challenges are felt even more acutely in the current economic

crisis.

To continue in their caregiving role, help ensure the provision of quality care, and
_reduce costs to public and private payers, caregivers need additional support.
This support should come in a variety of forms, such as an assessment of the
caregiver's needs to help connect them to needed services such as information,
training, and respite care; better discharge planning, navigational assistance, and
information about providers and the quality of care they provide to support
decisions about care.options; training to help caregivers care for their loved ones;
respite care; better communication with providers as members of the care team

helping their loved ones; and support from nurses and social workers.

Finally, improvements in our nation’s health infrastructure and other health care .
reforms should be designed to facilitate care coordination for persons with
muitiple chronic conditions and/or disabilities, whose needs span multiple
settings and providers. Forexample, interoperable health information technology

and electronic health records should be accessible to all providers across the
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continuum of care, including long-term services and supports providers who are
often involved in the management of chronic conditions. The need for
information sharing and coordination of care goes far beyond acute or primary
care providers, such as doctors and hospitals. Another example is that the
health care workforce at all levels should be competent and adequately trained to
meet the needs of older adults, those with muitiple chronic conditions, and

people with disabilities.

Steps Con.gress Should Take

Congress must take some important steps to improve chronic care coordination
as part of comprehensive health care reform to improve the quality of care and
enhance the quality of life of consumers and their families, while potentially
reducing health care costs. AARP has identified below and in the attached fact
sheet a number of solutions that Congress should consider in heath care reform.

These include, but are not limited to:

« Improving chronic care coordination for individuals with multiple chronic
conditions, such as through the use of assessments and individualized care
plans. These goals would be furthered by including in heaith reform
legisiation provisions like those in the Independence at Home Act
(Wyden/Markey/Chris Smith, S. 3613/H.R. 7114). Other models, such as the

medical home, should also be encouraged.
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¢ Enabling people to remain in their homes and communities and out of often
more costly hospital and nursing home settings by measures such as:

o Establishing a Medicare pilot program for a transitional benefit within the
existing Medicare home health benefit to improve beneficiary/quality
outcomes. For example, permitting a limited number of home health aide
visits for those no longer requiring skilied services, but who require
additional assistance, may reduce hospital readmissions and result in cost.
savings to Medicare and Medicaid;

o Improving the Medicaid home and community-based services (HCBS)
state plan option including by raising the income eligibility level and
broadening the scope of services to support individuals in their homes and
communities (Kerry/Grassley/Pallone/DeGette: Empowered at Home Act,
S.434 111" Congress)/H.R. 7212),

.o Providing incentives to states to use the state plan option and/or expand

access to HCBS to help people remain at home, such as an enhanced

FMAP for HCBS (Empowered at Home Act);

o Requiring Medicaid spousal impoverishment protections for HCBS, just as'
for institutional care (Empowered at Home Act);

o Raising the asset limits for Medicaid HCBS to improve Medicaid support
for those living in the community (Empowered at Home Act); and

o Eliminating or modifying the homebound restriction for Medicare home

heaith care.
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o Coordinating care more effectively for persons who are eligible for both
Medicare and Medicaid to improve quality and reduce costs, by measures
such as:

o Improving information sharing between Medicare and Medicaid, such as
claims data and Part D utilization information, and improving data
collection on persons who are dually eligible;

o Making improvements in Special Needs Plans (SNPs), including stronger
relationships and contracting with state Medicaid programs; and

o Using demonstrations and/or waivers to test new and promising care
coordination or integration models and replicating successful models as

appropriate.

» Supporting family caregivers, who often act as care coordinators for those
with multiple chronic conditions and help delay or prevent institutional care, by
such measures as:

o Establishing a Medicaid Family Caregiver Assessment Demonstration
Program to improve quality outcomes for individuals receiving Medicaid
HCBS, assess needs of family caregivers when they are critical to the
HCBS provided, connect them to needed supports, and help determine
the best way to assess caregivers' needs;

o Establishing a Medicaid state option or requirement to offer an
assessment of family caregiver support needs where an HCBS beneficiary

is dependent upon the assistance of a family caregiver (Kohl/Schakowsky
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Retooling the Health Care Workforce for an Aging America Act,

S. 245/H.R. 468 {111 Congress]);

Developing family caregiver training materials to help them provide care
{(“Retooling” bill);

Developing and requiring the use of information and referral protocols for
providers to assist family caregivers of Medicare beneficiaries upon
admission to or discharge from a hospital, emergency room, outpatient
surgery; or post-acute care setting, including to make sure that individuals
are aware of different alternatives for care (“Retooling” bill); and

Ensuring the appropriate inclusion of and support for family caregivers in

any chronic care coordination model.

The specific bilis noted above have provisions similar or identical to the
described needed solutions.

Conclusion

The time has come for Congress and the Administration to enact comprehensive

health care reform. Comprehensive reform should include addressing the needs

of persons with multiple chronic conditions and reducing the strains on their

families. AARP looks forward to working with members of the House and Senate

on both sides of the aisle and the many stakeholders to enact comprehensive
health care reform legislation that will truly improve the nation’s health and
financial security, including individuals with multiple chronic conditions and/or

disabilities.
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Chronic Care and Health Care Reform

Policymakers must address the needs of people with chronic conditions by improving care
coordination and disease management — this is a cornerstone of comprehensive health care
reform. We cannot achieve needed quality improvements or cost savings without addressing
this population. Uncoordinated care resuits in poor quality and high costs to individuals, their
caregivers, and both public and private payers. People have costly and debilitating medical
errors. Family caregivers risk their own health and financial security to provide care for their
loved ones. Congress must act now, and AARP stands ready to work with you.

Eleven million older adults live with five or more chronic conditions. Individuails with multiple
chronic conditions often see many providers, take many medications, and need assistance
with daily activities, which results in high costs to them and to public programs. Multiple
needs require continuity and coordination of care among a wide array of providers in a wide
variety of settings. In the absence of such coordination, older adults -- who are more likely to
have chronic conditions -- often turn to family or other informal caregivers who struggte to
coordinate their care. Individuals with multiple chronic conditions and/or needs for assistance
with daily activities are frequent and costly health care users and often transition across
multiple care settings, resulting in more quality problems or medical errors. Improved quality
through better coordinated care could yield major dividends by helping individuals avoid
unnecessary treatment and assuring more timely treatments that can avoid unnecessary and
more costly care. A person- and family-centered system would, in part:

v better coordinate and manage care for individuals with multiple chronic conditions;

v improve communication and coordination among providers and across all settings,
including the implementation of interoperable health information technology;

v improve communication among providers and individuals and their caregivers as
important parts of an interdisciplinary care team; and

v address the needs of the whole person and their caregivers to improve quality of care and
quality of life and potentially reduce costs.

Good chronic care coordination includes keeping individuals with multiple chronic conditions
out of often more costly institutional seftings whenever possible. Providing the supports to
live independently, as well as supporting family caregivers, who often provide much of the
care coordination, can help delay or prevent institutional care. For example, providing
individuals and their caregivers with necessary supports can delay or prevent unnecessary
hospitalizations, emergency room visits, and nursing home placements.

Congress must take some important steps to improve chronic care coordination as part of
comprehensive health care reform to improve the quality of care and enhance the quality of
life of consumers and their families, while potentially reducing health care costs. Specific
steps include:

« improving chronic care coordination for individuals with multiple chronic conditions, such
as through the use of assessments and individualized.care plans. These goals would be
furthered by including in health reform legislation provisions like those in the
Independence at Home Act (Wyden/Markey/Chris Smith, S. 3613/H.R. 7114). Other
models, such as the medical home, should also be encouraged.
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+ Enabling people to remain in their homes and communities and out of often more costly
hospital and nursing home settings by measures such as:

[o]

o

[o]

o

Establishing a Medicare pilot program for a transitional benefit within the existing
Medicare home health benefit to improve beneficiary/quality outcomes. For example,
permitting a limited number of home health aide visits for those no longer requiring
skilled services; but who require additional assistance, may reduce hospital
readmissions and result in cost savings to Medicare and Medicaid;

improving the Medicaid home and community-based services (HCBS) state plan
option including by raising the income eligibility level and broadening the scope of
services to support individuals in their homes and communities
(Kerry/Grassley/Palione/DeGette Empowered at Home Act, S. 434 [11 e
Congress)/H.R. 7212);

Providing incentives to states to use the state pian.option and/or expand access to
HCBS to help people remain at home, such as an enhanced FMAP for HCBS
(Empowered at Home Act);

Requiring Medicaid spousal impoverishment protections for HCBS, just as for
institutional care (Empowered at Home Act);

Raising the asset limits for Medicaid HCBS to improve Medicaid support for those
living in the community (Empowered at Home Act); and

Eliminating or modifying the homebound restriction for Medicare home health care.

s Coordinating care more effectively for persons who are eligible for both Medicare and
Medicaid to improve quality and reduce costs, by measures such as:

o

(e}

o

improving information sharing between Medicare and Medicaid, such as claims data
and Part D utilization information, and improving data collection on dual eligibles;
Making improvements in Special Needs Plans (SNPs), including stronger relationships
and contracting with state Medicaid programs; and

Using demonstrations and/or waivers to test new and promising care coordination or
integration models and replicating successful models as appropriate.

« Supporting family caregivers, who often act as care coordinators for those with multiple
chronic conditions and help delay or prevent institutional care, by such measures as:

(<]

Establishing a Medicaid Family Caregiver Assessment Demonstration Program to
improve quality outcomes for individuals receiving Medicaid HCBS, assess needs of
family caregivers when they are critical to the HCBS provided, connect them to
needed supports, and help determine the best way to assess caregivers' needs;
Establishing a Medicaid state option or requirement to offer an assessment of family
caregiver support needs where an HCBS beneficiary is dependent upon the
assistance of a family caregiver (Kohl/Schakowsky Retooling the Health Care
Workforce for an Aging America Act, S. 245/H.R. 468 [111" Congress}));

Developing family caregiver training materials to help them provide care (“Retooling”
bil);

Developing and requiring the use of information and referral protocols for providers to
assist family caregivers of Medicare beneficiaries upon admission to or discharge from
a hospital, emergency room, outpatient surgery, or post-acute care setting, including
to make sure that individuals are aware of different alternatives for care {"Retooling”
bill). and

Ensuring the appropriate inclusion of and support for family caregivers in any chronic
care coordination model.

The specific bills noted have provisions similar or identical to the described needed solutions.
AARP Government Relations and Advocacy, March 2009



