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BOARD AND CARE: A FAILURE IN PUBLIC
POLICY

THURSDAY, MARCH 9, 1989

U.S. SENATE, SPECIAL COMMITTEE ON AGING, JOINT WITH
SUBCOMMITTEE ON HEALTH AND LONG-TERM CARE AND
THE SUBCOMMITTEE ON HOUSING AND CONSUMER INTER-
ESTS, SELECT COMMITTEE ON AGING, U.S. HOUSE OF
REPRESENTATIVES,

Washington, DC.
The committees met, pursuant to notice, at 9:30 a.m. in room628, Dirksen Senate Office Building, Hon. David Pryor (chairmanof the Special Committee on Aging), Hon. Claude Pepper (chairmanof the Subcommittee on Health and Long-Term Care), and Hon.James J. Florio (chairman of the Subcommittee on Housing andConsumer Interests) presiding.
Present from the Special Committee on Aging: Senators Pryor,Bradley, Shelby, Graham, Kohl, Heinz, Grassley, and Simpson.Present from the Subcommittee on Health and Long-Term Careand the Subcommittee on Housing and Consumer Interests: Repre-sentatives Pepper, Florio, Erdreich, and Regula.
Senate staff present: Portia Porter Mittelman, staff director;Holly Bode, professional staff; John Monahan, investigator; Chris-tine Drayton, chief clerk; Olaf Reistrup, legislative correspondent;

and Dan Tuite, printing assistant.
House staff present: Kathleen Gardner Cravedi, staff director;Melanie Modlin, assistant staff director; Peter Reinecki, researchdirector; and Steven Edelstein, counsel, of the Subcommitteeon Health and Long-Term Care.
William Benson, staff director; Brian Lindberg, assistant staff di-rector; and David Dean, professional staff member, of the Subcom-

mittee on Housing and Consumer Interests.

OPENING STATEMENT OF SENATOR DAVID PRYOR, CHAIRMAN
The CHAIRMAN. Ladies and gentlemen, the hearing will come toorder. On behalf of my colleagues on the Special Committee onAging, I would like to welcome everyone to this morning's jointhearing on board and care homes. We are pleased to be joinedtoday by our colleagues from House Select Committee on Aging,Subcommittee on Health and Long-Term Care and the Subcommit-

tee on Housing and Consumer Interests.
We are gathered here today to discuss a critical but often over-looked component of this- nation's long-term- care plan: board andcare homes. This-hearing. is being held to investigate the problems
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as well as the attributes of the board and care system. We will ex-
plore ways to solve these problems while preserving the good quali-
ties that board and care has to offer.

Board and care homes have traditionally filled the gap between
the family home and the nursing home. Unfortunately, that gap is
too often filled by providers unsuited and unable to give needed
care. Many board and care homes provide care for poor, often men-
tally ill, disabled individuals who frequently have no family and no
place else to go. These residents are among the most vulnerable of
our nation's citizens, and far too many are warehoused and forgot-
ten.

More than 41,000 licensed board and care homes are in business
today and at least as many unlicensed homes are operating invisi-
bly throughout America. An estimate from 1981 puts the number
of board and care residents at anywhere from 500,000 to 1,500,000
citizens. The date and range of that estimate tells you how little we
know about board and care.

The Department of Health and Human Services has played an
extremely limited role in overseeing board and care facilities. HHS
has a total of 118,000 employees on the payroll. Out of all of those
118,000 employees, the amount of resources that HHS is currently
devoting to the oversight of board and care consists of one employ-
ee who spends approximately one hour each day filing routine re-
ports gathered from the 50 States.

As we will hear today, far too many homes are providing grossly
substandard care that endangers the health and well being of their
residents. There are a myriad of reasons for why this occurs: a lack
of State and Federal involvement, in oversight in regulation, the
need for training and education among care providers, and a lack
of knowledge in most communities that these facilities, much less
these problems, even exist. We in the Congress must explore ways
to support those facilities and their residents. Increased licensing
efforts, more effective sanctions against substandard homes,
strengthened inspections, higher levels of reimbursement to provid-
ers, better coordination with other long-term care services in the
community and a strong ombudsman presence in the facilities
themselves, are but a few of the possible solutions.

Today I look forward to the testimony of the witnesses we have
assembled before the committees today. We will focus on the prob-
lems in board and care homes. The next time we meet I hope it
will be to discuss solutions.

[The prepared statement of Senator Pryor follows:]
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OPENING STATEMNT

SENATOR DAVID PRYOR

ChaiMman, Senate Special Committee on Aging

March 9, 1989 hearing

BOARD AND CARE, A FAILURE IN PUBLIC POLICY

Good morning. On-behalf of my colleagues on the SpecialCommittee on Aging, I would like to welcome everyone to this
morning's joint-hearing on board and care homes. We are pleased tobe joined today by our colleagues from the House Select Committee onaAging!,si. ubcommittee on Health and Long-Term Care and the
Subcommittee.on Housing and Consumer Interests. This is also theCommittee's first hearing of the 101st Congress; I hope it is one ofmany hearings that this Committee will convene to examine the vital-concerns and interests of older Americans.

We are gathered here today to discuss a critical, but oftenoverlooked, component of this nation's long-term care system -- theboard and care home. They have a vital place on the long-term carecontinuum in that they can prmvide elderly and disabled persons witha degree of protective oversight that enables them to maintain alevel of independence and autonomy that they would not find in amore restrictive and more costly institutional setting, such as anursing home. The hearing is being held to investigate the problemsas well as the attributes of the board and care system, and to
explore ways to solve these problems while preserving the goodqualities that board and care has to offer.

What exactly is board and care? *Board and care' is a catch-all term used to describe a wide variety of non-medical residential
facilities. These include group homes, foster homes, personal carehomes and rest homes. There is a great deal of variance among boardand care with regard to size, type of resident, the range ofservices offered, and the ownership. They usually provide room,meals, assistance with activities such as bathing, dressing, and thetaking of medication, and can house anywhere from one to 100
residents. Although traditionally dominated by small 'mom and pop'operations and larger establishments sponsored by nonprofit
charitable groups, the board and care industry has recently seen theemergence of 'assisted living facilities, built by for-profit
housing developers. Residents of board and care include the
elderly, the physically disabled, deinstitutionalized mentally ill,and the developmentally disabled.

The General Accounting Office (GAO) report on board and care in6 states, which is being released today, found that board and carehomes serving the elderly are usually located in cities, have anaverage of 23 beds, and are privately operated. Residents of boardand care homes typically have physical limitations requiring someoversight, limited incomes (and are frequently Supplemental Security
Income, or SSI, recipients), and have often lived in an institution
because of a mental disability. They are also unlikely to havefriends or relatives visit them on a regular basis, and are
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therefore often isolated from the community, and without an advocate
to look out for them and protect their rights.

Board and care homes present unique quality problems. They
provide care for poor, often mentally ill, disabled individuals who
frequently have no place else to go. One of the major problems with
operating board and care is that the providers, who are often poor
themselves, do not receive enough money from their SSI residents to
cover the cost of their care. Individual SSI recipients receive
$368.00 per month and couples receive $553.00 per month. Although
several states supplement SSI, the average supplement being about
$200 per month, it is nonetheless a very small amount of money with
which to provide room, meals, supervision, etc. The task of
providing adequate care is complicated further by the fact that many
of the residents have illnesses or disabilities that demand more
care than the board and care operator can afford or is trained to
provide.

In 1976, in response to concern about problems in board and
care homes, Congress enacted the Keys Amendment to the Social
Security Act. It required states to certify to the Department of
Health and Human Services (HHS) that all facilities with a large
number of SSI recipients as residents met appropriate standards. A
1987 survey of licensed facilities identified about 41,000 licensed
homes, with about 563,000 beds serving the elderly, mentally ill and
mentally retarded. Of this amount, about 264,000 beds were
identified as serving the elderly only. Unfortunately, there are no
data available on the number of unlicensed homes. However, it is
generally acknowledged that a greater number of homes are unlicensed
than licensed. In 1981, HHS estimated that there were anywhere from
500,000 to 1,500,000 residents of board and care facilities. The
date and wide range of that estimate illustrate how little we know
about board and care.

Problems exist in licensed and unlicensed homes alike; in other
words, licensing does not ensure quality care. Licensing
requirements vary widely from state to state, and even the very
definition of what constitutes a board and care facility differs, so
that what may be considered a board and care home in one state (and
hence subject to the licensing requirements) is not in another.
Further, most inspections focus on the physical plant, with little
or no emphasis on the residents and their quality of life. Because
states do not aggregate the data gleaned from the inspection
reports, the GAO report was limited in its ability to determine the
magnitude and type of the violations or the kinds of homes in which
the violations frequently occur. However, GAO did find that homes
with predominately low-income residents (i.e., SSI recipients) had
about twice as many violations on the average as homes with
predominately private-pay residents.

A related problem is the lack of strong, efficient enforcement
mechanisms for the licensing requirements. The six states that GAO
surveyed had the authority to close or revoke the license of a home
that was threatening the residents' safety or well-being; in three
of the states, this was the only sanction against substandard homes.
Although closing a facility is sometimes the only way to handle a
chronically substandard home, this all or nothing sanction is
usually not invoked --not only is it a time consuming and difficult
process, but there are many instances in which it would do more harm
than good. In a situation in which the problems could be remedied,
or the residents have no place else to go, closing the facility is
no solution. Some states have intermediate sanctions, such as fines
or receiverships; GAO reports that the states of California and
Florida have had limited success with these sanctions, as they are
difficult to both invoke and collect.

The Department of Health and Human Services has played a
circumscribed role in overseeing board and care facilities. While
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the Keys Amendment requires states to establish and enforce board
and care standards, it only requires BBS to receive the states'
annual certifications concerning compliance. HHS currently
allocates only one-eighth of one person's time to checking that the
states .have sent in their certifications. This amounts to about one
hour per day, or five hours per week. Under this policy of very
limited follow-up and oversight, a state can report its compliance
with Keys even though it may have done little or nothing with
respect to monitoring or licensing board and care homes.
Furthermore, Keys requires states to report substandard board and
care homes to the Social Security Administration so that it can
reduce the SSI benefits of any recipient living in such homes.
Because this penalizes the residents and not the homes, it acts as a
disincentive for states to report deficiencies.

As we will hear today, far too many homes are providing grossly
substandard care that endangers the health and well-being of their
residents, who are among the most vulnerable and isolated of our
citizens. There are a myriad of reasons for why this occurs -- a
lack of state and federal involvement in oversight and regulation;
the need for training and education among care providers; an absence
of knowledge in most communities that these facilities, much less
the problems, even exist. We in Congress need to explore ways to
support these facilities and their residents, whether through
increased licensing efforts and more effective sanctions against
substandard homes; strengthened inspections; higher levels of
reimbursement to providers; better coordination with other long-term
care services in the community; and a stronger ombudsman presence in
the facilities themselves are but a few of the possible solutions.

This will require a great commitment -- in terms of time,
money, and personnel -- from both the state and federal governments.
We are already paying a high price -- in human terms -- for the
conditions that exist in too many board and care homes. Despite our
budget deficit, I think we should be willing to making quality care
in board and care homes a priority, because we can no longer afford
the costs exacted by our neglect.

We are fortunate to have with us today a variety of witnesses
who will provide testimony on a range of Issues surrounding board
and care. We are going to hear first from Senator Pepper, who is
going to report on the Subcommittee on Long-Term Care and Health's
activities on board and care. Senator Pepper will be followed by
two panels composed of former residents of some less-than-exemplary
homes who will give disturbing accounts of the conditions that
existed there; ombudsmen and others who advocate on behalf of
residents of board and care; an inspector from a state health
department; and an owner and operator of a board and care facility.
I am sure that their testimony will open up a great deal of
discussion here today, and provide the basis for consideration of
these issues in the future. I look forward to their testimony.

With the aging of our population, and the implementation of the
provisions of the 1987 nursing home reform legislation regarding
screening and appropriate placement of mentally-ill and mentally-
retarded nursing home patients, the role of board and care homes
will become even more important. The Committee hopes that this
hearing will provide a timely opportunity to explore the problems
facing board and care residents and providers, and will lead to
further discussions of the proper role of the board and care
facility in our long-term care continuum, as well as the Federal and
State role in oversight and regulation.
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The CHAIRMAN. I will yield at this time to Senator John Heinz of
Pennsylvania, who has joined with our first witness, the Hon.
Claude Pepper, in asking the General Accounting Office for a full
report on this issue.

Senator John Heinz.

STATEMENT OF SENATOR JOHN HEINZ
Senator HEINZ. Mr. Chairman, thank you very much.
I am most pleased to be here with you and the committee this

morning to examine the conditions in America's board and care
homes, which is a rather loosely defined inventory of facilities
called home by as many as two million of our frailest and neediest
citizens.

As the General Accounting Office report which Congressman
Pepper and I requested just over two years ago tells us, some of
these homes do provide comfortable quarters and competent care.
But in far too many facilities, abuse and despair have replaced
board and care and the Federal Government in spite of the Keys
Amendment has done nothing about it.

The warning signs of regulatory neglect are the hundreds of
cases of mistreatment of residents brought to light by this commit-
tee's investigation. To my mind, and these are specific instances to
which I refer in the GAO report, when a mentally retarded resi-
dent is padlocked to a toilet, that not only constitutes reckless en-
dangerment, but personal degradation. When a resident is beaten
with a metal walker, that is not only assault and battery, that is
unvarnished brutality. When an elderly woman wastes away to
half her body weight from lack of proper nutrition, that is not just
gross incompetence, it is unbelievable neglect. And when an older
man dies in a home because hospitalization would cut off his SSI
check to the provider, that is not only larceny, it is murder.

For the past nine years, Congress has focused its attention on
access to quality, affordable care in hospitals, home health agen-
cies, and nursing homes. While we were busy certifying and regu-
lating elsewhere, the board and care industry was burgeoning out
of sight, out of mind, and we now know, out of control. Congress
has only the 1976 Keys Amendment as a regulatory stick. And the
GAO report and the committee investigation tell us that the Keys
Amendment is not enough.

We find ourselves today trying to lasso and brand a murky in-
dustry. But at least our challenge is clear. In the next few weeks, I
hope to introduce legislation to strengthen State inspection efforts
with Federal financial assistance and beyond that to establish
standards for structural safety and sanitation, for adequate nutri-
tion and proper personal care. We need a residents' bill of rights.
We need credible Federal sanctions to enforce these standards,
access for ombudsmen and many of the things that Senator Pryor
mentioned.

Mr. Chairman, let me just say in conclusion, just three years ago
this committee turned the Congress around on the need for nursing
home reforms. I am confident we can do the same job of conscious-
ness raising and reform here today. Thank you.
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[The prepared statement of Senator Heinz along with the pre-
pared statements of Senators Glenn, Breaux, Kohl, Grassley, and
Warner follows:]
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NEWS FROM

SENATOR JOHN HEINZ__
SPECIAL COMMITTEE ON AGING

Senate Hart 628 Washington, D.C. 20510-6400 (202) 224-1467

OPENING STATEMENT OF SENATOR JOHN HEINZ (R-PA)
BOARD AND CARE HOMES: FAILURE IN PUBLIC POLICY

9 MARCH 1989
Mr. Chairman, good morning. I am pleased to be here
with you this morning to examine conditions in
America's board and care homes--that rather loosely
defined inventory of facilities called "home" by
as many as 2 million of our frailest, neediest
citizens.

As the General Accounting Office report, which
Congressman Pepper and I requested, tells us, some
of these homes do provide comfortable quarters and
competent care. But in far too many facilities,
abuse and despair replace board and care-and the

Federal government has done nothing about it.

The warning signs of regulatory neglect are the
hundreds of cases of mistreatment of residents
brought to light by this Committee's investigation.
To my mind, when a mentally retarded resident is
padlocked to a toilet, that constitutes reckless
endangerment. when a resident is beaten with a
metal walker--that's assault and battery. When an
elderly woman wastes away to half her body weight
from lack of proper nutrition, that's gross neglect.
And when an older man dies in a home because
hospitalization would cut off his SSI check to the
provider--that's murder.

For the past nine years, Congress has focused its
attentions on access to quality, affordable care in
hospitals, home health agencies and nursing homes.
While we were busy certifying and regulating
elsewhere, the board and care industry was
burgeoning out of sight, out of mind--and out of
control. Congress has only the 1976 Keys Amendment
as a regulatory stick. And the GAO report and the
Committee investigation tells us that the Keys
Amendment isn't enough.

We find ourselves today trying to lasso and brand a
murky industry. But at least our challenge is clear.
In the next few weeks, I plan to introduce
legislation to strengthen state inspection efforts
with Federal financial assistance. Beyond that we
need standards for structural safety and sanitation,
for adequate nutrition and proper personal care. We
need a residents' bill of rights. And we need
credible federal sanctions to enforce these
standards.

Mr. Chairman, just three years ago this Committee
turned the Congress around on the need for nursing
home reforms. I am confident we can do the same job
of consciousness raising and reform here.
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STATEMENT OF SENATOR JOHN GLENN

at a joint hearing on

BOARD AND CARE: A FAILURE IN PUBLIC POLICY

before the

U.S. SENATE SPECIAL COMMITTEE ON AGING
and the

U.S. HOUSE OF REPRESENTATIVES SELECT COMMITTEE ON AGING
SUBCOMMITTEE ON HEALTH AND LONG-TERM CARE

SUBCOMMITTEE ON HOUSING CONSUMER INTERESTS

9:30 A.M. Room 628 Oirksen Building
Thursday, March 9, 19 Washin tOn, D.C. 20510

Mr. Chairmen, I commend you for holding this hearing to

highlight the problems associated with board and cares facilities.

I hope that the information provided today will prompt both the

Federal and State governments to get serious about ensuring a

clean and safe living environment for many of our nation's

elderly and mentally-impaired citizens.

For many people, board and care homes are the most

appropriate housing alternative. As our population ages, we will

need more community-based residences for persons who cannot

remain alone but who do not need institutional nursing home

care. Because of the importance of board and care homes we must

act promptly to correct the current situation in which we find

thousands of people living in group homes where residents are

receiving inadequate food and care, are being physically and

mentally abused, and are dying due to lack of appropriate medical

attention.
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I share the concerns of my colleagues about the abuses we

have found in board and care homes and which will be described by

many of today's witnesses. I would particularly like to

acknowledge and thank one witness, Ms. Melva Colegrove, who is

here from the Ohio Department of Health to describe-the terrible

conditions she has found during her investigations of board and

care facilities. And I hope to have an opportunity to ask her

about the actions being taken by Governor Richard Celeste and

others in Ohio to license board and care facilities and to

increase the State payment for Supplemental Security Income (SSI)

recipients.

I am also aware that there are good providers who are

struggling to provide high-quality care to residents who are

unable to pay the full costs of their care. I welcome one such

person, Ms. Pam Hinckley from Cleveland, Ohio, and look forward

to her testimony.

The information we receive from today's witnesses, along with

the reports of the United States General Accounting Office, our

two Aging Committees and others, will be helpful in determining

the extent of the board and care problem and in recommending

options to ensure the provision of high-quality care in community

residential facilities. I thank you all for your participation

in this hearing, 'Board and Care: A Failure in Public Policy."
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STATEMENT OF SENATOR JOHN BREAUX

SENATE SPECIAL COMMITTEE ON AGING

BOARD AND CARE HOMES: FAILURE IN PUBLIC POLICY

Before getting started, I would like to thank our new

Chairman, Senator David Pryor as well as Congressman Claude

Pepper, the Chairman of the House Aging Committee's

Subcommittee on Long Term Care and Congressman Jim Florio,

the Chairman of the Subcommittee on Housing and Consumer

Interests for putting together this hearing on board and care

homes. I would also express my thanks to Senator Heinz for

his role in shedding some light on conditions in these

facilities and the atmosphere in which they operate.

The General Accounting Office's report gives us a series

of horror stories that are almost too much to believe. We

are presented with board and care home operators who punish

their residents by putting them on a diet of bread and water

or abusing them with cattle prods. Residents have been left

lying for hours and days at a time in their own wastes, they

have been sexually abused, had their money stolen, been tied

up and filled with mind-altering drugs to keep them quiet and

they have been starved, all by the very same people that they

are relying on to protect them. This should not be allowed

to happen. It is a disgrace.

I recognize that these are anecdotes and that not all

board and care operations are bad. We are all constrained by

the limited options for long term care that are available.

Residents of board and care facilities often have no other

source of income than their SSI check. In states that do not

provide a supplement to SSI, that's $354 a month at the most.

Private operators of even the most reputable board and care

facilities are thwarted by the low level of payment that they

can expect from their clients.

In an ideal world we would shut down every substandard

board and care home throughout the country before tonight is

out. Unfortunately, we have to acknowledge the qrim reality
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that the residents of these homes are there because they just

don't have anywhere else to go. If we shut down a home, we

can't be sure that we will have a place to send the residents

who then have no roof over their heads, no place to sleep or

eat and no one to help them manage with simple activities

like bathing and taking their heart pills or insulin on time.

,The efforts that have been made at the state and federal

level have not been good enough. Congress has enacted

nursing home and home care guidelines, but has not done the

same at the board and care level. Meanwhile, provisions in

the Omnibus Budget Reconciliation Act of 1987 (OBRA), which

call for screening of-nursing home residents, promise to

increase the number of people looking for the services that

board and care homes can provide.

State governments have not chosen to arm themselves with

effective methods or adequate resources for-enforcing their

-own standards for board and care homes. In many states,

including my own Louisiana, the only option that states have

is to shut down a home. Some states have instituted a system

of fines, which give them an intermediate tool for enforcing

their standards. Few, however, have enough people going out

into the field to inspect licensed homes or uncover

unlicensed homes.

The federal government has not armed itself properly

either. The only penalty that the Department of Health and

Human Services can inflict is to withhold part of the SSI

check that goes to board and care home residents. This only

hurts the individual SSI recipient. It does not help the

situation. States have no incentive to report that their

board and care homes are out of compliance.

The Keys Amendment to the Social Security Act, enacted

in 1976, outlines the minimal federal role that does exist in

the regulation of board and care homes. States are required

to establish regulations, but there are no minimum

-.guidelines. -States are required to certify to the Secretary

of. the Department of Health and Human Services that they are

in compliance with their-own regulations. Neither-the states
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nor HHS take their roles under the Keys Amendment seriously.

The GAO tells us that in 1988 the Department of Heath and

Human Services received certification from only 25 states.

GAO also tells us that officials from two states that are

certified freely acknowledge that they have thousands of

homes that should fall under the state regulations mandated

by the Keys Amendment, but are not regulated in any way,

shape or form. HHS apparently is not bothered by this

because they devote only one-eighth of one employee's time to

seeing that the states have sent in their certifications.

I am glad that we are here today to start exploring some

causes and possible courses of action. There are too many

easily-found examples of abuse and neglect in board and care

facilities for nothing to be done. Meanwhile, though, we

need to be careful not to price those elderly, mentally ill

and mentally retarded people who are dependent on SSI as a

sole source of income out of the board and care market.

I am looking forward to an educational series of

hearings on what our options are and would like to thank

today's witnesses for coming forward to share their views and

experiences with us.
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STATEIMNT OP SENATOR iOm.

Kr. Chairman, I certainly want to join you and our colleagues

from the House and the Senate in paying tribute to Claude Pepper.

I do, however, want to dissent from the tone of some of the

tributes we have heard in the past. It seems to me that all too

often people comment on how remarkable it is that Claude Pepper

remains an active force while being 88 years years old. In

truth, I don't find that very remarkable. It may be unusual --

most people decide to give up this sort of nonsense a lot sooner

than that -- but to link his age and his continued contributions

to American society seems to suggest that older people really

can't do all that much. And they can. Claude Pepper is not the

exception who proves that rule; he is the rule.

So I don't find Mr. Pepper's age to be worthy of comment.

Instead, I find his consistency and commitment worthy of

admiration.

Prior to this hearing I did a little reading about his

background and what struck me most was something that Congressman

Pepper wrote a few year ago. Let me share it with you. He said

that he entered public life because his experiences, growing up

in the destitute South convinced him 'that life for human beings

should, and could, be much better than it was. What worthier

purpose could government serve than to make life a bit happier

and a lot less arduous for its people?'

That was the question that Claude Pepper asked. His career

is the answer.

The hearing we are having today is simply a continuation of

that answer, of that career. Once again, Claude Pepper is

calling to our attention an injustice, a flaw, a problem. We

have been trying to deal with the problem of inadequate care in

Residential facilities for some time. We have taken some steps.

But apparently we have not gone far enough. The evidence we will

hear today is both distressing and depressing. But during the

course of these hearings we will also hear that there is some

action we might take to address this problem. I'm sure that

Claude Pepper will make sure that we do more than consider

solutions -- he'll do everything he needs to to make sure we

adopt them. I look forward both to his testimony today and his

continued involvement in dealing with this problem in the years

to come.
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STATEMENT OF SENATOR CHARLES E. GRASSLEY AT A HEARING OF THE
SPECIAL COMMITTEE ON AGING ON THE TOPIC OF BOARD AND CARE

HOMES, THURSDAY, MARCH 9, 1989.

THANK YOU, MR. CHAIRMAN.

I WANT TO WELCOME SENATOR PEPPER AS AN HONORARY MEMBER OF
THE SENATE COMMITTEE ON AGING AND TO TELL YOU THAT I APPLAUD
YOUR DECISION TO HONOR HIM IN THIS WAY.

IT'S CERTAINLY FITTING THAT WE WELCOME HIM AS AN HONORARY
MEMBER. SENATOR PEPPER WAS A CHARTER MEMBER OF THE HOUSE AGING
COMMITTEE, AS WAS I, AND SERVING FOR SEVERAL YEARS WITH HIM ON
THE AGING COMMITTEE IS CERTAINLY ONE OF THE HIGHLIGHTS OF MY
OWN CAREER IN THE CONGRESS. WERE IT NOT FOR THE TWISTS OF
ELECTORAL FORTUNE, SENATOR PEPPER MIGHT WELL NOW STILL BE IN
THE U.S. SENATE AND THE SENIOR MEMBER OF THIS COMMITTEE.

SENATOR PEPPER HAS WELL-EARNED YOUR PRAISE BY MANY YEARS
OF CONSISTENT EFFORT TO IMPROVE THE LOT OF OLDER AMERICANS. IN
FACT, IT IS ENTIRELY APPROPRIATE THAT YOU CHOOSE THIS FIRST
HEARING OF YOUR CHAIRMANSHIP TO HONOR SENATOR PEPPER AND TO
CONSIDER BOARD AND CARE HOMES.

BECAUSE, AS SOME OF US REMEMBER, SENATOR PEPPER WAS
CONCERNED ABOUT BOARD AND CARE HOMES, AND HAD INTRODUCED
LEGISLATION ON BOARD AND CARE HOMES, AS LONG AGO AS 1977.

ON THE MATTER OF BOARD AND CARE HOMES, MR. CHAIRMAN, I
THINK IT IS APPROPRIATE THAT THIS COMMITTEE REVIEW THE ISSUES
THAT THEY RAISE.

AFTER A FLURRY OF INTEREST AND ACTIVITY IN THE CONGRESS ON
THIS SUBJECT IN THE LATE SEVENTIES AND EARLY EIGHTIES,
ATTENTION TO IT, AT THE NATIONAL LEVEL AT ANY RATE, SEEMS TO
HAVE WANED.

THE DEPARTMENT OF HEALTH AND HUMAN SERVICES HAD A BOARD
AND CARE INITIATIVE IN THE EARLY EIGHTIES, BUT IT IS HARD TO
POINT TO ANY DISTINCT ACCOMPLISHMENTS FROM THAT INITIATIVE.

ACCORDING TO THE GAO, OVERSIGHT OF BOARD AND CARE HOMES BY
STATE GOVERNMENTS SEEMS TO BE PARTIAL AT BEST.

PART OF THE PROBLEM MAY BE CAUSED BY THE FACT THAT A
CONSENSUS SEEMS TO AGREE THAT THE MAIN ENFORCEMENT POWER

AVAILABLE AT THE FEDERAL LEVEL IS UNUSABLE. THIS IS THE KEYS
AMENDMENT, SECTION 1616(E) OF THE SOCIAL SECURITY ACT, WHICH
PASSED IN 1976. IT IS NOT ENFORCEABLE BECAUSE IT WOULD PUNISH
SUPPLEMENTAL SECURITY INCOME RECIPIENTS RATHER THAN THE
MANAGEMENT OF BOARD AND CARE HOMES. FEW OF US WOULD HAVE ANY
TASTE FOR THAT.

IN ANY CASE, MR. CHAIRMAN, I LOOK FORWARD TO THE TESTIMONY
OF OUR WITNESSES TODAY, AND TO THE FURTHER ACTIVITIES OF THIS
COMMITTEE ON THIS SUBJECT.
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STATEMENT OF SENATOR JOHN WARNER
March 9, 1989

SENATE SPECIAL COMMITTEE ON AGING

HOUSE SELECT COMMITTEE ON AGING SUBCOMMITTEES
ON

HEALTH AND LONG TERM CARE
AND

HOUSING AND CONSUMER INTERESTS

Joint Hearing on Conditions In The Nation's
BOARD AND CARE Residential Facilities

CHAIRMAN PRYOR, SENATOR HEINZ, CHAIRMAN PEPPER, AND CHAIRMAN

FLORIO, IT IS A HIGH PRIVILEGE, AND ONE FOR WHICH I AM DEEPLY

GRATEFUL, TO AGAIN ASSOCIATE, AFTER AN ABSENCE OF TWO YEARS,

WITH THE CONGRESSIONAL LEADERSHIP ON POLICY AFFECTING OLDER

AMERICANS.

IT IS PARTICULARLY FITTING THAT CHAIRMAN PRYOR HAS CHOSEN TO

INITIATE THIS MORNING'S HEARING WITH A TRIBUTE TO OUR REVERED

COLLEAGUE, SENATOR CLAUDE PEPPER, A MAN WHOSE ADVOCACY FOR OLDER

AMERICANS IS NOW LEGENDARY. I JOIN IN THE SALUTE TO CHAIRMAN

PEPPER AND WISH HIM LONG YEARS OF CONTINUED SERVICE.

THE BUSINESS OF OUR JOINT MEETING IS ONE WHICH CONCERNS ME

GREATLY: THE STATE OF CONDITIONS IN THE NATION'S BOARD AND CARE

RESIDENTIAL FACILITIES. WE OWE A DEBT OF GRATITUDE TO OUR SENATE

RANKING MEMBER, SENATOR HEINZ, AND TO CHAIRMAN PEPPER FOR HAVING

REQUESTED THE GENERAL ACCOUNTING OFFICE (GAO) REPORT DURING THE

LAST CONGRESS. TODAY WE RELEASE ITS PUBLICATION AND GET OUR OWN

ASSESSMENT UNDERWAY.

AMONG THE SIX STATES EXAMINED BY GAO WAS THE COMMONWEALTH OF

VIRGINIA. WITH 18,081 BEDS IN 404 LICENSED HOMES FOR ADULTS, MY

STATE HAD MUCH TO OFFER IN THE WAY OF DATA AND STANDARDS OF

CARE. I AM PLEASED THAT VIRGINIA LENT ITS FULL COOPERATION AND

THAT THE GAO REPORT HAS BEEN COMMENDED BY COMMISSIONER LARRY

JACKSON OF THE VIRGINIA DEPARTM4ENT OF SOCIAL SERVICES.

I WOULD ALSO LIKE TO ACKNOWLEDGE THAT ONE OF THE NATION'S

PRINCIPAL BOARD AND CARE PROVIDER ORGANIZATIONS IS CURRENTLY

BASED IN RICHMOND, VIRGINIA: THE NATIONAL ASSOCIATION OF

RESIDENTIAL CARE FACILITIES. ALTHOUGH NEITHER THIS ORGANIZATION

NOR ANY OTHER PROVIDER GROUP IS TESTIFYING TODAY, I UNDERSTAND
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THAT THEY WILL BE EXTENDED AN INVITATION AT A LATER SUPPLEMENTAL

HEARING, PERHAPS WHEN WE BEGIN OUR CONSIDERATION OF SPECIFIC

LEGISLATIVE RECOMMENDATIONS. THE ASSOCIATION HAS MADE A

SIGNIFICANT CONTRIBUTION, NONETHELESS, IN THAT THE RESULTS OF ITS

OWN 1987 NATIONAL BOARD AND CARE SURVEY HAVE BEEN SUBSTANTIALLY

UTILIZED IN THE GAO REPORT.

THROUGHOUT THE MATERIALS WHICH HAVE BEEN PREPARED FOR THIS

HEARING, IT IS CLEAR THAT IN SPITE OF A LARGE NUMBER OF WELL

MANAGED BOARD AND CARE FACILITIES, THERE ARE HORROR STORIES

TAKING PLACE OF RESIDENTIAL ABUSE AND DEPRIVATION. SOME OF THOSE

WILL BE SHARED WITH US.

WHAT ALSO SEEMS CLEAR IS THAT NO SINGLE ENTITY IS TO BLAME.

DEINSTITUTIONALIZATION OF THE MENTALLY ILL AND MENTALLY RETARDED,

A POLICY WITH PRAISEWORTHY GOALS, HAS TAKEN PLACE BEFORE

COMMUNITIES HAVE HAD THE MEANS TO PROVIDE PROPER CARE.

THE U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES HAS NOT

FOLLOWED THROUGH ON ITS 1981 PROMISE TO SEND THE CONGRESS NEW

BOARD AND CARE LEGISLATION. NOR HAVE THE STATES DEVOTED THEIR

RESOURCES TO STRICTER LICENSING, CERTIFICATION, AND SANCTIONING.

IN ADDITION, I BELIEVE THE SOCIAL SECURITY ADMINISTRATION SHOULD

IMMEDIATELY CRACK DOWN ON BOARD AND CARE ABUSE OF BENEFICIARY

PAYMENTS.

CHAIRMAN PRYOR, SENATOR HEINZ, DISTINGUISHED CHAIRMEN FROM

THE HOUSE, I REALIZE THERE IS A FULL AGENDA BEFORE THE JOINT

MEETING AND THAT TIME IS LIMITED. TIME MAY ALSO BE LIMITED FOR

THE LONG SUFFERING AND NEGLECTED RESIDENTS OF ILL-MANAGED AND

NON-POLICED BOARD AND CARE HOMES. LET'S GET THE WORD OUT ON SUCH

CONDITIONS AND DELIVER THEM A MEASURE OF RELIEF.
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The CHAIRMAN. Thank you, Senator Heinz. Chairing the Subcom-
mittee on Housing and Consumer Interests from the House of Rep-
resentatives is the Honorable James -Florio. Congressman Florio,
we look forward to hearing from you at this time.

STATEMENT OF CONGRESSMAN JIMYFLORIO

Mr. FLORIO. Thank you very much, Mr. Chairman.
I am pleased to join with my distinguished colleagues on the

House Select Committee on Aging as well as the Senate Special
Committee -on Aging.in convening this extremely important meet-
ing here today.

Mr. Chairman, as I-review the findings of the GAO report, Mr.
Pepper's report, and an investigation that my subcommittee con-
ducted in my own State of New Jersey, I -was struck by the fact
fhat we allow things to happen in board and care facilities-that we
do not allow to happen elsewhere.

To begin with, under the Older Americans Act we provide meals
to older adults in congregate settings and in their homes and those
meals must meet certain standards of nutritional value. Yet in too
many board and care homes meals are not monitored at all. My
staff and Mr. Pepper's staff have seen first-hand the stale, starch-
ridden, unnutritious, and simply unappealing meals that are liter-
ally thrown in front of residents. A meal consisting of either a
scoop of spaghetti or a bowl of puffed rice for dinner along with an
old donut and a cup of coffee would not be tolerated at a seniors'
meal site, a nursing home, or a Section 202 project, so why is it
tolerated in this type of a setting?

We close down restaurants here in Washington that have filthy
or non-functional restrooms, but we allow board and care homes to
exist with bathroom facilities that would make many of us ill. Our
staffs have visited smelly, unsanitary outhouse-like facilities with
unlockable doors and no toilet paper, and toilets available to both
men and women that do not have locks.

We would not tolerate a bank that withheld funds that were
rightfully the customers'. In a board and care facility it's a differ-
ent story; we have allowed management to deny residents their
personal needs allowance, abscond with their home energy assist-
ance payments, and coerce other monies from frail residents. Facil-
ity operators who are named by the Social Security Administration
as representative payee for their residents have complete control
over their finances, and in some cases rip them off.

To put this in perspective, on average it costs about $11 per day
to board a 70-pound dog in New Jersey, and that is for only one
meal a day, water, and a place to run. Astonishingly, in New
Jersey board and care residents who are dependent upon SSI re-
ceive a low of $11.30 to a high of just under $16 for their lodging,
meals, and care in a board and care facility. And in States that do
not supplement the Federal SSI amount, the daily rates are even
lower. This is the kind of respect that we show fellow Americans
who happen to be less fortunate, and far more vulnerable than
most of us.

Every State, including my home State of New Jersey, has some
facilities run by caring people. The fact is that if they wish to serve
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low-income disabled Americans, the SSI rates make it pretty tough
if not close to impossible to do a good job. The good guys in this
business are being devastated by those who engage in the abuses
we will hear about today. We need to keep those caring people in
the business.

Mr. Chairman, I have several submissions I would like to put
into the record. Thank you.

The CHAIRMAN. Without objection the submissions will be placed
at the appropriate part in the record.

[The prepared statement and submissions referred to by Con-
gressman Jim Florio and the prepared statements of Representa-
tives Oakar, Bentley, Regula, and Borski follow:]
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New Jersey's First
Congressional District

STATEMENT OP
CONGRESSMAN JAME I J. FLORIO

ACTING CHAIRMAN
SUBCOMMITTEE ON HOUSING AND CONSUMER INTERESTS

HOUSE SELECT COMM17TEE OH AGING
JOINT HEARING WITH THE

SUBCOMMITTEE OH HEALTH AND LONG-TERM CARE
SELECT COMMITTEE ON AGING

AND THE
SENATE SPECIAL COMMITTEE ON AGING

BOARD AND CARE MOME E IN AMERICAt A FAILURE IN PUBUI C POLICY
MARCH 9, 1998

Good morning. I am pleased to join my distinguished colleagues of the House Select

Committee on Aging end of the Special Committee on Aging in convening thin extremely

important hearing.

Refere I comment on the crisis that faces us In the board and care industry, I too wish to

take thin opportunity to praise our first witness today, the former Chairman of the House Aging

Committee and current Chairman of the Subcommittee on Health and Long-Term Care, Senator

Claude Pepper. I have had the honor of serving with Claude Pepper for 10 years on the Aging

Committee end he is unquestionably the strongest - and best known - advocate in Congress for

Improving the quality of life for older Americans. I am delighted that the Members of the Senate

Aging Committee concur with this as evidenced by today's special recognition of Senator Pepper.

We could not have a better lead-off witness on any topic effecting the elderly and certainly not for

today's subject

As the Acting Chairman of the Subcommittee on Housing and Consumer Interests, I am

acutely aware of the importance of board and care facilities as a form of housing. As we know,

board and care facilities are difficult to labeL They bring Into play housing, long-term care,

health care, supportive services, and income security Issues. Residents of board and care facilities

are looking for a roof over their heads, but they also need a supportive environment. We have

found that they are often trail elderly Individuals with--mental impairments or physical

disabilities. And although there are many victims of all ages in bad board and care homes, we -

the Aging Committees -have an important role in demanding Improvements In this Industry.

Mr. Chairman, as I reviewed the findings of the GOA report, Mr. Pepper's report, and the

investigation that my subcommittee staff conducted in New Jersey, I was struck by the fact that

we allow things to happen in board and care facilities that we do not allow to happen elsewhere.

To begin, under the Older Americans Act we provide meals to older adults in congregate

settings and in their homes, and those meals must meet certain standards of nutritional value.

Yet, in too many board and care homes meals are not monitored. My staff and Mr. Pepper's staff

have seen first hand the stale, starch-ridden, unnutritious, and simply unappealing meals that are

iUterally thrown in front of residents. A-meal consisting of either a scoop of spaghetti or a bowl of

puffed rice for dinner along with an old donut and a cup of coffee would not be tolerated at a

seanors meal site, a nursing home, or e Section 202 project, so why is tolerated In this setting?

We close down resturanta here in Washington that have filthy or non-functional restroooms,

but we allow board and care homes to exist with bathroom facilities that would make many of us

ill. Our staffs have visited unsanitary facilities that smell and have unlockable doors and no toilet

paper. Imagine toilets available to both men and women that do not have locks.

We would not tolerate a bank that withheld funds that were rightfully the customer's in a

board and care facility it's a different story; we have allowed management to deny residents their

personal needs allowance, abscond with their home energy assistance payments, and coerce other

monies from frail residents. Facility operators who are named by the Social Security

Administration as representative payee over their residents have complete control over their

finances, and in some cases steal their benefits.

To put this in perspective, on average it costs about $11 per day to board a 70-pound dog in

New Jersey - and that is for only one meal a day, water, and a place to run. Astonishingly, New

Jersey board and care residents dependent upon SSI receive a low of $11.30 to a high of just under

$16 for their lodging, meals, and care in a board and care home. And in states that do not

supplement the Federal SSI amount, the daily rates are even lower. This is the kind of respect that

we show fellow Americans who happen to be less fortunate, and far more vulnerable than we.

We need to face the hard fact that just because we don't see board and care residents on the

grates of our cities, that doesn't mean that they have a decent place to live. While they are not

~bomeless, they.are often prisoners of their-own room, too often trapped-by psychotropic drugs,

staff that care little, foritheir welfare.-or fwho- are -simply incapable~of providing adequate
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muport. Personal effects are not safe, a resident may be robbed while he or ahe Ib eating dinner or
in the hospital for a few days. Their few items of clothing may be sent to be laundered never to
return - with no effective recourse,

When one looks at each of these examples of ,abses, one might say that thins are not
too bad - at least they are not out in the snow.' But that Is the easy way out. For starters, it
seems that many board and care residents are just a atap away from homelessnesa. Forty years
ego the Federal Government committed itself to providing a decent living environment for every
American. We in Congress cannot and should not stand outside the board and ca facilities of this
Nation and pretend that the terrible conditions that many of those residents face are not our
respoibiiity.

Every State, Including my home State of New Jersey, has some fine facilities run by carin
people. The fast is that If they wish to serve low-Income disabled Americans, the 88l rate maker
it pretty tough If not close to Impossible. The good guys In this busined res being devastated by.
the these who engage in the abuses we will hear about today. We need to keep thoese caring people
In this business.

- An the testimony and reports we receive today will show, our current role has proven to be
completely insufficient We simply are not doing anywhere near enough at the Federal level to
protect these vulnerable citizens,

I am pleased that the GAO report presents a positive view of New Jersey's board and care
quality and regulatory structure, especially compared to other States in their study. Nonetheless,
those of us from New Jersey cannot be complacent because our State continues to have serious
quality problems.

I am delighted that one of today's witnesses is one of New Jersey's outstanding advocates
and experte on board and care. David Lazarus of the Community Health Law Project will tell us
about the problems in New Jersey, the comments of the GAO notwithstanding, he will share his
experiences on whet we need to do to Improve this unacceptable situation.

We are hare to learn a great deal and then to seek respondble ways to addess these
problems. Our witneesse will offer possible approaches to solving some of the problems. Allow
me, however, to a suggest a few quick points which I believe would contribute to Improving the
lives of board and care residentas

Clearly, Oth Federal SSi rate must be increased, eligibility eriteria improved, and
administration strengthened.

* We desperately need a system of community-based long-term care services. I have
introduced with Henry Waxman, H. R5 54, the Medicaid Community and Facility Habilitation
Services Amendments of 1989- which is a companion to Senator Chase's bill It may be useful as
a model for providing rehabilitative and family-like settings. Large 155 bed institutional-stye
facilities are not going to do the job.

The rights of residents and ways to Improve their access to advocacy services must be
enhanced. The law governing the Older Americans Act's Ombudsman program was Improved
recently, but without a semblance of decent funding, those provisions may be essentially
meaningless. Legal services programs also need more support.

Capital funds must become more available for acquisition, construction, and
rehabilitation of appropriate facilities.

We need to ensure that all States have laws on the books to protect board and care
residents and to make mire those laws have teeth

The operators and staff of these facilities must be educated and trained - they make or
break the facility, and sometimes the residents. There are many operators who desperately want
to do a gpod job but without adequate training they just don't have the tools.

* Federal, State, and local barriers to providing services on-site at board and care
facilities must come down, whether those barriers are statutory or attitudinal.

Finally, Chairmen Pryor and Pepper, I would like to offer several Items for the record

* First, I have a subcommittee report containing the observations of my staff from visits
they made to New Jersey board and care homes

Second, I have a chronology that I asked CRS to prepare of Federal activities related to
board and care, It contains 29 entries dating back to 197t. While this hearing would be the 30th
entry on the log, let this chronology serve as a reminder that this is an old Issue and that none of
us wish this effort to become just another Item on this log of activities

And, finally, I offer a very exciting report recently prepared by my Suboommittee. It i
a set of model national standards of practice for these who provide guardianship and/or
representative payership services as a business or not-for-profit enterprise, i these standards
were used, we would see fewer exploitative practices concerning the funds of board qnd care
residents under representative payeeships for SSi or other public entitiements. Furthermore, Pm
convinced that it they were followed there would be less warehousing of older and disabled
Americans in board and care homes,

Thank you.
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Board and Cere Facilities in New Jersey

A Report

of the

Subcommittee on Housing and Consuiner Interests Staff

Select Committee on Aging

U. S. House of Representatives

Cgssan James J. Forto

Aeting Cairman

Overview Of Staff Findings From Visits To New Jersey Facilities

Subcommittee staff made field visits to six board and care facilities in New

Jersey. In addition to the facility visits, the subcommittee has acquired letters of

complaints and responses from board and care residents, local social service providers,

legal services providers, the Department of Community Affairs, and the Department of

Health.

The result is a composite licture of neglect In board and care facilities, incidents

of or latan vot re nts rihts Door iene misuse of residents
Drooertv and money. or reco keein inade s nIcts p cl lant

unsatisfactor food services. inadequate nutrition. lack of needed services, boredom, and

almost complete disregard for the dignity of elderly and disabled residents.

The following is a summary of findings from the staff visits to the six New Jersey
facilities and review of written documents.

Two Residential Health Care Facilities and four Class C boarding homes were

visited within the past two weeks. While the staff observed significant differences
between each of the facilities visited, they observed and otherwise learned of far more

similarities between the facilities regardless of its licensing category. Each facility was

not looked at for precisely the same characteristics; staff observed the meal service in
some facilities but not in others, the medication distribution system was exmined in

several homes but not in all. There was greater availability of residents in some than in

others. Residents in some were more eager to talk. And, some facility employees

showed a greater willingness to talk or reveal information than staff in other facilities.

Before examining each facility on an individual basis, some common
eharacteristics and general conclusions can be offered.

Overall, the condition and atmosphere of the six facilities can be described as

bleak at best. These are each sad places filled with largely sad people. Daily life for

many of the residents of these facilities can easily be characterized as simply existing.
The residents are of all ages of adulthood and virtually all appeared to be significantly

impaired in one way or another; a great majority were likely mentally impaired -

certainly a much greater proportion than the 42 percent that was represented in the 1986

New Jersey study of more than 6,000 residents cited in the GAO report. The indications
are that a very large proportion of the residents are medicated, often with pyschotropic
drugs,

The nearly 300 residents of the facilities are virtually all poor, existing on their

SSI payments, of which all but $55 goes each month to pay for their "care."

Inactivity and boredom is pervasive. Virtually no activities outside the "three S's"

- sitting, smoking, and seeing TV - were observed or suggested. One facility advertised
bingo one day a week. incredibly not one piece of reading material was observed in a

common area of any of the six facilities - not one newspaper magazine or book. There
was no music playing. One facility bad phonographs none or which worked. Even TVs,
the one form of stimulation outside of conversation, were not readily available. One TV

for more than 150 residents in one facility and TVs were for the most part old and

wearing out.

This population is essentially alone - they do not, in general, receive visitors.

Outside of the subcommittee staff and the local legal advocate, not one visitor was
observed in any of the facilities visited.
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On-site services were not in evidence although staff were told that some limited
services are provided in some facilities, such as a podiatrist in one facility, and a city
nurse who visits board and care facilities. It is safe to assume that many of the residents
of the visited facilities could benefit from mental health services. Outside of their
medications, the availability of mental health-related services seems to be non-
existent. One crucial service that was evident, however, was the presence of a legal
advocate. Subcommittee staff were accompanied on a visit to each facility by an
advocate from the Community Health Law Project. At each site, except one, the
advocate knew some of the residents and they knew or recognized her. And in each
home, including the one at which the advocate did not know residents, residents actively
sought a chat "off in the corner" to seek help with one problem or another. It appeared
that it would take more than one advocate to adequately serve the needs of the residentsof just these few facilities.

It in clear that far too many residents are fearful about speaking out about their
problems. In conversations with subcommittee staff, several specifically said that those
who "make waves" find themselves on the street looking for a new place. They realize
that finding another facility may be increasingly more difficult (due to urban renewal,
the low SSI rates are leading some owners to close down the operation, or even being
blacklisted). As David Lazarus of CHLP and others note, these residents are truly
dependent upon the operator for virtually everything and "making waves" may be
hazardous. Subcommittee staff witnessed a particularly graphic example of the
consequence of voicing a concern that is outlined in the profile of facility C below.

Finally, it is the conclusion of subcommittee staff that, at least for the facilities
visited (and discussions with various knowledgeable individuals in the state suggests that
it is true elsewhere), the notion of residents receiving assistance with personal care is at
best a nice concept and in reality is a charade. New Jersey law governing RHCFs
requires in regard to "Personal Hygiene" (N.J.A.C. 8:43-5.1):

(a) "Each resident shall receive such daily personal care as needed;

1. Bath: Residents shall be bathed or assisted with baths as necessary.
2. Oral hygiene: Residents shall be assisted with oral hygiene to keep

mouth, teeth or dentures clean as necessary.
3. Hair: Residents' hair shall be kept clean and neat.

4. Manicure and pedicure: Fingernails and toenails shall be kept clean and
trimmed as necessary.

5. Shave: Men shall be assisted with shaving, or be shaved as necessary to
keep them clean and reasonably well-groomed."

With regard to Clothing, section 5.2 states:

"The operator should make certain that residents have appropriate and sufficient
clothing for necessary changes and that such clothing is laundered as frequently as
necessary."

It is the opinion of subcommittee staff that these provisions are essentially
unachievable in the two RHCFs visited.

Background: GAO Report and March 9 Hearing

A General Accounting Office (GAO) report will be released at a Congressional
hearing on board and care on March 9, 1989. The report is based, in part, upon findings
from a field examination of board and care quality and oversight in six States Including
New Jersey. The other States were California, Florida, Ohio, Texas, and Virginia. The
term "board and care" is generally used to describe "a wide variety of nonmedical
community-based residential facilities - group homes, foster homes, adult homes,

domiciliary homes, personal care homes, and rest homes." (GAO/HRD-89-50, page 2).
The generally accepted distinction between a boarding home and a board and care
facility is that the latter provide meals, some form of 'Protective oversight" over
residents by providing supervision of their activities or well-being, and may include
assistance with some activities of daily living, ranging from bathing and grooming, to
assistance with the takisg of medications.

Board and care residents generally have physical limitations and often are
mentally disabled. The board and care population consists principally of the elderly, the
mentally retarded, and the mentally Ill. According to a 1986 needs assessment of board
and care residents in New Jersey that is cited by the GAO, about 42 percent of residents

"had a psychiatric care history, about 68 percent had a chronic illness, and about 71
percent were on medication."

There is tremendous variation among States as to their regulatory structure governing
board and care facilities. Some States do not regulate such facilities, or regulate them in
only a minimal way. Of the six States examined by the GAO, two - Ohio and Texas - "have
made very limited attempts to identify and license their homes." In comparison, other States
appear to have extensive regulatory structures for board and care facilities. The other four
States in the GAO study, including New Jersey, Indicate that "they have comprehensive
licensing criteria and enforcement activity." However, officials from each of the States
examined, except New Jersey and California, "expressed concerns about the adequacy of
oversight of their board and care industry."
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Unlike nursing home residents whose care is financed in very large part by Medicaid,
and to a lesser extent Medicare, care for board and care residents is financed almost entirely

out of the pockets of the resident. For low-income elders and disabled persons, their income
under the Supplemental Security Income (SSI) is used to pay for their board and care stays.

States have the option of supplementing this amount with what is known as the State

Supplement Program (SSP). Individual residents are entitled to retain a set portion of their

payment known as their personal needs allowance (PNA) for their personal use. In New

Jersey, the PNA is $55 per month.

New Jersey has two distinct categories of board and care facilities that serve the
elderly and other frail or disabled populations. These are:

o Class C Boarding Home-: For two or more residents who are unrelated to the owner.
The minimum required services include meals, shelter, laundry, financial services,
such as assistance with dressing, bathing, transportation to health services, and
medications.

o Residential Health Care Facility (RHCFs): For four or more residents unrelated to

the owner. The minimum required services are meals, shelter, laundry, one or more
personal care services, such as assistance with dressing, bathing, and at least 12
minutes per resident per week of medical supervision and health monitoring by a

registered nurse.

Each of the two licensing categories are licensed and regulated by two distinct State
agencies. Class C facilities are regulated by the Division of Housing and Development,

Department of Community Affairs. RHCFs are regulated by the Health Facilities Evaluation
Unit (Bureau of Rooming and Boarding House Standards) of the Department of Health (which

also regulates nursing homes). GAO figures show a combined total of 462 board and care

facilities in New Jersey with nearly 13,000 beds. Of these, 228 homes are Class C facilities
and 234 are RHCFs (more recent date indicates there are now some 240 Class C facilities).

There are also Class A, B, and D facilities. Class D homes are being phased out and

usually are directly affiliated with a State agency that provides services to a distinct

population (e.g. mental health). Class A and B homes are less than board and care
facilities, providing shelter or shelter and meals only. A noted New Jersey advocate
for board and care residents has noted, however, that the Class A facilities may prove
to be New Jersey's "Pandora's Box:" There are some 17,000 Class A beds which are

settings that provide lodging only, as in various shelters, and other rooming
situations. Very little is known about these facilities or those who populate them.
How many are elderly or have mental impairments? Are they essentially street people
or do they include substantial numbers of working poor? Of these 17,000 beds, how
many are occupied by people who truly need to be at a higher level of care?

The SSI/SSP rate differs between the two categories of licensed facility, with the

difference reflecting primarily the egistered nurse-related services. The Class C

SSI/SSP rate is $399.25 per month ($358 SSI and $41.25 SSP) and the RHCF rate is $518

per month. Of these amounts residents retain $55 per month for their personal needs
allowance. For those residents who have some form of other income in addition to SSI,

the so-called "any income disregard" computation in SSI provides an additional $20 per
month to the beneficiary that goes toward the facility payment. The result is that a

Class C facility will receive a range of $344-364 per month per beneficiary and a RHCF
will receive a range of $463-483 per month.

A major issue facing board and care residents is the level of SSI/SSP payments.
This is, of course, of paramount importance to facilities that have a census that consists

largely or entirely of SSI beneficiaries. The GAO notes two studies from New Jersey
that "found that homes in its board and care programs lost money on residents dependent
upon SSI." One industry funded study cited in the GAO report from- November 1907

showed that taken together the federal and state SSI rate for RHCF residents "tell $6.68
per day below the average cost of $21.05 per days for 55 such facilities, or a monthly

shortfall of about $200." A 1986 Department of Community Affairs funded study "found
the 1983 average monthly costs were $39.85 mom than the total 1986 SSI benefit

available to residents of 20 Class C board and care homes.

It is worth noting that staff determined that in New Jersey on average it costs
about $11 per day to board a 70-pound dog. For this, one meal a day, water, and a place

to run are provided. In contrast, New Jersey board and care residents dependent upon SSI

receive a low of just over $11 to a high of just under $16 for their lodging, meals, and
care in a board and care home. And, of course, in slates that do not provide a
supplement to the Federal SSI level, the daily rates are even lower.

During the site visits two owners discussed their frustration with the currant SSI
levels and one stated quite categorically that he must sell the facility, if he can find a

buyer, because of the economic realities of serving low-income residents. Others In New
Jersey have indicated to staff that indications are that facilities ar beginning to go out
of business or are contemplating it because of these fiscal problems.
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The GAO indicates that officials in New Jersey, as well as in California, Florida,
and Virginia, "believe they have comprehensive licensing criteria and enforcement
activities." In contrast, Texas and Ohio have made "very limited attempts to identify
and license their homes" (with an estimated 3,500 unlicensed facilities in the two
states). The GAO report indicates that of the six states studied New Jersey is one of
only two states in which officials did not express "concerns about the adequacy of
oversight of their board and care industry."

New Jersey may be well ahead of many other states in its regulatory structure for
board and care homes. A problem frequently cited in many states is that there are many
"unlicensed" board and care homes operating. The GAO report and Subcommittee
findings suggest that this may well not be a significant problem in New Jersey because
its licensing system, particularly since the enactment of the Rooming and Boarding
House Act of 1979, has led to the licensing of facilities at the Class A and B levels that
are not licensed in most other states.

It is likely, however, that New Jersey shares with other states, at least to some
degree, the problem of facilities being licensed at an inappropriate leveL It also appears
from the GAO report and from discussions with knowledgeable people in New Jersey that
state officials have utilized various forms of sanctions to bring poor operators into line
and to redress serious problems. New Jerseys system appears to be effective in
identifying the most egregious circumstances of poor care and flagrant abuses.

Apparently, many other states cannot make a similar claim. There are very fine
board and care homes in New Jersey. While state officials may have justifiable pride in
this scenario, the findings of the subcommittee suggest that it would be wrong,
irresponsible and, indeed, harmful to suggest or believe that they are no concerns about
the adequacy of life, care, or oversight over board and care homes in the state of New
Jersey.

As the following narrative indicates, life in some New Jersey board and care
homes is anything but something to feel contest or satisfied about. In ht of conditions
that continue to exist in some of the slate's facilities, if New Jersey in wel ahead of
other states. then life for the residents of many board and rare facilities in these sates
must be miserable.

As David Lazarus Director of Litgation for the Community Health Law Proiect
in East Orange. wil testify on March 9. New Jersey has made progress in addressing

many of the really egregious conditions and its system may look good in concept and on
paper. Nonetheless, he will point out that serious problems remain in ensuring quality
care and in protecting the rights of its vulnerable citizens residing in board and care
homes.

It is the opinion of subcommittee staff that these provisions are essentially
unachievable in the two RHCFs visited.

Facility A

Facility A, a Residential Health Care Facility, was by far the largest facility
visited. A former resort hotel, Facility A has a capacity of some 163 residents, with an
estimated 150-155 currently residing in the facility. From the observations of staff, this
was the worst of the six facilities visited. The facility reeked of cigarette smoke
(smoking appears to be the principal activity of the residents) with a thick haze of smoke
permeating the common areas. Beyond the fact that some residents
were watching television in the large common room (the only TV in the several common
areas), the only other activities observed were some residents talking with each other.
By and large, most residents simply were sitting. Not one piece of reading material, such
as a newspaper or magazine was observed in the facility. One cabinet held several old
phonographs, none of which appeared to be functional. A sign in the lobby indicated thatbingo occurs on Thursdays.

The age of the residents varied from some young people in their 20's and 30's up to
a substantial number of elderly persons. It appears from observation and discussion with
staff on duty and a local legal advocate, that most of the residents have mental
impairments and many were previously confined in mental institutions. According to
facility management, 85-90 percent of residents are dependent upon SSUSSP.

The physical condition of the facility can only be characterized as old and rum
down. It is badly in need of paint and patch work, at a minimum. There could be major
structural problems as well. It was dirty and soiled but not filthy in most places
observed. Cockroaches were seen but, at least during daylight hours, were not evidenced
in abundance. One resident's room that staff visited was small, but the resident seemed
pleased to have a room to herself. It had, however, a major crack along the ceiling and
runoing down the wail. The room's furnishings were sparse and battered but functional.

The sink in the room ran continuously.

The second floor contains the common rooms for the residents (one large room
with the TV and two smaller rooms). One of the small rooms, where the soda machine is
located, contains the two restrooms for the residents using the floor. Neither had locks
on them yet are available to all residents, male and female. While there, staff observed
the door to one restroom coming ajar while being used. Neither bathroom was clean but
one of the two was especially filthy. There was a hole in the floor which went down to
the first floor. Furnishings for the common area's were dirty, torn, and otherwise well
worn.
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Medications are distributed from behind the desk of the lobby four times daily.
Subcommittee staff were present at "meds" time at which the residents lined up at the

desk and the line snaked up the stairs as each resident awaited his or her dosage. Their
system allows facility staff to note who hasn't taken their dosage and, as staff witliessed,
these individuals are then summoned over the loudspeaker to come and get their meds.
Medications are kept in a cabinet that has a lock but observation indicates that it was
not kept locked (staff asked a question about the meds and a facility staff member
simply opened the door to show the contents).

Observed staffing of the facility consisted of two persons, the supervisor and a
registered nurse, plus the kitchen help and someone tooperate the elevator. New Jersey
law requires that an RHCO must provide 12 minutes of nursing-related care per resident

per week. For facility A this means some 32 hours of nursing services per week,
therefore the R.N. is on duty 8 hours a day, four days a week, to meet this requirement.
it is staff's observation that her time is consumed in large part-by distributing the
medications on the days she is on duty and helping to staff the counter. She did say that
a podiatrist visits the facility. It is essential to bear.in mind that there are some 150
ambulatory residents in this facility.

Two meals were observed at facility A - lunch on one day-and dinner on another.
At both meals dessert was served first (a butterscotch-like pudding at lunch and a
doughnut or other similar pastry that was clearly not freshly baked at dinner). Many
residents proceeded to eat the dessert first. The lunch meal was a large hotdog with
sauerkraut and two slices of white bread. The dinner menu was a meager portion of
spaghetti or puffed rice cereal (a packet of sugar was on top and when served the milk
was poured directly over the sugar packet) or cottage cheese. As the spaghetti was
ladled onto the plate, the plates were stacked on top of each other on a cart three deep
and then distributed. There seemed to be no attention to temperature control under
these circumstances. During the dinner, the cook yelled out that seconds were available
in the kitchen and a number of residents immediately rushed to the kitchen.
Nonetheless, it appears and some residents said that meals are the major highlight of the
day.

Residents were largely disheveled; their clothing was generally quite worn and
their hair unkempt and dirty. There was no indication that assistance is provided to
residents in their grooming or hygiene as required by New Jersey law (N.J.A.C. 8:43-
5.1). One resident was noted as having a large head sore that was oozing and did not
appear to have been recently treated.

An announcement over the loudspeaker that the "canteen" would be open for five

more minutes drew the attention of Subcommittee staff who then were able to observe
some of "canteen time," when the small canteen is open to sell items to residents.
Conducted in a room filled with what appeared to be junk, the canteen was operated by
the home's supervisor (leaving the R.N. to staff the front counter). The inventory
consisted mostly of cigarettes at $1.60 a pack and candy at 60 cents a bar. The operator
said that neighboring shops sell to the cigarettes to the residents for $1.70 a pack.

While several residents were willing to talk about their life in the facility and
voice significant complaints and concerns, they also said, as the legal advocate
reinforced, those who voice complaints are simply told to leave. This is terrifying for
many residents who perceive, with merit it seems, that alternative residential
environments are not easily available.

Finally, this facility is in a section of the community scheduled for demolition for
redevelopment purposes. Options for relocation of the residents are very limited
although it is alleged that the owners of this facility have indicated that they may take

the residents with them to another facility in Southern New Jersey.

Facility B

Facility B, a Class C Boarding House, has some 37 residents currently residing in
it. The on-site supervisor of this facility was the most apprehensive employee
encountered at any of the facilities (therefore it was not surprising that the owner of the
facility was only person to call the subcommittee subsequent to the visit and express
concern about the visit). As a result of the phone call, the facility was notified in
advance of a second visit, and both the owner and his son were on premises. The son
guided a second tour of the facility.

This facility (its name suggests the image of a seaside resort - it is close to the
ocean - that would provide free terry cloth robes) offers instead an example of a facility
inept at basic cleanliness and washing and returning residents' laundry. Nonetheless, it
was one of the two better facilities visited.

For example, the front room, which i entered upon opening the front door, was
relatively tidy and the operators have attempted to provide a bit of color in the
furnishings and the chairs were relatively comfortable appearing although certainly
showing signs of wear. A menu was posted for the day's meals:

breakfast - "oatmeal, juice, toast, jelly, tea"
lunch - "macaroni cheese, spam, corn, bread, oleo, punch, plums"
dinner - "barley soup, egg salad sandwich, tea, cake"
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A meal service was not observed during the visit The dining room also displayedposted notices about the rights of boarding home residents and New Jersey's abusereporting law.. Unlike the other facilities visited, the floors were segregated by sex.Each floor also had small sitting/TV rooms that were, compared to the other facilities,reasonably tidy. Of, particular note was that there were several functioning TVsavailable in the facility.- Finally, the facility was reasonably well-lighted.

As with the other facilities, outside of television, there was no evidence of otherforms of activities and no reading material was visible. Very few residents were presentin open or common areas, except in the basement which was designated as a separatesmoking room. It had a functioning TV and a soda machine. It was, however, nowherenear as tidy as the front room. Several areas of the facility were dirty and in need ofrepair.

An upstairs large bathroom (contained a couple of showers and toilet) was inparticularly bad shape. On the second visit, in response to a subcommittee staffcomment, the owner's son said he didn't know why it was open because it was not used byresidents - however, staff noticed recently used soap in the shower and a cleanser in atoilet bowL The bathroom was open on both visits, in another bathroom the only toiletpaper present was used toilet paper and there was no soap. Another toilet wascompletely without toilet paper. Bathrooms were without locks (having floors segregatedbysex was certainly a step in the right direction in terms of a hint of privacy and respect.or residents, particularly under these circumstances).

The facility has been cited for not adhering to regulations protecting the propertyof residents based on a complaint forwarded by the Community Health Law Project. Thefindings of the complaint investigation report of the regulatory agency indicate theirview that facility staff were "unclear and unsure of their legal responsibility withresidents' laundry.' A copy of the Class C regulations was left with -both the owner andthe operator so that they may re (sic) reaquainted with our regulations."

Facility C

Facility C, the other RHCF included in the site visits, was the second worst of thesix facilities visited. Subcommittee staff note that the facilities they visited that werein the worst condition, from their observations, were the two RHCFs. The staffassumption that the RHCFs - in light of their seemingly higher status in terms of levelof care (required to provide 12 minutes of nursing-related services per resident per week)and the significantiy higher reimbursement rate (approximately $119 differential) -would appear to be of higher quality, was not borne out by the visits. An official of anational organization representing board and care-type facilities stated to subcommitteestaff that New Jersey's RHCF operators certainly think of themselves as a notch abovethe Class C facility operators.

According to the facility operator the facility had been sanctioned for structuraland other problems resulting in the imposition of a limit of 20 residents despite itscapacity of 44-50 beds. The upper floor of the facility was posted as off- limits toresidents. Staff visited the upper floor finding it to be in a very deteriorated state,including severe water damage to the ceiling, wall and floor. The empty rooms containedbed springs and furnishings in very serious disrepair. In short, it was a mess, in addition,graffiti on a wall prominently displayed obscene ethnic slurs.
Facility C can only be accessed by steps in the front and the back - 7 in front and5 in back The back stairs seemed to be in disrepair and had no handrail; hopefully it isnot used by residents (the back of the facility was very untidy and contained considerablerefuse including a refrigerator on its side with the door on and unrestricted access to theback yard). Residents with limited mobility would have difficulty gaining access to thefacility.

The only observed common area is the room entered through the facility's frontdoor. Although not terribly dirty, it was spartan and unattractive (e.g. plastic chairs) andcontained a television set that a resident said "works sometimes" (it was old withaluminum foil on the rabbit ears), as well as a wall hanging. Ashtrays on the floor wereNo. 10 size food tins. On the first visit, several residents were just sitting with noactivity with the exception of one animated resident who showed us her room and talkedabout the facility. On the second visit, the TV was on and several residents werewatching it.

Two floors contained residents. A resident showed us her room which she said wasthe largest in the facility, It slept three and was very cramped and untidy but was not asdirty as others seen by the staff. Several bathrooms were quite dirty - no soap wasvisible, and they were without locks. Males and females shared the same floors andbathrooms. Staff were unable to locate lights in the halls and stairwells of the secondfloor and although the visit was made during the daytime it was very dark in theseareas. The second floor was consideraby dirty with trash strewn in the hallway. Of thefacilities visited, this home had the most offensive odors of arine and other matter.

Several rooms on the second floor were unoccupied and in as poor shape as thoseon the third floor (e.g. bare box springs, battered furnishings). One young male residentwas lying on bare box springs in one of the empty rooms with an empty wine bottle on thestand next to him. He said that his room was on the same floor.

97-857 - 89 - 2
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The kitchen and dining area, although simple, were relatively clean. The pantry
was tidy and consisted primarily of numerous No. 10 tins of beans, pork and beans, and
cheese sauce, as well as a tin of garbanzos, apple sauce, two containers of instant
mashed potatos, and several unlabeled tins.

While on the second visit to facility C, staff witnessed what they consider to be
verbal abuse. A resident came to the desk to ask the supervisor (the only staff person on
premises) about her "energy check." The supervisor orally attacked the resident in an
exceedingly hostile manner ordering her to get to her room and threatening to throw her
out of the facility. The resident, who responded angrily, replied that the operator "can't
treat me like a dog. rm a person too,' but then retreated. The operator then
commented to subcommittee staff that she was sorry we saw that exchange but that, in
effect, "happens around here." (Note the reference to residents' rights below.)

A handwritten note over the supervisor's desk raised significant question about the
facility's belief in the privacy rights of residents. New Jersey law governing RHCFs
provides that "The operator shall make certain that the life of residents, insofar as
privacy is concerned, is respected at all times." (N.J.A.C. 8:43-4.3(b)) Residents Rights
provisions require the facility to ensure that each resident "Is treated with consideration,
respect, and full recognition of his/her dignity, individuality, and right to privacy..."
(N.J.A.C. 8:43-7.2(a)8) The note stated:

"To all employees when you take a telephone call or when someone comes to see
someone write down all messages and be sure that all messages get to (name of
supervisor and operator)."

This facility was recently cited for deducting an amount from a resident's personal
needs allowance because the resident soiled her mattress due to her incontinence.
Further, the facility failed to provide adequate personal care supervision to maintain the
resident's good personal hygiene. Facility C has been investigated on other occasions for
allegations of improper behavior regarding residents funds. Dipping into a resident's PNA
monies significantly reduces their ability to purchase a bar of soap, snacks, cigarettes or
other items that they believe enhances their life.

Facilities D and E

Facilities D and E are profiled together because they are under common ownership
and are adjacent to each other; facing different streets but with the property backing up
to each other.

The sharing of a property line no doubt provides certain advantages to
management but clearly results in significant hardship to residents. Facility E lacks a
dining area, so residents must walk to Facility D for each of their three daily meals
irrespective of the weather outside. It seems likely that residents may miss some meals
due to inclement weather such as that experienced over the past couple of weeks along
the New Jersey coast.

According to the operator on premises, facility D has 31 residents and facility E
has 23 residents. Few residents were observed in facility D while the observed residents
of facility E were largely non-elderly. The operator on site at facility D said that his
facility "takes people that no one else wants." This operator seemed to have authority
over the supervisor at facility E who, when questioned by staff, said that although she
had been at the facility for a number of years she was new to the staff role.

Facility E appeared to be in significantly worse condition than facility D but this
may be in large part due to the fact that with fewer residents available, there was less
interaction with residents and opportunity to view their living environments. Facility E
was the worst of the four Class C facilities visited. For example, as previously noted, it
lacks the capacity to provide meals to residents. The several bathrooms in the home did
not contain a piece of soap nor toilet paper, In addition, locks on bathroom doors were
broken and, as in most of the other settings, males and females use the same
bathrooms. One toilet had a broken handle with a very sharp jagged edge; a hard push
down on it could result in a nasty wound.

The bathrooms in facility D were not much better, lacking soap, toilet paper, and
locks. One bathroom door, for example, had a sliding bolt which was missing the piece
which the bolt should enter and the door knob was dangling from a large hole in the
door. One bathroom without any form of covering on the window is overlooked by an
adjacent facility. The window of another bathroom, while covered, was covered by a
dirty and torn yellow piece of plastic which may have been a shower curtain.
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A resident's room in facility E, occupied by a young mentally ill male, was the
worst resident's room visited at any of the six sites. It must be noted, however, that
compared to the number of rooms available, few residents' rooms were actually
inspected. The sink in this resident's room was filthy and large amounts of porcelin were
gone. The single-size mattress was filthy and covered by two dirty and old blankets and
a pillow. When asked about the sheets the resident attempted to cover the exposed area
of the mattress. When brought to the attention of the supervisor, who entered the room
shortiy thereafter, she chided the resident claiming he hadn't retrieved his sheets from
the laundry (the pillow had a pillowcase on it).

As with each of the other facilities, there was no indication of any available
activities beyond watching sitting, television, and smoking.

Subcommittee staff have reviewed complaints formalily filed with an advocacy
organization and licensing authorities.
Complaints have been made that staff of facility D have kept up to one-half of a "home
energy payment" which, by law, belong to the resident. There have been complaints that
facility staff have borrowed large sums of funds (relatively speaking) and have not repaid
the borrowed amount. Other instances of finacial coercion of residents have been
reported. One resident charged that his car was sold while he was in the hospital. While
New Jersey law requires that facilities maintain accurate records of their financial
transactions with residents, poor record keeping makes it nearly impossible to fully
investigate a complaint of financial mismanagement.

Observations by subcommittee staff coupled with discussion with advocates and a
review of some complaints filed concerning facility D suggest that a resident would be
lucky to have heat, clean bedding, receive notice of a phone call to him or her made to
the pay phone for residents, or even a second cup of coffee with their starch-filled
meals.

Facility F

The final site of the visit was to a Class C home. Facility F has 20 residents few
of whom were older persons. The owner said he tries to take only those age 40 and over
as younger residents are far more difficult to deal with and he worries about them being
violent. He said that the residents are mostly on SSI and "100 percent have a psychiatric
history.'

This facility was the best appearing - and feeling - of the six visited. It was
physically a smaller facility than the others, having more of an old home feel. Of
particular note, the residents seemed more content than in the other facilities, to the
extent that staff could gauge this. Perhaps there was more of a docile feel to facility
F. There were no visible attempts by residents to complain about the facility, the care,
or the staff, or to ask for help in getting out of the facility. The common area had
somewhat of a "family room" feel although it was quite dark. Several residents were in
the sitting room watching the television. The owner and his family live on the premises
on the top floor. A number of residents gathered about to follow the subcommittee staff
member and the accompanying legal services advocate. The owner and the other staff
person on premises - the cook, were the friendliest facility personnel encountered. The
kitchen and dining room in the basement were tidy and relatively clean.

Nonetheless, facility E was not without problems. It had an old musty smell to it
and was shabby in many places. One bathroom, for example, had a dirty, torn bedspread
serving as a curtain with a battered venetian blind underneath. The property was
surrounded by a high chain link fence topped with three strands of barbed wire that were
pointed inward giving them the appearance of being intended to keep people in rather
than out.

Medications were contained in an unlocked container with individual drawers
labeled for each resident which sat on a table in the dining room. A resident took the
subcommittee staff member down to see the medications set-up and to show her own
medications. The resident pulled out individuals' drawers including a drawer of one
resident who she said no longer is at the facility that contained various prescription
containers. One drawer contained, as an example, Lithium, Benzatropine, and Loxitane.
Medications for various mental disorders were commonplace.

This facility did post a notice about residents' rights, however, the lower half of
the poster containing information as to whom to contact and how (e.g. phone number) had
been ripped off.

A considerable amount of time during the visit was spent in discussion with the
owner who described his economic difficulties. He was new to the business having
acquired the facility four years ago. He said it cost him $200,000 to start the business
and that he is barely able to break even and make his mortgage payments. The owner
said he is unable to pay staff more than $4 per hour and that he can only get poor help
for that wage. He is actively considering giving up on this venture.
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TESTIMONY OF

THE HONORABLE MARY ROSE OAKAR

REGARDING THE NEED TO REGULATE BOARD AND CARE HOMES

MR. CHAIRMAN:

THANK YOU FOR THE OPPORTUNITY TO ADDRESS THIS HEARING. AS A

SENIOR MEMBER ON THE HOUSE COMMITTEE ON AGING, I WANT TO COMMEND

YOU FOR HOLDING THIS JOINT COMMITTEE EVENT. IN MY OPINION, IT

WOULD BE VERY USEFUL TO HOLD MORE JOINT HEARINGS IN AN EFFORT TO

MORE FORCEFULLY PRESENT THE NEEDS OF THE ELDERLY TO THE AMERICAN

PUBLIC. BOTH YOU AND YOUR STAFF HAVE DONE A WONDERFUL

JOB PREPARING FOR THIS MEETING.

MR. CHAIRMAN, I BELIEVE THIS HEARING WILL PROVE TO BE A MILESTONE

IN AGING COMMITTEE PROCEEDINGS. THE PROBLEM OF QUALITY OF CARE

IN BOARD AND CARE HOMES -- SIMILAR TO THE ISSUE OF THE QUALITY OF

CARE IN NURSING HOMES SEVERAL YEARS AGO -- MAY PROVE TO BE THE

SPARK THAT LEADS TO CORRECTIVE LEGISLATION. I HAVE BEEN OUTRAGED

BY THE REPORTS WRITTEN BY THE HOUSE SELECT COMMITTEE ON AGING AND

THE GENERAL ACCOUNTING OFFICE. BOTH REPORTS CONTAIN STRONGLY

WORDED RECOMMENDATIONS CALLING FOR INCREASED REGULATION AND THE

CREATION OF REASONABLE AND ENFORCEABLE STANDARDS FOR BOARD AND

CARE HOMES. I STRONGLY URGE THE COMMITTEES TO SERIOUSLY CONSIDER

THESE SUGGESTIONS. HOWEVER, I VIEW THIS ISSUE AS A SUBSET OF A

LARGER, MORE PERVASIVE PROBLEM.

MR. CHAIRMAN, I BELIEVE THE ISSUE OF BOARD AND CARE QUALITY

ASSURANCE IS YET ANOTHER EXAMPLE OF ELDER ABUSE. ELDER ABUSE IS

A TERRIBLE SOCIAL PROBLEM THAT HAS YET TO BE EFFECTIVELY
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PAGE TWO

ADDRESSED BY THE CONGRESS. CONSEQUENTLY, I HAVE INTRODUCED A

BILL, H.R. 220, THAT WILL BEGIN THE PROCESS OF PREVENTING,

IDENTIFYING AND TREATING OF ELDER ABUSE. IT IS A MEASURE I HAVE

CONSISTENTLY INTRODUCED TO HELP THE MORE THAN 1 MILLION SENIORS

WHO ARE ABUSED EVERY YEAR -- WHETHER THEY ARE PHYSICALLY,

PSYCHOLOGICALLY, EMOTIONALLY, OR FINANCIALLY MISTREATED.

SPECIFICALLY, MY BILL CALLS FOR THE CREATION OF A CENTRAL

CLEARINGHOUSE WITHIN THE DEPARTMENT OF HEALTH AND HUMAN SERVICES

TO GATHER AND DISSEMINATE INFORMATION REGARDING THE PREVENTION,

IDENTIFICATION AND TREATMENT OF ELDER ABUSE. IN ADDITION, H.R.

220 PROVIDES FOR DEMONSTRATION PROGRAMS AND PROJECTS FOR THE

PREVENTION AND TREATMENT OF ELDER ABUSE. FURTHERMORE, THIS BILL

PROVIDES INSTRUCTIONS FOR THE DEPARTMENT OF HEALTH AND HUMAN

SERVICES TO ASSIST IN THE TRAINING OF PERSONNEL -- WHETHER THEY

ARE IN FIELD OF HEALTH, LAW, GERONTOLOGY, SOCIAL WORK OR OTHER

RELEVANT PROFESSIONS -- WHO ARE ENGAGED IN ELDER ABUSE

PREVENTION.

MR. CHAIRMAN, H.R. 220 IS A REASONABLE AND MUCH NEEDED FORM OF

RELIEF FOR OLDER AMERICANS WHO ARE BEING EXPLOITED OR OTHERWISE

ABUSED. I URGE THESE IMPORTANT COMMITTEES AND THE CONGRESS TO

CONSIDER THIS IMPORTANT MEASURE AS SOON AS POSSIBLE AND I WISH TO

SUBMIT THIS TESTIMONY AND A SUMMARY OF H.R. 220 FOR THE RECORD.

THANK YOU.
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SUMMARY OF H.R. 220
THE ELDER ABUSE PREVENTION, IDENTIFICATION

AND TREATMENT ACT OF 1989
Introduced by Congresswoman Mary Rose Oakar

NATIONAL CENTER ON ELDER ABUSE

H.R. 220 calls for the creation of a National Center on Elder
Abuse. The Center will perform the following functions:

1. Compile, publish and disseminate a summary annually of
recently conducted research on elder abuse, neglect, and
exploitation;

2. Develop and maintain an information clearinghouse on all
programs, including private programs, showing promise of success,
for the prevention, identification, and treatment of elder abuse,
neglect, and exploitation;

3. Compile, publish and disseminate training materials for
personnel who are engaged or intend to engage in the prevention,
identification, and treatment of elder abuse, neglect, and
exploitation;

4. Provide technical assistance (directly or through grant or
contract) to public and nonprofit private agencies and
organizations to assist them in planning, improving, developing,
and carrying out programs and activities relating to the special
problems of elder abuse, neglect, and exploitation;

5. Conduct research into the causes of elder abuse, neglect, and
exploitation, and into the prevention, identification, and
treatment of elder abuse; and

6. Make a complete study and investigation of the national
incidence of elder abuse, neglect, and exploitation, including a
determination of the extent to which incidents of elder abuse,
neglect, and exploitation are increasing in number or severity.

DEMONSTRATION PROGRAMS AND PROJECTS

The Secretary of Health and Human Services, through the Center is
authorized to make grant to, and enter into contracts with,
public agencies or nonprofit (or combinations thereof) for
demonstration programs and projects designed to prevent,
identify, and treat elder abuse, neglect, and exploitation.

Grants may be used for:

1. The development and establishment of training programs for
professional and paraprofessional personnel, in the fields of
health, law, gerontology, social work, and other relevant fields,
who are engaged in or, who intend to work in, the field of
prevention, identification, and treatment of elder abuse;

2. The establishment and maintenance of centers, serving defined
geographic areas, staffed by multidisciplinary teams of personnel
trained in the special, problems of elder abuse, neglect, and
exploitation cases, to provide a broad range of services related
to elder abuse, neglect, and exploitation, including direct
support and supervision of sheltered housing programs, as well as
providing advice and consultation to individuals, agencies, and
organizations which request such services; and

3. Furnishing services of teams of professional and
paraprofessional personnel who are trained in the special
problems of elder abuse, neglect, and exploitation cases, on a
consulting basis, to small communities where such services are
not available.

The Secretary of Health and Human Services, through the Center,
is authorized to make grants to the States for the purpose of
assisting the States in developing, strengthening, and carrying
out elder abuse, neglect, and exploitation programs.

Appropriations are authorized.



33

OPENING STATEMENT
BY THE

HONORABLE HELEN DELICH BENTLEY
FOR THE

JOINT HEARING OF THE SELECT COMMITTEE ON AGING AND THE
SENATE AGING AND HOUSING & CONSUMER INTERESTS SUBCOMMITTEE

ON
BOARD AND CARE FACILITIES

March 8, 1989

I would like to thank the Chairmen for calling this hearing today

for several reasons, but there is one which stands out among them all:

The several instances of board and care abuse and neglect. Neglect,

which I am sure occurs everywhere, is not often brought to light

except in the shadow of a tragic fire, like the one occurring recently

in the District of Columbia.

Board and care facilities do provide a vital function to society:

They allow families, without immediate means to support older

family members, alternative housing and care arrangements and

they enable feeble elderly to choose residence in places other than

State operated nursing homes.

As with any service where those being served are, for the most

part, totally dependent on the caregiver, we expect a certain amount

of accountability from the provider. The age old debate of whether

regulation suffocates and stifles entrepreneurial productivity is

relegated to a secondary position as we struggle with the task of

making existing facilities safe for older, dependent boarders.

Every so often national news focuses on the most hideous of the

board and care inhumanities, thus forcing us to look, if only for a

few moments, at the truly powerless in their struggle to find a home

in their later years.

I would like to thank the witnesses here today and look forward

to hearing their testimony.
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OPENING STATEMENT OF THE HONORABLE RALPH REGUiA
RANKING MINORITY MEMBER - 16TH DISTRICT OF OHIO

SUBCOMMITTEE ON HEALTH & LONG-TERM CARE - MARCH 9, 1989

Mr. Chairman:

I comend you for your interest in this matter and the efforts you have

taken in conducting thio hearing.

The foous of this hearing is to emomine the current stetus of boerd and

core hoes in our nation Today, there ore appro.imately 300,000

unlicenied boarding homes and about 30.000 licensed board and care

facilitieo that include supportive oervices An estimated 4 to 4.5 million

Ameriocas ore already housed in ouch facilitieo or at risk for board and

care plocoment.

Federal And State support for board and care home residents ho. over the

past two decades risno to over $7 billion. Over 50% of this io paid by the

Federal govermsent through Supplemental Security Income (SSI) payments to

individual. Typically residento of ouch facilities pay the entirety of

their SSI imcose for rent except for a $60 persocal needs allowance On

the overage this is $500 a month.

The report which was issued by our Chairman and a parallel study recently

ccmpleted by the Goneral Accounting Office indicate thot there are severe

problems in the quality of care offered by many homes. Sn fact, many

accounts of serious abuse ore documented. Those arm the same problems of

ovr a decade go which rein unanswercd.

The number of com plaints received by the State licensing offices has

increased ever 40% since 1982. Yet, the stote ombudom-n who are

responaible for monitering the program sotimated their staff spand little

sore than 15% of their work-day concerning the issue

Clearly, greater direction must be provided by the Feddral government under

the eoisting Koys Amendment. Stronger sanctions and specific stonderde are

required. But it is the Stotes who usnt retain primary ovearight over the

system. In the State of Ohio, there currestly is logislotion (HR 253)

pending which would address many of these problems by providing for uniform

licenoure and closer mmnitoring of potential violetion Roth providers

mod sobudamon have joined in their support for the concept of uniform

licensure This measure is * positive step in addressing this issue in my

stote and a model for other jurisdictimo.

This is an issue that requires attention in a prompt and expeditious

ma r. I ma confident that the comaents and insights of our distinguished

panel will assist ma in meeting that challenge.
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Statement of Robert A. Borski
Hearing of the

Subcommittee on Health and Long-term Care
of the

House Select Committee on Aging
March 9, 1989

Mr. Chairman, I want to thank you for calling this joint hearing
to investigate the quality of care of older Americans in "board
and care" homes across the United States. I commend you for youroutstanding dedication to protecting the frail elderly and
uncovering these critical concerns.

As you know, and as the General Accounting Office report
indicates, there is little oversight of so-called "board and
care" homes across America. These homes provide various degreesof non-medical services to older Americans including room and
board, some protective services, and assistance with eating,
bathing and moving around. Many of the residents of these homesare poor and frail yet regulation and licensing of the homes ishaphazard at best.

An appalling horror story about one home in California made
national headlines last fall. As the story unfolded in the
press, more and more bodies were found in the yard of the house.It was revealed that the owner was killing senior citizens tosteal their meager Social Security and Supplemental Security
income checks. By the end of the investigation, seven bodies
were discovered. While horror of that magnitude may not existelsewhere, the GAO and the Subcommittee on Health have uncoveredmany cases of abuse and neglect. This hearing will help bring tolight the areas with the most severe problems so that we can takeappropriate actions to protect older Americans.

These investigations have uncovered unsanitary living
conditions, inadequate nutrition, lack of heat in the winter,
suffocating temperatures in the summer, abuse and neglect in allforms. Each of these abuses is only one part of a myriad ofconcerns surrounding "board and care" facilities. Such
conditions are totally unacceptable.

I am pleased to join you here today to listen to thetestimony of these witnesses and have them relay their
experiences to us. It is clear that we must take action toensure that poor and frail elderly are protected from persons whowould prey on their vulnerability.

I commend you again Mr. Chairman, for the leadership youhave shown by investigating "board and care" facilities and allthe work you have done to uncover these abuses and I look forward
to our hearing today.



36

The CHAIRMAN. We will now hear from Senator Bill Bradley of
New Jersey. Following Senator Bradley's statement, we will receive
the testimony of our first witness, Congressman Pepper.

Senator Bradley.

STATEMENT OF SENATOR BILL BRADLEY

Senator BRADLEY. Thank you very much, Mr. Chairman. I want
to commend you and Congressman Florio for opening this joint
hearing. The issue really does need to have attention devoted to it.

Board and care homes provide residences and support for poor,
elderly, chronically ill and mentally ill patients. Nationally, there
are about one million beds available in about 100,000 facilities.
Less than half of these facilities are licensed and the conditions in
some facilities sound horrible, as we have heard already today and
as we will hear I am sure, from many of the witnesses.

Investigations which were conducted by the GAO, by Congress-
man Florio, Congressman Pepper and by others clearly indicate
that the standards are not strong enough or stringent enough for
these facilities. Owners and operators of facilities that milk the
properties and jeopardize the lives of their sick and elderly resi-
dents should be prosecuted to the fullest extent of the law. These
people should not be preying off the elderly, they should be in jail.

We would be remiss if during our deliberation we did not take
into account the full dimensions of the problems in board and care
homes. If we want to upgrade standards, expand oversight and im-
prove the overall quality of board and care homes, the cost of these
homes for the poor, elderly and disabled residents will more than
likely increase. Unless we can find ways to increase the incomes of
residents, we could very well price some of them out of their resi-
dences. We cannot truly say we have dealt with the problem of
board and care homes until we have addressed the question of el-
derly income.

So, Mr. Chairman, let me thank you again for holding this hear-
ing. I think that these efforts will shed light on an enormously im-
portant and hidden national issue.

The CHAIRMAN. Thank you Senator Bradley.
Gentlemen, of the committees, before we hear from Congressman

Pepper, it gives me great pleasure to make a special presentation
to this very distinguished man. For the history buffs in the audi-
ence today, let me reemphasize one very salient fact. Congressman
Pepper is of course associated with the State of Florida which he
has represented with such distinction for so many years. Let me
note, if I might have this personal privilege, his career did not
begin in Florida. It started in Arkansas.

When he moved to the State of Arkansas to launch his political
career, then Professor Pepper taught at the University of Arkansas
Law School for a one-year period. One of his very distinguished stu-
dents at that time, was a former United States Senator from our
State: the Honorable J.W. Fulbright.

Today it gives me great pleasure to present to Congressman
Pepper and to make him the Honorary Chairman of the Senate
Special Committee on Aging. Congressman Pepper, Democrats and
Republicans alike would like to honor you and your years of distin-
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guished service, not only to the elderly, but to all Americans. At
this time if you might, sir, come forward and receive a presentation
from our committee.

I would like to read this very brief inscription: In appreciation
for his unmatched dedication to serving older Americans, the
Senate Special Committee on Aging hereby proclaims Congressman
Claude Pepper as the Honorary Chairman of this committee. Con-
gressman Claude Pepper-let's give him a round of applause. [Ap-
plause.]

Needless to say, Congressman Claude Pepper is as much an
institution in this city as the Washington Monument, and we look
forward to hearing his statement.

Senator HEINZ. Mr. Chairman, if I might add--
The CHAIRMAN. Yes, Senator Heinz.
Senator HEINZ. It is also good to get some young blood on this

committee.
The CHAIRMAN. It surely is.
Senator SHELBY. Mr. Chairman, if I can--
The CHAIRMAN. Yes, Senator Shelby.
Senator SHELBY. If I can add one little tidbit-you mentioned Ar-

kansas. Congressman Pepper is originally from Alabama; he is
from Tallapoose County. He is a graduate of the University of Ala-
bama, undergraduate, and the Harvard Law School. Then he found
his way to Arkansas.

The CHAIRMAN. Congressman Pepper, we look forward to your
statement.

STATEMENT OF HON. CLAUDE PEPPER, A U.S. REPRESENTATIVE
FROM THE STATE OF FLORIDA AND CHAIRMAN, SUBCOMMIT-
TEE ON HEALTH AND LONG-TERM CARE
Mr. PEPPER. Mr. Chairman, and members of the joint committee,

I am proud, as a member of this Select Committee on Aging and
Chairman of the Subcommittee on Health and Long-Term Care of
the House, to be able to join you this morning in having this very
meaningful hearing. I am profoundly grateful to the distinguished
Chairman, Senator Pryor of Arkansas, for his gracious remarks
and for his generous bestowal upon me of the honorary title of
Chairman of the Special Committee on Aging of the United States
Senate. I am very proud to be in such good company. My mother
told me when I was a little boy, she said, "Son, always try to run
with the best people." Today I am in the best company I could be
in, and I am very grateful for the opportunity.

May I say that ten years ago the distinguished Chairman, the
Senator from Arkansas, and I worked together in the House with
respect to matters of the aging. He was the first member of the
House to advocate the creation of the Select Committee on Aging.
He did not quite succeed but he was the one who was the motivat-
ing force for the effort that did later succeed. I later became chair-
man of that committee for about seven years. So I am very proud
to be in such good company with this distinguished Chairman. I
hope all of us together can progress the cause of the needy, the
tragically needy elderly of our country.
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Mr. Chairman, I am today releasing the report of my subcommit-
tee's investigation of board and care facilities in our country. Our
report, entitled "Board and Care Homes in America: a National
Tragedy," will give new meaning to the phrase, "Bring me your
tired, your poor." I would like to insert the executive summary of
our report in the hearing record at this point and file officially the
report of our Subcommittee that made this investigation.

[The report follows:]

lThe report "Board and Care Homes in America: A National Tragedy," U.S. House of Repre-
sentatives, Subcommittee on Health and Long-Term Care. Report # 101,711 is available from the
House Select Committee on Aging.
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BOARD AND CARE HOMES IN AMERICA:
A NATIONAL TRAGEDY

EXECUTIVE SUMMARY

"Board and care" is the broad term used to describe facilities
that provide shelter, food and protection to frail and disabled indi-
viduals. For a variety of reasons, board and care has become a bur-
geoning industry in America serving as the repositories of the men-
tally ill and others we have chosen to ignore. An estimated I mil-
lion Americans currently reside in 68,000 licensed and unlicensed
board and care facilities, and 3.2 million more of our citizens are
currently at risk for board and care placement.

Board and care is- not -just a housing and a long-term care issue.
It is an economic issue as well. Federal and State support for board
and care home residents has, within the last two decades, climbed
to over $7 billion dollars.

What is the Nation receiving for its money?
THis report explores that, and related questions.
It concludes that public policy has failed to produce safe and af-

fordable environments for chronically ill or disabled and poor
Americans.

It concludes that it is difficult for most Americans to compre--
hend how a vast segment of its people can be disenfranchised, war-
ehoused and exploited by the unscrupulous. But such warehousing,
exploitation and abuse in the board and care industry is far from
an isolated and localized problem involving a few mentally im-
paired elderly. Rather, fraud and abuse in board and care homes is
a nationwide scandal of epic proportions.

In order to determine the nation's effectiveness in coming to
grips with this national tragedy, the Subcommittee undertook the
following steps:

-Collected, reviewed and tabulated all letters and case histories
received by the Subcommittee over the last 10 years, in addi-
tion to reviewing all hearings and reports on abuse in board
and care homes by Congressional committees and administra-
tive agencies;

-Prepared and senta questionnaire to all State Licensing Of-
fices and State Ombudsmen at the Chairman's request. The re-
sponses to these questions were tabulated and appear later in
this paper. The questionnaire can be found in Appendix III and
IV;

-Conducted follow-up telephone interviews with State Licensing
Offices three times over a 10-year period;

-Reviewed all books, periodicals and newspaper references to
board and care homes in the possession of the Library of Con-
gress;
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-Reviewed and summarized case histories of abuse forwarded to
the Subcommittee by the States. These case histories can be
found lawt in this report;

-Communicated with numerous organizations and service pro-
viders representing the elderly and the disabled, to ascertain
their views on the problem of abuse in board and care homes;

-Conducted 46 unannounced inspections of board and care
-- homes, both licensed and unlicensed, in nine States and the

District of Columbia between December 1988 and February
1989; and

-Interviewed literally thousands of board and care residents in
nine different States and the District of Columbia to determine
their socioeconomic background.

The Subcommittee concluded that the Nation's over I million el-
derly, disabled, and mentally ill currently residing in board and
care- homes in America-and the more than 3.2 million more at
risk of placement in such homes-are frequently the victims of
fraud, neglect and abuse. Warehoused and drugged, this vulnerable
population is usually unaware that their rights to board, care and
protection can easily be circumscribed by unscrupulous home
owners or greedy and uncaring home managers., Unfortunately,
the Federal Government, who pays the lion's share of the Nation's
$7 billion board and care bill through the Supplemental Security
-Income program, does not have any standards. in place to protect
this needy -population. The Federal remedy for abuse which does
exist, the Keys Amendment enacted in 1978, has proven ineffective
and unenforceable. Unless corrective action is taken, millions of el-
derly and needy will continue to suffer the indignities of a society
which prefers to shun them rather than ensure them the security
they so rightly deserve.

Chapter I of this report discusses the growth of board and care in
America. It concludes that the increase in board and care homes in
America is due to a variety of factors. First, the deinstitutionaliza-
tion of the mentally ill in the 1960s resulted in the movement of
the mentally ill, previously assumed -to need institutionalization,
into the community. Since 1969, the States have reduced their
mental patients from about A6 million to just over 100,000 in 1987.
Meanwhile the cost to maintain an individual in a mental institute
increased substantially-from $5,626 in 1969 to $41,131 in 1987. So,
there was a great incentive for the States to move mental patients
out of their State supported mental hospitals and back into the
community to be supported by the Federal Govemment through
the Supplemental Security Income (SSI) progrm. Second, about
the same time the States started shifting mentalpatients back into
the community, Medicare and Medicaid nursing home regulations
evolved resulting in many nursing homes no longer able to meet
standards of participation. Instead of nursing home patients, board
and care homes began opening their doors to patients who did not
need to be living in "skilled care" environments. Third, the enact-
ment of the SSI program in 1972 created the financial incentive for
home operators to open their doors to the mentally ill and disad-
vantaged. Lastly, the increase in the AIDS epidemic, the shortage
of nursing home beds, the rapidly growing elderly population, and
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the general shortage of long-term cam services, will serve to stirno-
late an increased need for board and care homes in future years.

Chapter II provides a definition of board and care homes and the
residents of such homes. It describes how over a million elderly and
disabled Americans are living in such homes today at a cost ofroughly $7 billion a year. It explains how another 3.2 million
Americans may also be the residents of such facilities or are at riskof such placement. The Federal Government is the primary payer
of such care-paying the lion's share of over 50 Percent. The Sub-
comnmittee found that the number of licensed board and care homes
has jumped over 71 percent since 1984-from 23,274 to 39,986. Thenumber of unlicensed homes was set by the States to be about
28,000.

Roughly two-thirds of all- residents are elderly and female-this
is partly due to their life-expectancy. -Women live longer, on the av-
erage, than men. The residents are generally in a position of de-
pendency, that is they are relying on others for their care and
their protection.

-Typically board and care residents pay the entirety of their sup-
plemental security income for rent in a board and care home, ex-cluding the Federal personal needs allowance which averages about
$60 a month. The average monthly rent is about $500 a month.

Chapter [II makes for unpleasant reading.- It presents summaries
of major newspaper exposes on board and caw abuses. It also pre-sents summaries of examples of abuse from every part of the
United States provided to the Subcommittee primarily by Ombuds-
men and State Licensing Offices. Hundreds of accounts of abuse
ranging from sexual abuse to theft of personal needs allowance areprovided. The most prevalent abuses, according to State authori-
ties, were drug mismanagement and malnutrition.

Chapter IV details the-Subcommittees investigation of board and
:care facilities. staff of the Subcommittee, accompanied by State
Ombudsmen or other appropriate State authority, visited 46 li-
censed and unlicensed board and care home on an unannouncedbasis in nine States (Alabama, Calhfornia, Florida, Illinois, Mary-
land, Louisian,- New York, New Mexico, Virginia, Washington,
D.C.). The data received from these visits supports the following
conclusions:

-More than half of the board and care residents came from amental institution. Most residents were female and elderly.
-Over 72 percent rely on SSI for the entirety of their income.

They pay about $578 (less the personal needs allowance of $35)
for rent. Most residents make the home's manager their repre-
sentative payee. Less than 25 Percent once worked, less than 5Percent are currently employed. Residents come primarily
from mental institutions. Other referrals come from hospitals,
detoxification centers, nursing homes and the street.

-Residents have few rights. In those States which do require the
Ombudsman to respond to complaints, the effectiveness of this
remedy depends on State regulation. For example, in States
which license homes with four or more residents, a resident ina home with only three has no recourse within the State.
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-Inadequate staffing was a major problem followed by overdrug-
ging. Where homes were understaffed-the primary means of
containing or controlling residents was chemical (drugs) or
physical restraints.

-Most homes were not equipped with fire safety equipment,
were unsanitary and ill-kept, and were roach and pest infested.

-The Subcommittee observed at least one incident of fraud,
waste or abuse in literally every State that was visited. In New
York, we found Medicaid cards being sold to providers. In New
Mexico, 10 Alzheimer's patients were found bound to their
wheelchairs in spite'of a law requiring residents to be able to
leave the home under emergency situations on their own
accord. In California, we investigated the murder of seven resi-
dents by an ex-felon manager who then cashed their Social Se-
curity checks. In Maryland, an owner continued to house 11
residents in her burnt out home-one resident was robbed of
his possessions. In D.C., a bed-bound elderly woman was found
by Subcommittee staff lying in her own urine begging for food
in her roach-infested three-story walk-up room. In Illinois, we
found 200 residents of a home required to turn over their small
personal income allowance to the home operator. In Florida,
we investigated the deaths of two residents, one of whom died
of a drug overdose, and the other who died bedbound, tied,
with multiple decubitus ulcers. In Louisiana, city officials
closed down a pest-infested, unlicensed board and care home
following the Subcommittee's unannounced inspection unveil-
ing deplorable and life-threatening conditions. One resident
died and others were hospitalized within hours of the Subcom-
mittee visit. In Alabama, a home cited for numerous violations
by the Subcommittee burned down injuring two of the homes
frail elderly residents several days after the visit. In Virginia,
we found 11 former mental patients, two of whom required
skilled nursing care, warehoused in an old row house.

Chapter five analyzes data received from State Licensing Offices
and State Ombudsmen regarding their experiences with board and
care homes in their respective States. We found:

-The number of licensed board and care homes in the United
States has nearly doubled from 23,474 to 39,986 in the period
from 1984 to -1988. The population in these licensed homes has
increased over the same period from 376,436 to 573,943. In ad-
dition there are many individuals living in unlicensed homes.
The data shows that there are some 4 million people at risk for
board and care home placement.

-The population of board and care homes is for the most part
economically disadvantaged. The States estimate that 57 Per-
cent of board and care homes receive Supplemental Security
Income (SSI) benefits.

-The number of complaints received by the State licensing of-
fices has increased from 6,963 in 1982 to 11,011 in 1987. Sixty
percent of the State Ombudsmen also said that they were expe-
riencing increasing difficulties with board and care homes.

-A high percentage of both State licensing offices and State om-
budsmen reported problems with such abuses as: Physical and
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Sexual Abuse of Residents, Negect, Malnutrition, Resident
Death Due to Imprope Or Inadequate Care, Overcrowding, In-appropriate Placement, Improper Administration of Drugs,
Misappropriation of Funds. In addition, the number of Statesreporting these abuses has not decreased between 1984 and1988.

-Despite the many problems States identified with board andcare homes in their States, it is still not a priority for most om-
budsmen. The ombudsmen estimated that on average theirstaffs spent just 16 Percent of their time on board and careissues. One third of the ombudsmen said that they spent lessthan 5 Percent on board and care.

-The States are cognizant of their own deficiencies in dealingwith the serious problems in the board and care industry. Two-third of the sate ombudsmen said their State's system for regu-lating board and care homes was inadequate.
Chapter VI discusses Federal action with respect- to board andcare in America and how the Keys Amendment enacted in 1976has been unenforceable and totally ineffective. It has had noimpact on improving the conditions in the board and care industry.Chapter VII summarizes a report to the Chairman of the Subcom-mittee on Health and Long-Term Care by the General Accounting

Office on Board and Care in the United States.
Chapter VIII provides a summary of the Subcommittee's inquiry

and its conclusions. Chapter IX sets forth a number of policy op-tions for consideration of the Congress, Federal Agencies, the
States, the board and care industry, and the general public. Theprimary action that should be taken by the Federal Government
to help ameliorate the problems discussed in this report should bethe establishment of minimum national standards of care to bemet by all facilities housing and providing some assistance to 2 or
more elderly or disabled Individuals unrelated to the owner or op-erator. In establishing the standards, the Congress may wish toconsider calling upon the Institute of Medicine -of the National
Academy of Sciences to convene an expert panel (as they did sosuccessfully with nursing home reform) to develop such stand-ards.

Other recommendations by the Subcommittee to the Congressshould include: lifting the Supplemental Security Income level foreligible residents of licensed board and care facilities; enacting leg-
islation to cover care in the home for chronically ill Americans toavoid premature placement in a board and care home; improving
the ability of the State Ombudsman to provide advocacy for thisvulnerable population; and require that Medicare participating
hospitals discharge patients only to licensed board and care homes.The report calls upon the Inspector General of the Departmentof Health and Human Services to aggressively monitor, investigateand prosecute cases of fraud and abuse and neglect in board andcare homes. It calls upon the Social Security Administration toreform and monitor their representative payee system; and it calls
upon the Administration to restore adequate staffing to the depart-
ment responsible for monitoring the representative payee system.
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Lastly, among its many recommendations, the report calls upon
the Department of Housing and Urban Development to increase its
housing options for the elderly and disabled and it asks the States
to promptly implement and aggressively enforce national minimum
standards for board and care homes and employ a sufficient
number of inspectors to accomplish this task.

Chapter X is a display of photographs which were taken by Sub-
committee staff during its inspection of board and care homes
throughout the United States detailing conditions.
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Mr. PEPPER. Whenever it pleases the distinguished former chair-man of the special committee, Senator Heinz, we will jointly re-lease the report of the GAO which he and I jointly requested onthis very vital matter.
We began our investigation ten years ago. We contacted the reg-ulatory authorities in all 50 States in 1979, 1984, and 1988. We alsosurveyed the ombudsmen, those entrusted with responding to com-plaints of abuse in board and care homes. To validate our findings-we conducted unannounced visits in 1988 and 1989 to both licensedand unlicensed board and care homes. In all, we interviewed over2,500 residents in 46 homes in ten States-Alabama, Florida, Cali-fornia, Illinois, New York, Maryland, Virginia, Louisiana, NewMexico and the District of Columbia.
We found that most of the one million elderly, disabled and men-tally ill persons who reside in board and care homes are beingwarehoused in understaffed, unregulated, shoddy and unsafe facili-ties. Although the abuse is so broad and systemic as to be evidentin every State of the Union, neither the State Governments nor theFederal Government, which combined spend an estimated $7 bil-lion annually on these facilities, have evidenced any concern fortheir residents' safety and welfare, leaving this vulnerable popula-tion largely unprotected and exploited.
We found that board and care is a growing industry, fueled inpart by the need for States to save money. Over the last two dec-ades, the States have been under tremendous pressure to shiftthousands of mental patients, the elderly and handicapped out ofState mental hospitals, which are expensive for the States to oper-ate, and into board and care homes, which cost the States little.Our report details the latest figures which show the States have re-duced their mental patients from 500,000 in 1969 to only 100,000 in1987. At what cost are the States obtaining the savings in moneythat they are achieving by turning these miserable people out intothe disgraceful care of these homes? Meanwhile, the cost to main-tain an individual in a mental institution has increased substan-tially, from $5,000 in 1969 to $41,000 in 1987.
As you can see, therefore, there is tremendous incentive for theStates to move people out of mental institutions and place them inboard and care homes where the cost of their care can be shifted tothe Federal supplementary security income or SSI program.Also adding to board and care growth was the evolution of medi-care and medicaid nursing home regulations, resulting in manynursing homes no longer being able to meet standards of participa-tion. Thus, many substandard nursing homes have converted intoboard and care homes.
Another factor fueling the growth in board and care includes theenactment of the SSI program in 1972, creating the financial incen-tive for home operators to open their doors to the mentally ill anddisadvantaged. Lastly, the uncontrolled spread of the AIDS epidem-ic, the shortage of nursing home beds, the rapidly growing elderlypopulation, and the general shortage of long-term care services,will serve to stimulate and increase the need for board and carehomes in future years.
We found that what the States call board and care homes varieswidely from State to State. For example, they are called rest homes
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in Massachusetts, shelter care facilities in Illinois, domiciliaries in
New York, and board and care homes in the District of Columbia. I
would like to submit with my testimony a complete listing of what
States call board and care homes at this point in the hearing
record.

The CHAIRMAN. Without objection.
[The testimony of Mr. Pepper and the list of board and care

homes follow:]
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FOR IMMEDIATE RELEASE CONTACT: KATHY GARDNER
MARCH 9, 1989 PETER REINECxE

(202)226-3381

OPENING STATEMENT OF
THE HOMORABLE CLAUDE PEPPER, CHAIRMAN,

HOUSE SELECT COMMITTEE ON AGING SUBCOMMITTEE ON
HEALTH AND LONG-TERM CARE

BEFORE THE
JOINT HEARING

OF THE
HOUSE AGING SUBCOMMITTEE ON HEALTH AND LONG-TERM CARE

AND HOUSING AND CONSUMER AFFAIRS
AND THE

SENATE SPECIAL COMMITTEE ON AGING
ON

"BOARD AND CARE HOMES IN AMERICA: FAILURE IN PUBLIC POLICY"

MR. CHAIRMEN. LADIES AND GENTLEMEN. I AM RELEASING TODAY THE
REPORT OF MY SUBCOMMITTEE'S INVESTIGATION OF BOARD AND CAREFACILITIES IN OUR COUNTRY. OUR REPORT, ENTITLED "BOARD AND CARE
HOMES IN AMERICA: A NATIONAL TRAGEDY," WILL GIVE NEW MEANING TO THE
PHRASE "BRING ME YOUR TIRED, YOUR POOR."n I WOULD LIKE TO INSERT THEEXECUTIVE SUMMARY OF OUR REPORT IN THE HEARING RECORD AT THIS POINT.

WE BEGAN OUR INVESTIGATION TEN YEARS AGO. WE CONTACTED THE
REGULATORY AUTHORITIES IN ALL 50 STATES IN 1979, 1984, AND 1988. WEALSO SURVEYED THE OMBUDSMEN -- THOSE ENTRUSTED WITH RESPONDING TO
COMPLAINTS OF ABUSE IN BOARD AND CARE HOMES. TO VALIDATE OUR
FINDINGS WE CONDUCTED UNANNOUNCED VISITS IN 1988 AND 1989 TO BOTH
LICENSED AND UNLICENSED BOARD AND CARE HOMES. IN ALL, WE INTERVIEWED
OVER 2,500 RESIDENTS IN 46 HOMES IN TEN STATES INCLUDING ALABAMA,
FLORIDA, CALIFORNIA, ILLINOIS, NEW YORK, MARYLAND, VIRGINIA,

LOUISIANA, NEW MEXICO AND THE DISTRICT OF COLUMBIA.

WE FOUND THAT MOST OF THE ONE MILLION ELDERLY, DISABLED AND
MENTALLY ILL PERSONS WHO RESIDE IN BOARD AND CARE HOMES ARE BEINGWAREHOUSED IN UNDERSTAFFED, UNREGULATED, SHODDY AND UNSAFE
FACILITIES. ALTHOUGH THE ABUSE IS SO BROAD AND SYSTEMIC AS TO BEEVIDENT IN EVERY STATE OF THE UNION, NEITHER THE STATE GOVERNMENTS
NOR THE FEDERAL GOVERNMENT, WHICH SPEND AN ESTIMATED $7 BILLION
ANNUALLY ON THESE FACILITIES, HAVE EVIDENCED ANY CONCERN FOR THEIR
RESIDENTS' SAFETY AND WELFARE, LEAVING THIS VULNERABLE POPULATIONLARGELY UNPROTECTED AND EXPLOITED.

WE FOUND THAT BOARD AND CARE IS A GROWING INDUSTRY, FUELED IN
PART BY THE NEED FOR STATES TO SAVE MONEY. OVER THE LAST TWODECADES, THE STATES HAVE BEEN UNDER TREMENDOUS PERSSURE TO SHIFT
THOUSANDS OF MENTAL PATIENTS, THE ELDERLY AND HANDICAPPED OUT OF
STATE MENTAL HOSPITALS AND INTO BOARD AND CARE HOMES. OUR REPORT
DETAILS THE LATEST FIGURES WHICH SHOW THE STATES HAVE REDUCED THEIRMENTAL PATIENTS FROM 500,000 IN 1969 TO ONLY 100,000 IN 1987.MEANWHILE, THE COST TO M4AINTAIN AN INDIVIDUAL IN A MENTAL INSTITUTION
INCREASED SUBSTANTIALLY -- FROM $5,626 IN 1969 TO $41,131 IN 1987.

AS YOU CAN SEE, THERE IS TREMENDOUS INCENTIVE FOR THE STATES
TO MOVE PEOPLE OUT AND PLACE THEM IN BOARD AND CARE HOMES WHERE THE
COST OF THEIR CARE CAN BE SHIFTED TO THE FEDERAL SUPPLEMENTARY INCOME
(SSI) PROGRAM. ALSO ADDING TO BOARD AND CARE GROWTH WAS THEEVOLUTION OF MEDICARE AND MEDICAID NURSING HOME REGULATIONS RESULTING
IN MANY NURSING HOMES NO LONGER ABLE TO MEET STANDARDS OF
PARTICIPATION. THUS, MANY SUBSTANDARD NURSING HOMES HAVE CONVERTED
INTO BOARD AND CARE HOMES. ANOTHER FACTOR FUELING THE GROWTH IN
BOARD AND CARE INCLUDE THE ENACTMENT OF THE SSI PROGRAM IN 1972
CREATING THE FINANCIAL INCENTIVE FOR HOME OPERATORS TO OPEN THEIR
DOORS TO THE MENTALLY ILL AND DISADVANTAGED. LASTLY, THE INCREASE INTH AIDS EPIDUSIC, E SHORTAGE OF NURSING HOE BEDS, THE RAPIDLY
GROVIG ELDERLY POPULATIOM, AND THE GENERAL SHORTAGE OF LONG-TERM
CARE SERVICES, WILL SERVE TO STIMULATE AN INCREASED NEED FOR BOARD
AND CARE BlU IN FUTURE YEARS.

WE FOUND THAT WHAT STATES CALL "BOARD AND CARE" HOMES VARIES
WIDELY FROM STATE TO STATE. FOR EXAMPLE, THEY ARE CALLED "REST

HOMES" IN MASSACHUSETTS, "SHELTER CARE FACILITIES" IN ILLINOIS,
"ADULT CONGREGATE LIVING FACILITIES" IN FLORIDA,
"DOMICILLIARIES" IN NEW YORK, AND "BOARD AND CARE HOMES" IN THE

DISTRICT OF COLUMBIA. I WOULD LIKE TO SUBMIT WITH MY TESTIMONY ACOMPLETE LISTING OF WHAT STATES CALL "BOARD AND CARE" HOMES AT THIS
POINT IN THE HEARING RECORD.
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WE FOUND THAT BOARD AND CARE RESIDENTS, LARGELY ELDERLY,

FEMALE AND DEPENDENT, TYPICALLY TURN OVER THE ENTIRETY OF THEIR SSI
CHECK -- WHICH AVERAGES ABOUT $500 EXCLUDING THEIR PERSONAL NEEDS

ALLOWANCE OF $35 -- TO HOME OWNERS. MORE THAN HALF OF THE RESIDENTS
CAME FROM A MENTAL INSTITUTION. THE REST, FROM HOSPITALS, NURSING

HOMES AND THE STREETS. WE FOUND THAT MOST HOMES WERE NOT EQUIPPED
WITH FIRE SAFETY EQUIPMENT, WERE UNSANITARY AND ILL-KEPT, ROACH AND
PEST-INFESTED.

WE OBSERVED AT LEAST ONE INCIDENT OF FRAUD, WASTE AND ABUSE IN

LITERALLY EVERY STATE THAT WE VISITED. IN NEW YORK, WE FOUND
MEDICAID CARDS ILLEGALLY SOLD TO PROVIDERS WHO THEN BILLED MEDICARE

FOR SERVICES NEVER RENDERED. WE ALSO FOUND ABOUT 600 RESIDENTS IN

THREE FACILITIES WAREHOUSED AND IN THE WORDS OF ONE HOME OWNER,
"DRUGGED THREE TIMES A DAY WHETHER THEY NEED IT OR NOT." IN NEW
MEXICO, 10 ALZHEIMER'S PATIENTS WERE FOUND BOUND TO THEIR WHEELCHAIRS
IN SPITE OF A LAW REQUIRING RESIDENTS TO BE ABLE TO LEAVE THE HOME
UNDER EMERGENCY SITUATIONS ON THEIR OWN ACCORD. WE ALSO FOUND DRUGS

IMPROPERLY STORED CREATING LIFE-THREATENING SITUATIONS. IN
CALIFORNIA, WE INVESTIGATED THE MURDER OF SEVEN RESIDENTS BY AN

EX-FELON MANAGER WHO CONTINUED TO CASH THEIR SOCIAL SECURITY CHECKS
LONG AFTER THEY DIED. WE WILL HEAR TODAY FROM THE ONE RESIDENT WHO

LIVED BECAUSE HE DIDN'T TURN OVER HIS CHECK TO HER. WE ALSO FOUND A

95-YEAR OLD WOMAN WHO HAD BEEN BEATEN AND DRAGGED ACROSS THE FLOOR BY

HER MANAGER. IN MARYLAND, AN OWNER CONTINUED TO HOUSE 11 RESIDENTS
IN HER BURNT OUT HOME THAT LACKED FIRE SAFETY EQUIPMENT -- ONE

RESIDENT WAS ROBBED OF HIS POSSESSIONS. IN THE DISTRICT OF COLUMBIA,
A BED-BOUND ELDERLY WOMAN WAS FOUND BY SUBCOMMITTEE STAFF LYING IN
HER OWN URINE BEGGING FOR FOOD IN HER ROACH-INFESTED, THREE-STORY,
WALK-UP ROOM. IN ILLINOIS, WE FOUND 200 RESIDENTS OF A HOME REQUIRED

TO TURN OVER THEIR SMALL PERSONAL INCOME ALLOWANCE TO THE HOME
OPERATOR. WE ALSO WERE TOLD OF HOME OWNERS RECRUITING AND SIGNING UP

THE HOMELESS IN ORDER TO CASH THEIR CHECKS WHICH WOULD BE SENT TO
THEIR BOARD AND CARE HOME. YET NO EFFORT WAS MADE TO ASSURE THE
SHELTER THEY PURCHASED. IN FLORIDA, WE INVESTIGATED THE DEATHS OF
TWO RESIDENTS, ONE OF WHOM DIED OF A DRUG OVERDOSE, AND THE OTHER WHO

DIED BEDBOUND, TIED, WITH MULTIPLE DECUBITUS ULCERS. IN ANOTHER

HOME, WE FOUND OUT HOW PROFITABLE SUCH HOMES CAN BE. WHILE THE OWNER
SKIMPED ON THE QUALTIY OF CARE PROVIDED FOR HIS ELDERLY RESIDENTS, HE

LIVED LAVISHLY OFF THEIR SSI -- PURCHASING A LIMOUSINE, POWER BOAT
AND VAN WHICH HE PARKED CONSPICUOUSLY OUTSIDE HIS ROACH-INFESTED
BOARD AND CARE HOME. IN LOUISIANA, CITY OFFICIALS CLOSED DOWN A

PEST-INFESTED, UNLICENSED BOARD AND CARE HOME FOLLOWING THE
SUBCOMMITTEE'S UNANNOUNCED INSPECTION UNVEILING DEPLORABLE AND

LIFE-THREATENING CONDITIONS. ONE ELDERLY WOMAN WE FOUND LYING IN HER
OWN URINE, DIED, AND OTHERS WERE HOSPITALIZED WITHIN HOURS OF THE

SUBCOMMITTEE VISIT. IN ALABAMA, A HOME CITED FOR NUMEROUS VIOLATIONS
BY THE SUBCOMMITTEE, INCLUDING FLOORS COVERED WITH HUMAN WASTE AND

INOPERATIVE UNSANITARY TOILETS, BURNED DOWN INJURING TWO OF THE HOMES
FRAIL ELDERLY, RESIDENTS SEVERAL DAYS AFTER THE VISIT. IN VIRGINIA,
WE FOUND 11 FORMER MENTAL PATIENTS, TWO OF WHOM REQUIRED SKILLED
NURSING CARE, WAREHOUSED IN AN OLD ROW HOUSE. NUMEROUS OTHER
VIOLATIONS WERE RECORDED BY THE SUBCOMMITTEE IN PHOTOGRAPHS WHICH
FILL OVER 200 PAGES OF OUR REPORT.

UNFORTUNATELY, THE STATES CONFIRM THAT THE INCIDENCE OF ABUSE,

RANGING FROM NEGLECT TO DEATH, ARE INCREASING AND ARE NOT LIKELY TO
ABATE.

IN 1986, I JOINED MY COLLEAGUE HIRE IN THE SCHATZ, THM RANKING

MINORITY HEK=R OF THE SPECIAL COMMITTEE ON AGING JOHN HEINZ, IN
CALLING UPON THE GENERAL ACCOUNTING OFFICE TO LOOK AT THE
CHARACTERISTICS AND NEEDS OF RESIDENTS IN BOARD AND CARE FACILITIES,

TO GATHER INFORMATION ON THE SIZE OF THE INDUSTRY, AND TO INVESTIGATE
THE ROLE OF THE STATES AND THE FEDERAL GOVERNMENT IN MONITORING THE
CARE THAT THESE INDIVIDUALS RECEIVE. THE GAO REPORT, WHICH WE ARE
RELEASING TODAY, FOUND THAT THE KEYS ADMENDMENT ENACTED IN 1972 TO

PROTECT RESIDENTS OF BOARD AND CARE HOMES HAS PROVED TO BE

INEFFECTIVE AND IN MANY STATES IT IS SIMPLY UNENFORCED. IN ADDITION,
STATES CONTINUE TO FIND SERIOUS PROBLEMS IN SOME LICENSED BOARD AND
CARE HOMES, INCLUDING PHYSICAL ABUSE, UNSANITARY CONDITIONS, AND THE

LACK OF MEDICAL ATTENTION. SADLY, THE GAO REPORT VALIDATES OUR

SUBCOMMITTEE'S FINDINGS.
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WHAT SHOULD BE DON? THE FEDERAL GOVERNMENT SHOULD ADOPTSTANDARDS TO PROVIDE FOR THE ADEQUATE PROTECTION AND CARE OF BOARDAND CARE RESIDENTS IN THE SAME MANNER THAT WE REQUIRE STANDARDS OF'CARE BE MET IN OUR NATION'S NURSING HOMES. OVERALL, STATE OVERSIGHTOF BOARD AND CARE HOMES IS ATROCIOUS., TEN STATES HAVE NO STANDARDSAT ALL. WE MUST ESTABLISH AND ENFORCE NATIONAL MINIMUM STANDARDS OFCARE AND PROTECTION (INCLUDING A BILL OF RIGHTS FOR RESIDENTS) FORALL HOMES PROVIDING CARE TO TWO OR MORE UNRELATED ELDERLY OR DISABLEDINDIVIDUALS RECEIVING SSI. ONCE PROPERLY LICENSED, THEN WE SHOULDALLOW RESIDENTS TO RETAIN THEIR ELIGIBILITY FOR RECEIPT OF BENEFITSTHEY WOULD HAVE RECEIVED IN THEIR HONES SUCH AN FOOD STAMPS, PUBLICASSISTANCE, AND ENERGY ASSISTANCE. WE SHOULD INCREASE THE MINIMUMSSI PAYMENT FOR RESIDENTS OF LICENSED BOARD ANDICARE HONES. SEVENTYPERCENT OF ALL; RESIDENTS PAY RENT WITH THE ENTIRETY OF THEIR SSICHECKS, THE NATIONAL MINIMUM FOR WHICH IS $360 A MONTH. LASTLY,STATES NEED To MAKE A DETERMINED EFFORT TO TRACK AND CLOSE DOWN, IFNECESSARY, UNLICENSED AND ILLEGAL BOARD AND CARE HONES.

I LOOK FORWARD TO HEARING THE TESTIMONY OF TODAY'S WITNESSESAND TO THE ENACTMENT OF NEEDED REFORM IN THIS AREA.

Number of bkpatients in State MentaJ Hospials: 19g., 197$. 1987
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Average Cost to Keep an Individualin a Mental Hospital, 1969-87

Co PS ym Pr iaerd

STATE
low 1977 1817

Alabama .2124 11.,903 136,230
Alaska ... , ......................... 14,385 -60.225 74,497
Azona .......... .... 5,009 21,366 48,538
Aransaas , . . ... ............. ,432 28,134 --

Calnomia ........ ,. .............. 8,694 22,780 35,569
Corado ... . . 19.29 43,824 59,229
Comectu. . . . 7,603 23.798 39,413
Deaware .... .. ............... 7,0 20,761 53,137

Ro r i da.... 3,293 14,146 37,8s7
gia..... . ... 2,200 3,498 28,791
Hawaii .......................................... .... .. . 6,500 29,56 36,036
Idaho ................ ........, ,. .............................. ............ 7 ,300 18,250 50,691
llins ,,..,,... . . , .6,304 43,828 36,157
nrldiana ,. . . .....,,,,,,,,,... 4,376 15,593 28,948
Iowa ..... . .................. 8,600 21,200 31,504
Kansas .................... .... . ..... 7,949 20,838 34,485
Kerr j~y. . .. , ,2,607 3,687 53.053
Louisiana ... . ......................................... 5,84 0 20 ,714 41,792
Maine .... 2974 20,049 43,139
Maryland . . .,........... -4,214 16,519 45,187
Massadossem . ,. .4,425 21,405 34,098
Mir igan ... ,169 26,324 50,670
Minen e s ou..5,500 16,790 36,653
Maine ............................. ........................................... 2,92 2 9 .02 3 10,033

Miss o uri.... 898 19,225 30,945
Monnana ... 3,900 21,000 46,402
Nee b r asa...5,475 14.674 39,270
Nevaaa...6,630 36,835 --

New I Hampslire ... 3,600 19,700 46,945
New Jeerey ... 5,421 18,202 35,233
New Meeiiro. .4,573 15,896 --

New York . . ,,,.......... 7,665 21,973 45,574
NorCm Caa r olan a.3,362 18,880 56,933
NorO, Dakota ... 5,676 14,848 53,392
Oh io...3,467 17,265 45,311
Olao a .... m a 4,015 16,425 57,702
Or e gon...6,398 17,130 39,738
P erylanda . . . .4,570 22,867 49,305
PRhode I slaadn d.5,074 18,146 50,812
South Caaodia.... 504 11,349 26,346
South Daaota .a.3,607 12,629 26,141
Teseen e s s e e 5,186 29,872 38,500
Texas .... 2,679 16,775 32,5t11
Utaa...2,900 9,004 42,760
Venoonl ... 4.132 23,240 50,180
Vrgaia ... .. ...................................... . 2 ,6 5 4 11,508 32,631
Wa a shnn g to...7,880 20,052 36,496
West Vrginia ... 3,180 17,078 24,678
Wisconror, .... 9,700 30,400 33,346
WyOMicig ............................................ . 6,16 20,889 38,252
Distrirt ol Co d urnb ia..7,019 33,069 -

Total ....................................,,.266,927 1,067,146 1,933,136

Average.5,626 20,924- 41,131
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MIAT STATES PtAY CALL 'WARD AND CARE FACILITIES"
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MIAT STATES MAY CALL "BOAM) AND CARE FACILITIFM
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MIAT STATES MAY CALL "'a AND CARE FACILITrESH
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WHAT STATES MAY CALL 'W"ARD AND CARE FACILITIES'
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W9LT STATES MALY CALL 'WAR AND CAME FACILITIES'
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WHAT STATES MAY CALL "DOND AND CARE FACILITIES"
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MA&T STATES MAY CALL "MQAO AND CARE FACILITIES",
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Mr. PEPPER. Thank you, Mr. Chairman.
We found that board and care residents, largely elderly, female

and dependent, typically turn over the entirety of their SSI check,
which averages about $500 excluding their personal needs of $35, to
the home. Now we -know, Mr. Chairman, that the minimum SSI
benefit is about $360. a. month, but the State supplements that
somewhat. So generally the amount. that the patients turn over to
their board and care homes iszaround, $500, less $35. More than
half of the residents of these homes'come from mental institutions.
The rest come from hospitals, nursing homes and the streets. We
found that most homes were not equipped with fire safety equip-
ment, were unsanitary and ill-kept and were roach and pest-infest-
ed.

We observed at least one-incident of fraud, waste and abuse in
literally every State that we visited.

In New York, we found medicaid cards illegally sold to providers
who then billed medicaid for services never rendered. We also
found about 600 residents in three facilities warehoused and in-the
words of one home owner, "drugged three times a day whether
they need it or not." Incidentally, Mr. Chairman and members, we
did not find any staff to speak of any one of these ten State board
and care homes that we visited. They relied primarily on drugging
these people to keep them quiet in the absence of staff people to
look after them.

In New Mexico, ten Alzheimer's patients were found bound to
their wheelchairs in spite of a law requiring residents to be able to
leave the home on their own accord in emergency situations. We
also found drugs improperly stored creating life-threatening situa-
tions.

In California, and we are going to hear from one of the people
who survived it, we investigated the murder of seven residents by
an ex-felon manager who continued to cash their Social Security
checks long after they died. By the way, Mr. Chairman, one of the
things that we recommend is that the Social Security Administra-
tion follow up more carefully when authority is given to anybody
to cash a Social Security check. We have to make sure that proper
use is made of that Social Security money-whether it is appropri-
ately expended or not. We will hear today from the one resident
who lived because he did not turn over his checks to that woman in
Sacramento who allegedly killed her boarders. In another State, we
found a 95-year-old woman who had been beaten and dragged
across the floor by her manager and we have a picture of that piti-
ful lady.

In Maryland, an owner continued to house 11 residents in her
burned out home that lacked fire safety equipment. One resident
was robbed of all his possessions.

In the District of Columbia, a bed-bound elderly woman was
found by subcommittee staff lying in her own urine begging for
food in her roach-infested, three-story, walk-up room. That was in
our city of Washington, D.C., the capital of the United States of
America.

In Illinois, we found 200 residents of a home forced to turn over
their small personal income allowance to the home operator. We
also were told of home owners recruiting and signing up the home-
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less in order to cash their checks which would be sent to theirboard and care home. Yet no effort was made to assure the shelterthey purchased.
In Florida, we investigated the deaths of two residents. One diedof a drug overdose, and the other died bed-bound, tied down, withmultiple decubitus ulcers. In another home, we found out how prof-itable board and care can be. While the owner skimped on thequality of care provided for his patients, outside the home-and wehave the picture-were parked a Cadillac, a speed boat, a avan and-two motorcycles. In other words, the proprietor was doing verywell, but the patients on the inside were doing very poorly.
In Louisiana, city officials closed down a pest-infested, unlicensed*board and care home following the subcommittee's unannounced

-inspection unveiling deplorable .and life-threatening conditions.One elderly woman we -found lying in her own urine died, andothers were hospitalized within hours of the subcommittee visit. Icould. not help but think as I looked at the picture of this ladylying there pitifully in her bed with urine all over it that at onetime this was a beautiful lady. You can tell that she was at onetime a lovely person. Imagine that she had to come to that kind ofmiserable end to her life.
In Alabama, a home cited for numerous violations by the sub-committee, including floors covered with human waste and inoper-ative unsanitary toilets, burned down injuring two of the homes'frail elderly residents. This occurred several days after the subcom-mittee's visit.
In Virginia, we found 11 former mental patients, two of whomrequired skilled nursing care, warehoused in an old row house. Nu-merous other violations were recorded by the subcommittee in pho-tographs which fill over 200 pages of our report.
Unfortunately, the States confirm that the incidence of abuse,ranging from neglect to death, are increasing and are not likely toabate.
In 1986, I joined my colleague here in the Senate, the rankingminority member of the Special Committee on Aging, John Heinz,in calling upon the General Accounting Office to look at the char-acteristics and needs of residents in board and care facilities. Theywere asked to gather information on the size of the industry and toinvestigate the role of the States and the Federal Government inmonitoring the care that these individuals receive. The GAOreport 2 which we are releasing at the pleasure of the distinguished

Senator from Pennsylvania, found that the Keys Amendment, en-acted in 1972 to protect residents of board and care homes, hasproved to be totally ineffective and in many States it is simply un-enforced. In addition, States continue to find serious problems insome licensed board and homes, including physical abuse, unsani-tary conditions, and the lack of medical attention. Sadly, the GAOreport validates our subcommittee's findings.
Now in conclusion, Mr. Chairman, what should we do? The Fed-eral Government should adopt standards to provide for the ade-quate protection and care of board and care residents in the same

2The GAO report "Board and Care: Insufficient Assurances That Residents' Needs Are Identi-fied and Met" No. GAO/HRD 89-50 is held in committee files.

97-857 - 89 - 3
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manner that we require standards of care to be met in our nation's
nursing homes.

You may recall that not too long ago, we found in the nursing
homes of this country conditions in many instances as bad as the
conditions we found in these board and care homes. We then pro-
vided money to the States to carry on proper inspection of these
homes and then we provided for supplemental Federal inspections
following up the State inspections. Those State inspections were
often made after notice was given to the institution that an inspec-
tion would be made-not a very good system. We now have a better
nursing home situation in America because of what the Federal
Government has done.

We also require, as you will recall, the posting in every nursing
home of a bill of rights, to let the patients who are in these nursing
homes know what their rights are. We propose that a similar pro-
gram be initiated with respect to these board and care homes.

We propose that we call upon the States to conduct more vigor-
ous inspections and not to allow any board and care home to exist
without being licensed by the State.

We further propose that we provide some additional money to
the States to help them carry out effective inspections, but we also
provide supplementary inspections ourselves through Federal agen-
cies as we currently inspect our nursing homes around the country.

Then we propose also, Mr. Chairman and members of the com-
mittee, that once we require these institutions to be licensed and
once they are under proper inspection, we should provide a little
better income for the residents, as has been suggested here this
morning. We should allow them to continue to receive food stamps,
medical benefits and other benefits that they would receive if they
were not in a board and care home.

One night I gave a talk before one of the associations of board
and care homes. They very strongly argued that if we would allow
these people to continue to receive the benefits that they received
before they went into the board and care home that would give
them a supplemental income to pay for the homes which could in
turn provide better care for them.

So, what we propose to do, Mr. Chairman, is primarily to apply
to board and care homes the requirements that we now have for
the nursing homes of the country, give them a bill of rights, give
them an increased income and add an injunction to the States not
to brutalize these poor people by turning them out to these board
and care homes from costlier institutions to save money for the
States. At what a terrible price they achieve those financial sav-
ings.

The last thing, Mr. Chairman, is we need to provide for the
needy people of this country adequate low-cost housing, which as
you know we have not provided. I hope that we are beginning to
provide a better housing program for the poor and the homeless,
which will include facilities for people of this character who need
the help that we propose.

Mr. Chairman, I don't want to take too much of your time but I
have these pictures and I will just briefly refer to them.
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There is a picture of the lady I spoke about-she's lying in herurine. She died some time after our representative was there andmade these pictures.
Above is a woman bound. Do you see that cord around her waist?She's bound into her wheelchair. That was in a State which by lawforbids that kind of thing. These people are denied the right to get

out of the wheelchair when they want to.
This is the ceiling of a residents room in a Maryland board andcare home after a fire there. The home is still not equipped withfire safety equipment and escapes and is unlicensed, yet it housed

11 elderly people. That was the kind of place in which they were
housed.

This is a bed in one Alabama board and care home. The bed wasurine-stained, feces-stained and covered with blood. The bed was
covered with and surrounded by piles of putrid-smelling, unwashed
clothes. The home was reported to local authorities but burned
down before appropriate action could be taken.

The subcommittee found drugs in a New Mexico board and carehome stored improperly. Some of these drugs required refrigera-
tion. The cook told the subcommittee staff that he supervised theadministration of medication to the residents in spite of the fact
that it is illegal to do so under New Mexico State statutes. Resi-
dents of such homes must be able to administer their own drugs.

In Miami, Florida, we found this oxygen machine in the room ofa board and care resident. Residents who require such skilled care
should be in a nursing home not in a board and care home where
they don't have staff to take care of such people.

This Alabama home's toilet was found covered with urine andfeces. The floors of the home were found littered with human
waste. The smell was masked only by the constant smoking of resi-dents. Those are some of the inside conditions of one of the home'srooms.

This 84-year-old woman was found emaciated in a Birmingham,
Alabama, board and care home. She hadn't eaten in days, suffered
from severe hypertension, and had not received appropriate medi-
cal care. She was hospitalized following our visit.

Do you see those three people? Obviously, they have all been
drugged. This is the place where they said, "We give them drugsthree times a day whether they need them or not. They keep themquiet by giving them drugs." We complained about the conditions
there and the operator said, "You can't put us out of business, whowould take these people? It costs the State four times as much tocare for them. We just drug them and keep our fingers crossed."

Here, at the top of this picture, is the man that I told you about
in Miami who ran one of these board and care homes. Do you see,on the left is a speed boat, in the middle is a Cadillac, next to theCadillac are two motorcycles, and next to them is a van. The pro-
prietor seemed to be doing all right, but the miserable patients onthe inside were not doing all right.

The bottom picture is a home in Sacramento, California, where a
former felon, a woman, was the manager and proprietor. She is re-puted to have killed seven of the occupants of that home and
cashed their Social Security checks for some time after they weremurdered. We have a witness here today who lived in that home.
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He survived because he wouldn't give her his Social Security
checks. That's the place where that occurred.

The subcommittee talked to this 95-year-old woman on the left.
Just before our representative was there, she had been beaten and
dragged across the floor by the manager of this board and care
home. You can see what a miserable situation it is. The other pic-
ture on the right is the back of the woman showing the bruises
that she had sustained by the treatment that they inflicted upon
her.

Here, in the top picture, is the Washington home where on the
third floor an elderly woman was found bound and crying out for
food and drugged by the management of that institution. She was
found in an insect-infested and putrid room. That's the top picture.

Here's another one-at the bottom is a home in Chicago. The
subcommittee found this home to have only two phones for over
200 residents, no working elevators, a library with no books, ex-
posed wiring, and an unsanitary environment.

That's a little summary, Mr. Chairman, of the miserable condi-
tions that we found for these people.

The CHAIRMAN. Congressman Pepper. We are grateful to you not
only for your presentation but for your long contribution to the
issues of growing old in America. We have a chair for you at the
dais and would be honored if you would join us.

Mr. PEPPER. Thank you very much.
The CHAIRMAN. Thank you, Congressman Pepper.
I would like to call the second panel.
Alice Lippold is a former resident of a board and care home in

Washington. She is accompanied by Anne Hart, the D.C. ombuds-
man. She will be followed by John Sharp, a resident of a board and
care facility in Sacramento, California. Mrs. Ima Ring, of Indianap-
olis, Indiana, follows Mr. Sharp. She is here to talk about the cir-
cumstances surrounding her brother's death in a Michigan board
and care home. Ms. Julie Oetting, an ombudsman from Birming-
ham, Alabama, follows Mrs. Ring. In addition to her testimony, Ms.
Oetting has an audio tape that she will play for the committee
during the course of her testimony. Finally, we will hear from Mr.
David Lazarus. Mr. Lazarus is the director of litigation at the Com-
munity Health Law Project in East Orange, New Jersey. He will
discuss his work on behalf of the board and care residents.

We will ask Mr. Lazarus to make the first statement.

STATEMENT OF DAVID LAZARUS, DIRECTOR OF LITIGATION,
COMMUNITY HEALTH LAW PROJECT, EAST ORANGE, NJ

Mr. LAZARUS. My name is David Lazarus and I have been the Di-
rector of Litigation for the Community Health Law Project for the
last 12 years. The Law Project is New Jersey's largest non-govern-
ment public interest law firm employing about 30 attorneys and 30
advocates in our four offices around the State. We were initially
sponsored in 1977 by the State of New Jersey, the American Bar
Association and the New Jersey State Bar Association to provide
legal and advocacy services to the mentally ill and elderly.

Today, we represent about 3,500 other elderly and disabled per-
sons per year most of whom are poor. Many of our clients live in
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board and care facilities and over the years we have had a great
deal of contact both positive and negative with the owners and op-
erators, State officials, and other community service providers. I
have written portions of New Jersey's laws regulating the board
and care industry and for the last 10 years have been one of the
few non-governmental members of the State's interdepartmental
committee responsible for suggesting regulations and coordinating
governmental and industry efforts.

Our attorneys and advocates have represented many clients in
board and care facilities in disputes with the operators. Cases have
included theft of Social Security's or other clients' funds, uncon-
scionable rent increases, illegal evictions, work for pay lower than
minimum wages and incidents of abuse and exploitation. In one
case we represented an 86-year-old woman who paid her entire life
savings of $32,000 and her monthly Social Security check to the op-
erator of a board and care facility in exchange for a life tenancy.
Two years later she was evicted. We found in the course of repre-
senting her that the operator had several felony convictions and al-
though State authorities were informed, he still operates that facil-
ity today. Our staff has witnessed assaults on residents and report-
ed them to the proper authorities. But after investigation, these in-
cidents were dismissed as unsubstantiated without the investigator
even interviewing our staff.

I could go on describing a litany of horror stories and incidents of
abuse and exploitation in board and care facilities but I am sure
you will hear that from others. I would prefer to focus on New Jer-
sey's laws, who the residents are that live in these facilities, why it
is impossible to provide appropriate standards of care and rehabili-
tation and why board and care facilities have become bargain base-
ment warehouses for the mentally ill and disabled elderly. I would
also like to provide you with some recommendations, but please re-
member that even if you forget all else: We spend less for the
board and care of a disabled adult or senior citizen than for the
board and care of a dog in a kennel.

New Jersey's laws governing board and care facilities on paper
are probably the strongest in the nation. They provide for licensing
of all facilities and their operators, standards of care appropriate to
residents' needs, inspection by State officials, mandated reporting
of incidents of abuse and exploitation and investigation, the power
to fine and place facilities in receivership and mandated social and
health services. But unfortunately for many residents what exists
on paper in New Jersey's laws and what exists in reality are miles
apart.

In New Jersey the board and care industry includes both board-
ing homes, rooming houses and what we call residential health
care facilities. According to regulation, the boarding home and resi-
dential health care facility provides virtually the same services and
meals to residents. Rooming houses provide only shelter but no
meals or services. Of the 10,000 residential health care facility resi-
dents, 50 percent are over age 75, 25 percent are over 85, one-half
of the residents have a history of State or county psychiatric hospi-
talization, are chronically mentally ill and frequently require pow-
erful psychotropic medication, and one-half of the residents' sole
source of income is Supplemental Security Income because they are
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disabled or elderly. There are about 3,200 people living in boarding
homes and the residential profile is much the same, except they
tend to be younger and the incidence of chronic mental illness is
even greater. There are 17,000 people living in rooming houses
which includes YW/MCAs and shelters. Little is known about who
they are, their medical condition and impairments and their need
for services, although nationally as many as one-third of the shel-
ter population are thought to be mentally ill. They are the least
inspected facilities.

In New Jersey a residential health care facility is supposed to
provide a room, meals, personal services including laundry, 24-hour
supervision, assistance with bathing and dressing, 12 minutes of
nursing care per resident per week, medication monitoring, some
transportation, referral to community agencies, maintenance of
records, and budgeting and safekeeping of residents' funds; all for
$15 per day for the 5,000 or so Supplemental Security Income re-
cipients. Of that $15, $11 comes from the Federal Government and
$4 from the State.

Boarding homes are supposed to provide the same room, meals
and services to residents except for the limited on site nursing
care, starting at $11 per day for the 1,600 residents receiving Sup-
plemental Security Income and Social Security. Of that $11 per
day, $10 comes from the Federal Government and $1 from the
State. Residents of residential health care facilities and boarding
homes receiving Supplemental Security Income are expected to
take care of all of their personal needs including the purchase of
clothing on $55 per month. The State share of Supplemental Secu-
rity Income has not been increased in more than 10 years.

In New Jersey community service providers are suppose to iden-
tify resident needs and provide services but the funding to do so is
always inadequate at best or non-existent. In fact, the system con-
spires against the delivery of many essential on-site services. The
system's problems include restrictions on Medicaid and Medicare
funds. If, for example, a community mental health center or clinic
wanted to provide mental health services to a Medicaid recipient at
the boarding home or residential health care facility, the center or
clinic would not be reimbursed for the service. Neither would home
health aides nor programs aimed at rehabilitation. Disabled per-
sons who have a work history and receive Social Security disability
are not even eligible for Medicare benefits for two years after they
become disabled. People with work history are therefore treated as
second class citizens and are entitled to less in medical benefits
than if they had not worked at all.

The persons that own and manage these facilities are a mixed
group. Some are conscientious, caring and excellent operators and
run homes that I would live in myself, many are not. At present
only a 40-hour training course is mandated in order to operate a
facility which may have as few as two residents or more than 200.
No testing is required. No professional or educational background
is required. The quality of care ranges from excellent to poor and is
usually proportionate to what you can afford to pay. Even the most
conscientious well-intentioned operator, and there are many, can
only do so much on the $11 or $15 per day per resident allowed for
room, meals, laundry and a variety of other essential services. It is



65

no wonder that many operators most qualified to provide for these
elderly and disabled residents would not go near the board and
care industry.

I would like to make the following recommendations:
First, we must recognize that these residents are in need of long-

term care just as in nursing homes although the nature of services
may differ somewhat. To expect someone to purchase shelter,
meals, and appropriate care on $11 or $15 per day, supported by
only Supplemental Security Income or Social Security benefits, is
impossible. Financing these facilities should be at levels linked to
the realistic costs for appropriate care, shelter and meals through
Medicare and Medicaid reimbursement. Development of profession-
al standards of care minimum qualifications for operators and fed-
eral oversight as with nursing homes are requirements.

Secondly, many of these facilities are mini-institutions in the
community, and by sheer numbers and .concentration overwhelm
the local communities resources and ability to cope. In some cities
in New Jersey, the number of chronically mentally ill and disabled
seniors living in local neighborhoods in the community rivals that
of State psychiatric hospitals and large geriatric centers. From the
residents perspective, these large facilities are possibly the worst
places for treatment and rehabilitation. Most clinicians agree that
smaller group facilities,. supervised apartment projects, supportive
services in the home and other locations are far superior sites for
treatment and long-term care. Yet Federal financing does little and
in many cases excludes the cost of .care for services delivered on
site to residents and does little to support the cost of care at home.
For example, if the mental health clinic or the community mental
health center wanted to provide on-site services in a board and
care facility under Medicaid and Medicare, they would not be reim-
bursed for such.

Again for persons qualifying for Social Security Disability, there
is a two-year waiting period for Medicare. I would also ask you to
talk to your local visiting nursing agency about their problems
with reimbursement for in-home Medicare services or the last time
they can remember receiving reimbursement for physical therapy,
speech therapy or occupational therapy. In fact the Medicare
system, in terms of reimbursement and denials, has become such a
problem that many States have even funded legal services organi-
zations to sue Medicare on behalf of the recipients. New Jersey has
established such a program by special legislation and has recently
awarded a contract to the Law Project to represent Medicare re-
cipients. In Connecticut, their Legal Assistance to Medicare Pa-
tients program overturns 70% of the initial denials of rejected
Medicare claims for patients in the community eligible only for
Medicare. In New Jersey the Law Project reverses 85% of initial
denials for Supplemental Security Income and Social Security. Any
system for-claim approvals that is wrong 70 to 85% of the time
needs to be revamped. Of course the fall-out effect on the client is
to severely reduce options for residential treatment in the home or
other small sites while increasing reliance upon institutional type

--sites- including-nursing and board and care facilities.
Third; we .must do-as much as we can to allow and encourage the

states to allocate as much money to .community programs and
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small residential treatment sites as possible. In New Jersey 70% or
190 million dollars of our state's mental health budget supports our
7 state hospitals and geriatric center which serves 6,000 patients
per year. Only 30% or 80 million dollars supports our 120 commu-
nity agencies which serve in excess of 100,000 clients per year.
State institutions consume 70% of the mental health budget yet
serve only 6% of the mentally ill who receive services. In New
Jersey the federal government will not contribute to the cost of
care for anyone in a state psychiatric hospital between the ages of
21 and 65-less than 10% of the costs of these facilities. Yet it
would pay for such costs in local inpatient community hosptials.
This strips our state's ability to finance services in more appropri-
ate residential settings. Private insurance coverage for services and
treatment for mentally ill is a disgrace and patently discriminato-
ry. Limitations on the cost of care and lifetime limits for mental
illness are far more restrictive than for other illnesses and exist in
almost every policy of insurance. Such limitations should only be
allowed if they could be supported by actuarial data.

Lastly, I would suggest that the federal government enforce its
own laws that already exist. The Keys Amendment to the Social
Security Act, 42 U.S.C. 1382e, requires states to identify group
living facilities in which significant numbers of SSI recipients live,
establish standards appropriate to the needs of the recipient and
insure the enforcement of such standards. Additionally, the states
were to certify compliance by the facilities with the standards to
the Secretary of Health & Human Services. Unfortunately, as far
as I am aware, many states have not even developed any standards
nor has the Secretary of Health & Human Services provided any
oversight or required the States' certifications. I would also add
that the Keys Amendment be modified so that the sanctions under
the law do not punish the Supplemental Security Income recipient
and that a third independent party be responsible to determine if
the standards are adequate and being complied with. Experience
has shown me that state departments are not disinterested parties.

I thank you for the time and opportunity to testify and if I can
be of any help to the committee in the future, please feel free to
contact me.

The CHAIRMAN. David Lazarus, thank you very much for coming
today.

Mr. FLORIO. I would just like to express our appreciation for the
fine work that you have done and that the Community Health
Project has done over the years.

Thank you very much for your participation.
Mr. LAZARUS. Thank you, Congressman.
The CHAIRMAN. Our next witness is Mrs. Lippold. Congressman

Pepper, would you like to chair this panel?
Alice Lippold is a former resident of a board and care home in

Washington, DC. How far is this home from this building?
Ms. LippoLD. I guess about seven miles.
The CHAIRMAN. It is in the District of Columbia.
Ms. LIPPOLD. Yes, sir.
The CHAIRMAN. Ms. Lippold, we look forward to your statement.
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STATEMENT OF ALICE LIPPOLD, RESIDENT, BOARD AND CARE
HOME, WASHINGTON, DC, ACCOMPANIED BY ANNE HART,
LONG-TERM CARE OMBUDSMAN, WASHINGTON, DC
Ms. LippoLD. Good morning. My name is Alice Lippold. I am 68

years old and I live here in Washington. I came here to tell you
about the horrible experience I had as a resident of a District-it
was a rooming house, really.

For over three years and up until just several weeks ago, I lived
at 3200 17th Street, N.W., an unlicensed rooming house and apart-
ment. Ever since I moved there to live with my friend Katherine,
we have had nothing but problems. From day one, the wall and the
window in our small room leaked like a sieve. Whenever it rained
it was a real mess.

Keeping warm was also a problem. One very cold winter a couple
of years ago we had no heat. We nearly froze to death because the
owner of the home refused to fix the heat. He said it was too ex-
pensive. Each winter we had heat off and on because the owner
wouldn't pay the heating bills. We almost never had hot water. He
saved money and we suffered.

On the other end of things, for the last several months at this
place, there were no working refrigerators. We had to keep all our
food on the window sill and it could go bad. Even when the refrig-
erator was working, it was often infested with roaches.

Roaches and mice were a big problem. They were everywhere.
Hundreds of roaches covered our curtains. They crawled all over
everything. With the mice our saving grace was Arabella the cat.
She helped kill the mice in our room. The owner said that an ex-
terminator would be too expensive.

Also this home was not safe. For months the front door was
busted and we had no lock. Anyone could walk in and out and they
did. Just recently, an elderly resident was robbed. Also, less than a
year ago a woman resident, Yvonne, was found murdered. She had
been beaten to death.

The owners of this unlicensed home are living very well off of all
the money they got off of us. One of them lives in a quarter million
dollar home, has three cars, a boat and a place at the beach.

I know many other unlicensed homes taking in the elderly and
disabled just in our neighborhood. One friend of mine pays all but
$55 of his income to an owner. All he is getting is bologna sand-
wiches, and no real meals.

We would be living there today if it had not been for the good
work of Congressman Claude Pepper and others. Investigators from
his office came and found us living in these conditions. We are now
temporarily living in a shelter for the abused elderly.

I hope that you all can do something to help people in my situa-
tion. We need to crack down on the greedy and uncaring owners.

Thank you very much.
The CHAIRMAN. Thank you, Mrs. Lippold.
Our next witness this morning is Mr. John Sharp. Mr. Sharp is a

resident of a board and care home in Sacramento, California. Mr.
Sharp.

We will allow the panel of witnesses to make their statements
and questions will follow.
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Thank you, Mr. Sharp.

STATEMENT OF JOHN SHARP, RESIDENT, BOARD AND CARE
HOME, SACRAMENTO, CA

Mr. SHARP. Good morning. My name is John Sharp and I'm 64
years old. I've come here today because I used to live in the board
and care home that received so much attention last November-
the one run by Dorothea Puente. As you will recall, she is charged
with burying the bodies of seven residents in the yard of her home
and taking their benefit checks. I was living there at the time of
Ms. Puente's arrest and I'm here today because I am one of the few
survivors of her form of care.

I moved into the Puente board and care home, at 1426 "F" Street
in Sacramento, January 12, 1988. Before that I lived at the Salva-
tion Army Men's Shelter. The reason I live in board and care
homes is because I can't afford anything else. Because of severe
back injuries, I am permanently disabled. I've been receiving Social
Security disability benefits and Supplemental Security Income
since 1987. My total monthly income adds up to $675.

I often wonder why I was spared from a terrible fate at the
Puente home. I didn't turn over my Social Security checks to her
and, looking back, that's probably what saved my life.

When I moved into the home, there were two other men living
there. When these left, others would come and take their place.
They ranged in age from 60 to their late 70s.

There was never very much going on at the Puente boarding
home. Most of us stayed around the house all day because there
was nothing else to do. There was never any staff around to do
anything, like give you a ride to the doctor or something, or to help
out some of the sicker residents. Even if you just needed to get
some aspirin, or have a prescription filled at the drug store, there
wasn't any way to manage it. Except for when we got the meals,
there was really no service provided to us at all.

While I was living at Ms. Puente's home, I noticed many strange
things. First, one day I discovered her going through some resi-
dents' mail. She looked startled when she saw me. Another time I
saw her opening the mail of people who no longer lived at the
house. She explained that one to me by saying it was a routine pro-
cedure. She opened the mail for seven residents who had moved
out but still used her address. She liked to help these folks out by
cashing their checks. When she saw them again, she would give
them the cash. The whole time I was living in the house, I never
saw her give anyone their money except Burt Montoya. She gave
him a dollar or two every now and then but certainly no large
amounts.

The second strange thing I noticed was the mysterious disappear-
ance of residents. I asked Ms. Puente where everybody had gone
and she told me not to worry. She had kicked several of them out
because they hadn't paid rent she said. Others had simply moved
on. I couldn't buy her story because one thing wasn't right. These
people, who I lived with every day, hadn't come to tell me good
bye. That didn't fit. Sure, some of them kept to themselves, but
they would have had the courtesy to say something to me before



69

they left. But, because I had no other place to live, I didn't ask her
any more questions.

I know the newspapers have said that Ms. Puente probably poi-
soned the poor victims who were buried in her yard. Looking back,
I remember she was very insistent about people taking their medi-
cine. She told Burt to take his pills on many occasions.

One time, Ms. Puente asked me if I would allow her to receive
and cash my Social Security and SSI checks. She said she did it for
others and found that it worked out well for everyone-saved them
from unnecessary hassle. I told her that those checks were my life-
line and I couldn't trust them to anyone but myself. I'm sorry, but
that's the way it had to be.

Where I live now is a better home than Ms. Puente's. It is only a
single-family home and I just rent a room there. I am the only
boarder.

Sometimes I think how lucky I am to have gotten out of the
Puente house alive. But I worry, too, that in the future, I might get
sicker and need a facility that provides more medical care and I'm
sure I won't be able to afford it.

Board and care is the only answer for a lot of people. I hope you
Congressmen can figure out a way to keep those homes safe. They
should be a good place to live-not some deathtrap.

Thank you.
The CHAIRMAN. Mr. John Sharp, we thank you.
We will have a few questions in a moment.
Mrs. Ring, if I might ask you this: could we skip over you at this

moment to Julie Oetting, because Senator Shelby, of Alabama, has
a committee meeting that he must attend in a few moments and I
think he would like to say something about his constituent, Julie
Oetting.

STATEMENT OF SENATOR RICHARD SHELBY
Senator SHELBY. I appreciate your courtesy in doing this. I have

to go preside over the Senate at 11:00 a.m. and it is something that
we have to keep doing. I didn't want to miss my Alabamian's testi-
mony here today. I believe she has got a lot to contribute.

Thank you, Mr. Chairman.
[The prepared statement of Senator Shelby follows:]
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SENATOR RICHARD SHEIM

Statement for the Record

Board and Care: A Failure in Public Policy

March 9, 1989

Mr. Chairman, I would like to commend you for holding this

very important hearing today. Over the Februarzy rzecess, I held

a series of town meetings in my home state of Alabama and one of

the concerns expressed repeatedly was the need to address the

problems associated with long-term illness. Many elderly

citizens are worried about the cpst and availability of quality

health care should they or a family member be stricken with a

chronic illness.

Today's hearing on Board and Care is very timely for it

addresses these concerns raised not only by my constituents, but

I am sure by seniors across the country.

-Board and Care' is the catchall phrase used to describe

facilities which provide residents room, meals, and some type of

assistance or oversight. These board and care homes include

group homes, foster homes, adult homes, personal care homes and

rest homes and provide many elderly and disabled adults with

housing, meals and care that they may be unable to receive

elsewhere. However, we must ensure that these residents receive

safe and clean housing, nutritional meals, and quality care.

Residents in these homes are often our society's most

vulnerable citizens -- they tend to have some physical

limitation, low income, and have often lived in some mental

institution due to a mental disability. Residents are also

unlikely to have many visitors on a regular basis. Thus, it is

imperative that there be some mechanism in place to assure that

these board and care residents receive proper attention.
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According to the study released today by the General

Accounting Office, the total number of board and care homes in

operation in the United States is unknown. This poses a problem

in any attempt to evaluate the care given in board and care

homes and to address the needs of individuals living in these

homes. In 1987, an industry association conducted a survey of

state regulatory agencies and found 41,000 licensed board and

car. homes in operation.

However, the authors of the eurvey stated that its

information was incomplete due to variances in board and care

definitions, and the fact that some states are just beginning to

license these facilities. There is also some confusion over the

difference between board and care homes and boarding homes, thus

further making estimates difficult. This figure is especially

low, given estimates that there exist at least as many

unlicensed board and care homes in operation as those which have

obtained a license.

I am particularly concerned about the quality of care the

residents in board and care homes receive. The GAO study cited

serious problems which states have found through their

inspection process or in response to complaints. These horror

stories include sexual and physical abuse of the residents, lack

of medical attention, unsanitary living conditions, lack of heat

in the homes, and many others. The GAO found that these

problems are especially acute and concentrated in homes with

predominately low-income residents (especially those residents

dependent upon Supplemental Security Income payments).
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This situation is unacceptable. We must ensure that our

elderly and disabled citizens do not fall prey to such insidious

abuse and neglect. I do not mean to malign all board and care

homes. For as I stated earlier, board and care homes can

provide a practical alternative to more costly institutional

care. This beneficial role may only increase with the recent

implementation of a provision in the Omnibus Budget

Reconciliation Act of 1987 which prohibits nursing homes that

receive federal funds from receiving mentally ill or retarded

individuals unless the state mental health authority has

determined this person needs nursing home care.

Mr. Chairman, I believe that we must determine the proper

role the federal government, states and board and care providers

should play in this debate. I think we all agree that the

health and safety of our elderly citizens is our prime

objective. I look forward to hearing from our panels of

distinguished witnesses this morning to gain their insight on

this matter. I would like to extend a special welcome to Ms.

Julie Oetting, an ombudsman working in Jefferson County,

Alabama. Thank you Mr. Chairman.
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STATEMENT OF JULIE OETTING, LONG-TERM CARE OMBUDSMAN,
JEFFERSON COUNTY, AL

Ms. OENG. Good morning, Mr. Chairman and members of the
committee. My name is Julie Oetting and I am the Long-Term
Care Ombudsman for Birmingham, Alabama, in Jefferson County.

I'm pleased to be here to talk to you about a subject that has
become very important to me both professionally and personally-
the problems of board and care homes in Alabama. These homes
have become a major housing option for the elderly and mentally
ill, a very vulnerable population. While many of these homes are
operated by owners motivated by a desire to help, unfortunately,
there are also many which are operated by those who prey on the
misfortune and vulnerability of others.

Over the past two years, I have seen too many cases of poor care,
neglect, starvation, abuse, financial exploitation of SSI and Social
-Security checks and deprivation of civil rights. Some examples of
the conditions recently found in Alabama include:

First, two elderly women were sent to the hospital from a board-
ing home, covered with gangrene-infested bedsores, and were suf-
fering from severe malnutrition and dehydration. Both women,
aged 85, died in the hospital shortly after admission. Of the five
residents in this home, three suffered from malnutrition.

Second, during an investigation in a licensed boarding home, I
found 11 people with nothing to eat but a small jar of peanut
butter. The home was dirty, infested with roaches, had holes in the
walls, smelled horribly of urine, had no privacy of bathroom facili-
ties and an untrained housekeeper was found to be illegally giving
insulin shots.

Third, a resident was assaulted by the home operator. She secret-
ly taped a conversation where the operator admitted to abusing
residents and to have killed a woman. I would like for you to hear
excerpts from this tape.

The CHAIRMAN. The tape is ready to be played at this time.
Before the 'tape is played-this is a tape, as I and Congressman
Pepper understand, is a transcript between a board and care home
operator and a board and care home resident. This is correct?

Ms. OErNG. Correct.
The CHAIRMAN. Without objection, the actual transcript of this

tape will be inserted at this point in the record. It was a little hard
to hear, but the transcript is pretty plain.

[The transcript of the tape follows:]



74

TRANSCRIPT OF TAPED INTERCHANGE BETWEEN AN ALABAMA
BOARD AND CARE RESIDENT AND OPERATOR**

Board and Care Home Operator:

Board and Care Home Resident:

Operator:

Resident:

Operator:

Resident:

Operator (Screaming):

(BREAK)

Resident:

Operator:

Resident:

Operator:

Resident:

Operator:

Resident:

Operator:

(BREAK)

Resident:

Operator:

Resident:

Operator (Screaming):

You've got to learn one thing and
you have the common smnse to know
it. You done went all over the
world being mean to other people.
That's just not right.

It's not right to lie either.

Yeal I will tell anything to get
my point across to the people that
are going to handle you.

Even lie?

Yea, and I would do it to anybody
in this house.

It is alright to slap somebody
around and lie about it?

If you ask for it, you get it!

You really shot a woman for pulling
your wig off?

Yes.

I can't believe you would do a
thing like that.

Is that right?

So you killed a lady just because
she pulled off your wig?

Let me explain, we were fighting,
she pulled off my wig. I come home
the next day. I went back and
throwed chlorox in her face and
shot her.

You shot her?

Yea.

I don't believe that you slapped
me.

Well, I got mad.

You can't slap someone just because

you get sad.

Yea you can. You know that you are
not suppose to cuss in here. See
Mary, this is a domiciliary (board
and care home).

** The operator recorded here is a convicted murderer.
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The CHAIRMAN. Ms. Oetting.
Ms. OEFING. Thank you.
An investigation found that this operator was indeed a convictedmurderer. Current investigations have found that this operator hasrepeatedly physically and financially abused residents. She also haslife insurance policies on boarders. Despite all of this, this womancontinues to operate board and care homes and legally at that.In Alabama we have 3 levels of care:
First, Boarding Homes-licensed only in Jefferson County to pro-vide room and board to those individuals who are independent ofall personal care needs. Jefferson County Health Department has84 licensed boarding homes and 73 mental health homes. Statewidethere are no regulations and most homes are unaccounted for.Second, Domiciliary Care Homes are personal care homes li-censed by the State Health Department.
Third, Nursing Homes licensed by State Health Department forskilled and intermediate nursing care.
Fourth, The State Department of Mental Health has oversight ofhomes that are actually boarding homes and domiciliaries forMental Health clients. These homes do not fall under the jurisdic-tion of the State Health Department; therefore there is no monitor-ing of the mental health system.
Inappropriate placement of residents is a rampant problem inAlabama. This summer a survey was done by a public health nursein 77 Jefferson County boarding homes. At least 25 percent of the420 individuals assessed needed a higher level of care. The nurserated 51 of the 77 licensed homes as substandard. The nurse foundresidents being fed through tubes, residents with catheters, bedsores, severely confused, unable to take their medications, andmany in need of urgent nursing and other types of care. She alsofound residents physically restrained to beds and chairs, just as Ihave on my visits. I had to confiscate these restraints when somestaff from Congressman Pepper's office were visiting some of ourhomes.
A local fire inspector visited 40 homes. He found that 35 of the40 homes did not even meet minimum standards due to structuralproblems and the physical condition of the residents.
Over the past year a great deal has been done in Birmingham toimprove our board and care homes. A consortium of communityleaders from agencies such as the Area Agency on Aging, PublicHealth, the fire and police departments, the Adult Protective Serv-ice Agency, the Mental Health Authority and the local media metto discuss these problems and develop a plan of action. The resultsof this inter-agency networking included:
First, the strengthening of our county boarding home regula-tions. The new regulations, passed on January 11, 1989, include re-quirements for residency, a residents' bill of rights and minimumstandards for room furnishings. The old regulations focused only on"brick and mortar" requirements.
Second, approximately 75 percent of the elderly and disabledresidents who have been assessed as needing more care weremoved to appropriate facilities, including nursing homes and domi-ciliaries.
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Third, due to increased media attention to the problems, there
has been an increase in public awareness of the problems of board-
ing homes. Last month the Health Department and ombudsman re-
ceived 15 complaints of illegal boarding homes reported by people
in the community.

Fourth, free in-service education programs are being provided to
home operators and social service providers.

Fifth, there is an advocacy effort to bring about better adult
*abuse laws and Statewide boarding home regulations, much like
Jefferson County's, that would also allow background and charac-
ter checks of operators.

Sixth, agencies are working with many of our good boarding
homes who have formed a Quality Boarding Home Association
where they plan to police each other. We are working with them to
develop policies such as financial contracts with their boarders and
ideas such as "co-op food buying."

While we have made a great deal of progress through the hard
work and cooperation of many, the problems which still exist in
Alabama include:

One, operators with criminal backgrounds are still operating
homes.

Two, abuse and neglect of residents still exists. For example, in
December ten elderly people were found at night in a cold, damp,
urine-smelling basement. One lady died several days later, she had
a half a dozen bedsores-some of them 4 inches long.

Three, there is no real oversight of Social Security and SSI
checks. Anyone can become a payee for any number of checks. We
continue to have many cases of operators keeping individuals'
checks when they move to another location.

Four, surrounding counties have absolutely no regulations for
boarding homes. So, bad operators in our county can just move to
the next county without any regulatory oversight.

What do we need to solve these problems? Aggressive Statewide
and Federal regulations, better adult abuse laws, an increase in
SSI and Medicaid benefits, an adequately trained social service net-
work for the elderly and mentally ill, and educational programs for
facility operators.

Thank you for your time.
The CHAIRMAN. Thank you very much, Ms. Oetting. I think you

have a Congressman friend here who wants to make a statement.
Mr. Erdreich.

STATEMENT OF CONGRESSMAN BEN ERDREICH

Mr. ERDREICH. Thank you, Mr. Chairman.
I'm delighted that Julie Oetting could be here. As you have

heard, Mr. Chairman, her testimony is very moving and to the
point. She is the ombudsman of the Office of Senior Citizen Activi-
ties of Jefferson County, Alabama, which I have the privilege to
represent. It is with special pride because it is an office that I start-
ed as a county commissioner in..my _earlier incarnation some 13
.years. ago in 197.6. It'sastill-kgoing strong and indicative of the om-
bldsman's-role:.-It is-something-under the Older Americans Act
that is providing a major service -in- our community.
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I would add that the focus of these hearings, Mr. Chairman, andsome excellent investigative reporting in our local newspapers thatdid a series on boarding home problems, the focus of our State hasbeen riveted on this problem and I think we're getting some Stateaction.
Again, I would like to complement the chairman for these hear-ings and Julia, I welcome you to Washington and your testimony

was excellent. Thank you very much.
The CHAIRMAN. Thank you very much.
Senator SHELBY. Again, Mr. Chairman, thank you for your cour-tesy.
The CHAIRMAN. Thank you, Senator Shelby.
We will now call on Mrs. Ring and then we will open for ques-

tions.
Mrs. Ring, thank you for letting us pass you by a moment ago.We appreciate that very much.

STATEMENT OF IMA RING, INDIANAPOLIS, IN
Mrs. RING. I'm Mrs. Ima Ring from Indianapolis, Indiana. Goodmorning.
I came here this morning to tell you about the terrible problems

my deceased brother had as a resident of a board and care home inMichigan.
My brother, Fay Garner, was 72 years old and was living at hislifetime home which he loved in Niles, Michigan. He retired aftermany years as a factory worker with Standard Products. He wassuffering from cancer. In May of 1987, Fay had a terrible attack ofpain from his cancer. He called an ambulance to take him to thehospital, where he could be checked by a doctor. Much to his shock,the ambulance took him not to the hospital, but to a board andcare home. Apparently, a doctor had prescribed this place and puthim there.
Shortly after Fay was put in the Lilac Manor Foster Care Home,my daughter and I drove from Indiana to see him. We got there tothe home, which was a big old house, and the owner and operator

chewed us out. She screamed and yelled at us and was just hysteri-cal. She said, "How dare you come to this house without an ap-pointment?" She said that nobody could visit without making anappointment in advance. We were scared but we went on inanyway to see Fay. What we saw was not a pretty sight. My daugh-ter asked me which one was her uncle-he looked that different.He was wet in his own urine and had lost so much weight it waspathetic. The staff said that he wouldn't eat; however, he ate likethere was no tomorrow when my daughter went and bought foodand brought it in and when I would bring him food.
Another time when I went to visit my brother, it was over 100degrees outside. It was just terrible. Fay was obviously sufferingfrom extreme heat. There was no fan, no air conditioning in hisroom. The only source of air was a cracked window. It had noscreen to keep out the bugs. The home operator didn't seem tocare. She told me; "This is my house and I take care of thesepeople the way I want to."
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On another occasion, a friend of mine found my brother lying on
the floor. When questioned about his being on the floor an aide
said, "He likes to lay there and watch TV." Well, my brother never
laid on the floor before in his life. He had fallen or had been
pushed and was too weak to get up without help.

This place was not cheap, either. My brother paid over $1,400 a
month for the privilege of being abused and neglected. That didn't
include the cost of anything else like drugs and personal items. It
seemed that the owner was after my brother's money and the heck
with anything else.

I always found him thirsty. There was never a pitcher of water
where he could get to it. I asked the operator why there was no
water at night. She said they wouldn't give him water after 8:00
p.m. because of bed-wetting.

After being in this home for several months, my brother was
rushed to the hospital by ambulance. He arrived unconscious and
nearly dead. His lungs were infected and his kidneys had stopped
functioning. He was severely dehydrated. The doctors at the hospi-
tal said he was so severely dehydrated, it was the worst case they
had ever seen. In addition, Fay was literally covered with bruises
and bedsores-he had either fallen or been beaten. The doctors and
the nurses at the hospital said that my brother had been severely
neglected. They also said that they had at least three other pa-
tients who'd been admitted from Lilac Manor.

Fay was in the hospital for three weeks. I demanded that they
put him only in a qualified nursing home when he was released.
He died after one week in the home, which was a good place. My
family all strongly believe that the neglect he suffered at Lilac
Manor resulted in his premature death. It just breaks my heart
that his last days were such a disgrace and that he had to live in a
place so far removed from where he so badly wanted to be-in his
own home.

It was too bad for my brother. I came here today to save the lives
and dignity of others. Please do what needs to be done to prevent
this home from continuing to hurt vulnerable people like him.

Thank you.
The CHAIRMAN. Mrs. Ring, thank you. Not only for your state-

ment but your contribution.
We will now hear from Anne Hart, the Long-Term Care Ombuds-

man for the District of Columbia.

STATEMENT OF ANNE HART, LONG-TERM CARE OMBUDSMAN,
WASHINGTON, DC

Ms. HART. The program in the District is funded in part by the
D.C. Office on Aging but it is located in the Legal Services Office at
Legal Counsel to the Elderly, which is a legal services office serv-
ing low-income older persons in the District of Columbia.

Legal Counsel for the Elderly is also sponsored by the D.C. Office
on Aging and the American Association of Retired Persons. My tes-
timony here this morning is given in my capacity as the ombuds-
man and is not necessarily the position of the American Associa-
tion of Retired Persons.
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We didn't really start to focus our advocacy efforts on residents
of board and care homes until 1987, when we received an increasein our funding which allowed us to hire a full-time staff person toinvestigate complaints about the board and care homes in the Dis-trict and advocate on behalf of the approximately 2,000 board andcare home residents.

We have about 250 licensed board and care homes in this city.Most of them are in small private homes. They are run like momand pop rooming houses and are generally created by using bed-rooms in existing houses. They are generally operated by older
women. The average size is from six to eight residents, although
there are several facilities in the city with more than 30 residents
and we have one that houses more than 150.

We have received hundreds of complaints about board and carehomes. Here is a sample:
A husband called me to say that his wife, who is confused andlives in a board and care home, had been tied down with rope and

now had burns on her wrists and ankles that resembled a torturevictim's wounds.
A grandson called to say that his grandmother was missing from

an unlicensed board and care home. The home said that the resi-dent was taken by ambulance to an area hospital but neither theambulance nor the hospital had any record of the missing grand-mother. Later, the grandson discovered that his grandmother hadbecome a Jane Doe cadaver used for teaching purposes at a localhospital.
Four female residents alleged that their board and care home di-rector had repeatedly sexually abused them demanding oral sexand intercourse for himself and his friend in exchange for 20 cents,60 cents, and a can of beer.
A board and care home director charges residents in this city fortoilet paper and charges them for watching television.
Residents of a licensed board and care home beg at neighbors'

houses for extra food. A neighbor reports that residents who cometo her door begging for food are so hungry that they stuff the foodin their mouths before they even leave her front porch.
A resident's family reported that a licensed board and care homedirector took thousands of dollars from the resident's bank account.
A resident died of an impacted bowel, which is a very treatable

condition, after the licensed board and care home failed to detect
noticeable deterioration in the resident and failed to obtain neces-sary medical care.

When we visited some board and care homes in the District withsome of your staff, Congressman Pepper, we happened to choose alicensed facility where the only staff member on duty was intoxi-
cated. We witnessed her verbally and physically threatening theresidents when they asked for more food.

There are many board and care homes in this city that are pro-viding decent, humane care for residents and we are very sympa-
thetic to their concerns. They serve those residents without thebenefit of much training and for pay that is way below the mini-mum wage. For example, board and care homes in the District areonly paid $15 a day or 60 cents per hour for their service.
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We have also identified a number of unlicensed board and care
homes. For example, last summer, I received a call from a hospital
emergency room social worker who described admitting an elderly
woman who was covered with feces, smelling of urine, her stock-
ings were so dirty that they had actually bonded to her legs, and
her feet were infested with live maggots.

The social worker recalled that another elderly resident from the
same address had been brought to the hospital less than two
months earlier who was also suffering from dehydration, malnutri-
tion, smelling of body wastes and covered with infected bedsores.

Our investigation revealed that both of these elderly people were
residents of an unlicensed board and care home that housed nine
other elderly people in squalid conditions. Everything was covered
with a thick film of dust, there were cobwebs three feet across,
nine inches long hanging from the ceilings and winding around
chair legs. The electrical wiring was exposed. Residents were
served rancid food. Even a bushel of potatoes was breeding flies
and maggots. There was no hot water.

Our investigation revealed that at least three different D.C. Gov-
ernment agencies-the licensing agency, the adult abuse agency,
and the Mental Health Commission-all had been aware and docu-
mented these conditions for years.

Several of the residents who were living in this home even had
Government caseworkers who visited them on a regular basis.

We have a model law in the District of Columbia that covers
boarding homes and nursing homes. It authorizes me as the Long-
Term Care Ombudsman, as well as private citizens, to seek a re-
ceivership if and when the Government fails to take action. Be-
cause of this law, we were able to file suit against the owner/opera-
tor of this unlicensed facility. We were able to take action in a situ-
ation because D.C. law provides for a private right of action and
because there was legal support available to the ombudsman pro-
gram. The law itself provides important rights but it is equally im-
portant that ombudsman programs have linkages with legal serv-
ices agencies so that there can be the legal support necessary to en-
force these rights.

The major recommendation that I would make to you, speaking
as the Long-Term Care Ombudsman and not as a representative of
the American Association of Retired Persons, is that similar provi-
sions such as the private right of action, receivership and mandat-
ed standing for the ombudsmen to actually sue be included in any
of your residents' rights laws.

It is not simply enough to require that there be regulations or
that board and care homes be inspected or that residents be given
case managers, or even that the ombudsman program be given ad-
ditional funding to visit board and care facilities. These are simply
not enough. In 1987 amendments to the Older Americans Act re-
quired that States ensure adequate legal support to the ombuds-
man program. This means zealous advocacy. The District recently
enacted ombudsman enabling legislation which provides the model
for implementing this type of advocacy.

Board and care homes in the District are required to be licensed
to operate and they are inspected by the Government at least once
a year, but it has been very difficult for advocates and families to



81

get copies of the inspection reports. Any legislation that these com-mittees consider should include liberal public access to these in-spection reports.
We've passed many strong laws in the District that give the reg-ulatory agency a range of options to use against substandardhomes. These include provisional licenses, a ban on admissions, ap-pointment of a monitor or a receiver and a fining system for viola-tions of specific regulations. We keep asking ourselves then whyare conditions in some of the board and care homes in the city sobad. In some cases, it is very difficult to get the regulatory agencyto act. In other cases, it is difficult to get enforcement handled con-sistently. Fines are often issued for purely superficial paperworkviolations. Our experience is that the Government simply does nothave sufficient resources to address every serious problem in boardand care homes. We need legislation, not only for tightening licens-ing requirements, but also to create intermediate sanctions andalso legislation for a private right of action that mandates legalservices support for the ombudsman in monitoring these board andcare homes.

Thank you.
The CHAIRMAN. Thank you very much, Ms. Hart.I think Congressman Pepper now has questions.
Ms. HART. All right.
Mr. PEPPER. I would like to ask Ms. Hart, is the District of Co-lumbia licensing all these board and care homes?
Ms. HART. There are required to be licensed if there are one ormore unrelated people living in the house that are there for social,familial or financial reasons. Yes.
Mr. PEPPER. The District of Columbia Government inspects thesehomes to see what kind of care is being given these people?Ms. HART. Yes, sir.
Mr. PEPPER. How did they fail to observe the conditions that myrepresentatives and you found there?
Ms. HART. It became a bureaucratic circle. It was a problem ofdefinitions. They were saying that it was not a boarding home be-cause the residents there wanted to be there. It became a big argu-ment about what is board and care. I think that has been raisedearlier about all the different names for it and the different thingsthat it is called in different States and how we define it so that wecan get a handle on where they are and start regulating them.Mr. PEPPER. Do you report any findings that you make to theDistrict of Columbia Government?
Ms. HART. Yes, every month.
Mr. PEPPER. Are they doing anything about it?Ms. HART. They are beginning to.
Mr. PEPPER. They are beginning to.
Ms. HART. Yes, sir.
Mr. PEPPER. Have you appeared before or contacted any mem-bers of the District of Columbia Committee to tell that committeeabout the conditions you find?
Ms. HART. Yes. I regularly appear before the City Council onthese issues. As I said, they did pass the Ombudsman EnablingLaw that give the ombudsman program similar authorities as thelicensing agencies. There are, however, proposed regulations in the
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District that would allow boarding homes to start admitting resi-
dents who are incompetent, who are need of continuous nursing
care-again, it's an effort to-save money. Nursing home care in the
District costs easily $45,000 a year and as I said the boarding
homes are getting $15 a-day. That's a big savings in money.

Mr. -PEPPER. Did. you say that the amount that these homes are
receiving for each patient is $15 a day?

Ms. HART. Yes, sir.
Mr. PEPPER. That's not enough to authorize proper care for them,

is it?
Ms. HART. No and, I think more importantly, it is not enough to

pay them in order for us to get a handle on making sure that they
are provided good quality. It's like what do we expect if we're
paying them $15 a day, it s not surprising that we have these prob-
lems.

Mr. PEPPER. Do you think it would be helpful if these people
were allowed to continue to receive the benefits that they received
before they went into these homes?

Ms. HART. Yes, sir, I do.
Mr. PEPPER. The additional contribution--
Ms. HART. At least that much if not more.
Mr. PEPPER. The $15 a day requirement is a part of the law now,

isn't it?
Ms. HART. That is what the boarding homes in the District get

paid. That includes the State supplement that is given to them in
the city.

Mr. PEPPER. Mr. Chairman, I think we need to contact the Dis-
trict of Columbia Committee in the House and Senate and see if
they can't look into this situation.

I have just one other question of Mr. Sharp here. Mr. Sharp,
living in this home in Sacramento where the lady was accused of
killing seven of the inmates-did you all suspect anything foul
going on in that place?

Mr. SHARP. I did after a certain length of time. Not right at first.
One of the gentlemen came up-he was pretty much of a drunk, an
alcoholic--

Mr. PEPPER. How did she kill the people, by drugging them?
Mr. SHARP. That's what they say. I don't know. I don't believe

they have reached any conclusion about it.
Mr. PEPPER. And you didn't hear anything about people dying in

the home?
Mr. SHARP. Yes, I did. Actually, Dorothea told me about one of

the cases, but she didn't state it as fact. Although I think it turned
out to be fact later on.

Mr. PEPPER. I am advised that she continued to cash the Social
Security checks of these victims a good while after they had been
killed.

Mr. SHARP. Yes, sir. She was still cashing-she told me she was
taking in seven checks a month and cashing them. That was right
up until the time that they arrested her.

Mr. PEPPER. Do you think our recommendation that it would be
desirable for the Social Security Administration to follow up as
best it can when somebody other than the proper recipient receives
a Social Security check?
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Mr. SHARP. Yes, sir, I believe so.
Mr. PEPPER. Thank you very much, Mr. Chairman.
The CHAIRMAN. Thank you, Mr. Chairman.
I think there was some very relevant testimony given a moment

ago by Ms. Oetting and I would like to ask David Lazarus and
Anne Hart this question. Ms. Oetting testified that she had found
in her State investigations a number of insurance policies made
payable to the owner and operator of the boarding home facility.
Now, are you finding this in the District? Are we finding this also
in New Jersey?

Ms. HART. We have not found that in the District. I think in part
because we have been summarily denied access to a lot of the
records that we made to make our investigations.

The CHAIRMAN. That leads me to a second question and then we
will go back to insurance. Do ombudsmen have the absolute right
to enter a boarding facility at any time-day or not and no matter
what day? Do you have that authority?

Ms. HART. As a result of the enabling legislation I just men-
tioned to you, I will on the 15th of March of this year.

The CHAIRMAN. But only in the District of Columbia.
Ms. HART. Right.
The CHAIRMAN. This is not true out in the rest of the country,

am I correct?
Julie, would you or David Lazarus like to respond?
Ms. OETTING. In Alabama, we have access during visiting hours

or normal operating hours.
The CHAIRMAN. I have found in my past years of looking at some

of the nursing home conditions that during the visiting hours
that's when most of the staff is on duty. It's from dusk until dawn
when many, many of the atrocities occur and the horror stories
result. Mr. Lazarus?

Mr. LAZARUS. As to the insurance question, I have not found
that. However, there is a situation analogous to that in that many,
many boarding home operators are the representative payees onSocial Security benefits. They can basically cash their check with
or without the authorization of the recipient.

The CHAIRMAN. In Alabama, New Jersey, and the District of Co-lumbia is there any checks and balance system in force that en-
ables us to see if the person operating a particular facility has a
criminal record?

Mr. LAZARUS. It's funny that you ask that specific question. In
New Jersey, supposedly, a convicted felon is not supposed to oper-
ate a home. However, we had a case of an 86-year-old woman who
turned over her entire life savings of $32,000 to a board and care
operator, plus her monthly Social Security check, for a life-time
tenancy. Two years later she was being thrown out. When we
tracked down the operator and checked, we found that he had sev-
eral felony convictions. He had been imprisoned in Danbury Feder-
al Penitentiary where he had met the previous owner of the facili-
ty and he is still operating that facility today despite our reports tothe State agency responsible. I do not necessarily want to indict the
State agencies, I think they have a very difficult job and there are
a lot of places to inspect with only a handful of inspectors. I don't
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want to do that, but I am trying to answer your question truthful-
ly, sir.

The CHAIRMAN. Thank you, sir.
Any other comments to follow there, Ms. Oetting or Ms. Hart?
Senator Heinz.
Senator HEINZ. Let me also announce for my colleagues, I have

just been informed that at 4:00 p.m. this afternoon there will be a
vote on the Senate floor on the nomination of John Tower.

Mr. PEPPER. At what time?
Senator HEINZ. At 4:00 p.m. this afternoon.
First, let me thank all of you for coming here today. It's not easy

to listen to some of the stories that you have told and it must be
even worse to have lived through or seen them yourself. I remem-
ber my first visit to a boarding home back in 1971 when Senator
Pryor was then a retiring Congressman. He was running for the
.Senate. Congressman Pepper referred to that age, 20 years ago,
when -he was attempting to establish the House Select Committee
on Aging. A small footnote is that when David Pryor left, I asked
him if I could take up that battle to form the House Select Com-
mittee on Aging and it was subsequently my legislation that passed
to do that. So, Senator Pryor and Congressman Pepper and I go
back a long, long way and Congressman Pepper and I intend to in-
troduce legislation incorporating many of your suggestions in the
very near future. We will call it probably the Pepper-Heinz bill be-
cause if it is called-the Heinz-Pepper Bill it would be thought to be
too commercial.

I would particularly like to address my-question to the ombuds-
men, Mr. Lazarus, Ms. Oetting and Ms. Hart. My question is this:
in your experience, have you seen homes that -have been providing,
if not luxury, at least adequate care? Have you. come across fairly
well run establishments?

Ms. Oetting.
Ms. OETTING. Yes, we have. We have some very caring, compas-

sionate operators that do a good job. We have also got some opera-
tors that would do a good job if they knew how but they are not
capable.

Senator HEINZ. Mr. Lazarus, is that generally the case in New
Jersey?

Mr. LAZARUS. Yes. There are homes that we have visited and I
am familiar with that I would be happy to live in myself or place
my mother there if need be. However, we're talking about private
pay homes, Senator. Basically, the rule is you get what you pay for.

Senator HEINZ. Have you encountered any homes which have
fairly poor largely SSI dependent residents which none the less do
a reasonably good job?

Mr. LAZARUS. Yes. Absolutely. There are--
Senator HEINZ. As opposed to those where you have a higher

level of income?
Mr. LAZARUS. Yes. Absolutely. That's, if I just may add some-

thing, sir, we're talking about people basically without any educa-
tional experience, without--
- Senator-HEiNz. .You -,anticipate-my question. Your point-is well

taken. My;question' is-simply. this: whateseems to be the-difference
between the relatively well-run board and care home with relative-
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ly poor residents v. the badly-run one? It is a question as you start-ed to say of education, know-how, training?
Mr. LAZARUS. Absolutely-nursing presence in the home-butalso if I may add particularly in New Jersey and across the coun-try, a good number of individuals that reside in these homes arechronically mentally ill. Even in the good homes, outside of maybenursing care, there is very little and in some instances virtuallynone with no rehabilitation services going on within the home.Nothing happening from the outside. Although in New Jersey theyhave made an attempt to do that. But there is very little funds andvery little money out there to bring the agencies in.
Senator HEINZ. Understood.
Ms. Hart, what is your experience? Is there the same kind ofspread? I don't want to bias the assessment by asking are thereupper-income homes that are good-I'm trying to look at eachstrata.
Ms. HART. The ones that are receiving SSI-there are some thatare very good in this city.
Senator HEINZ. In your experience it is the same. It has to dowith the know-how, the background, the training, the education ofthe providers.
Ms. HART. And the commitment.
Senator HEINZ. Yes.
Does that imply that if we knew how to urge the providers at alllevels to improve themselves, that they could? Or are there toomany people in the industry who just, no matter what you did,whether carrots or sticks, to become better, that they wouldn't forone reason or another. Which is it, Ms. Hart? Is there hope for ele-vating this industry? Is it generally well meaning people?
Ms. HART. Yes, I believe that. I think to add to your list, we haveto start paying them an adequate wage.
Senator HEINZ. How do the people who provide good care in thefacilities for private housing and caring for low income people-how can they get by if their financial rewards are basically no dif-ferent than others?
Ms. HART. I would answer that by saying that the places that Iam describing that are good are operated much more like a family.They are in small houses, they are small places, and the whole feel-ing in them is as a family. The residents, generally, have livedthere a long time and they are sort of adopted. I would say theanswer is the same way that a large family manages to get by.Senator HEINZ. What about the homes in your States that aregood that have a predominantly low income population? Whatseems to set them apart from other homes in similar financial cir-cumstances?
Mr. LAZARUS. I think it is a question of caring, commitment andon-site supervision. We have the homes that tend to be the betterones even with surviving on an SSI rate are that do this as a cot-tage industry so to speak. These are smaller homes that takepeople in as referred to as part of a family. That doesn't mean thatis anywhere approaching what the level of appropriate care wouldbe.
Senator HEINZ. Let me ask one last question. I suspect my timeis probably running out. The Chairman is awfully kind. He has let
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me be the chairman of the committee for a while. Let's assume
that, in fact and I don't know what judgment we will eventually
come to, there is too low a level of transfer payments or fees for
services taking place here overall. We can get some improvements
in the industry to provide assistance but not enough. Let's assume
that. There are at least two ways from a Federal level we could do
that. One is to increase SSI. The alternative is to make direct pay-
ments to providers of care for specific care delivery. Which, if you
had to choose between those two, would be a better methodology.

Ms. HART. I would say the one that has stronger protections on
it. The one that would include more oversight, more on-site moni-
toring, and more of a system so that we know if there is exploita-
tion there.

Senator HEINZ. Which of those would that be?
Ms. HART. I'm not sure. It would depend on how they are set up.
Senator HEINZ. I was making an assumption. My assumption is

that we will pass legislation that will provide for meaningful li-
censing,. standards, training, oversight, ombudsmen rights, shared
public access to records, maybe a private right of action and some
of the protections you were talking about-a layer of protections.
Having set up all of the protections we can, then the question is:
maybe that doesn't do the job if there are two ways of providing
more resources either to the residents through SSI or in some kind
of case management basis through vendor payments. Which, if we
have to choose between doing one or the other, should we choose.
Anybody else want to take that?

Mr. LAZARUS. May I comment on that?
Senator HEINZ. Yes, Mr. Lazarus.
Mr. LAZARUS. In my mind, increasing the SSI rate is at least in

part not the answer. Even if Congress was to pass laws and safe-
guards which we already have on paper in New Jersey, it still does
nothing to achieve the appropriate level of care. Increasing the SSI
rate is not going to basically change the lot of the individual resid-
ing in the home. The little money given to the operator by way of
an SSI increase is not going to make him a professional care giver.

Senator HEINZ. Let me rephrase the question. That's an impor-
tant contribution. Suppose the director of the Office of Manage-
ment and Budget, Dick Diamond, who is testifying now on the
second floor which is where I disappeared to, said: I've been listen-
ing to your testimony over my Sony and you have got to do some-
thing. Here is $200 million. Do something. What should we do with
that $200 million?

Mr. LAZARUS. Let me talk about the specific home.
Senator HEINZ. A billion dollars would increase the SSI level for

all those people in board and care homes by roughly $100 a month.
Mr. LAZARUS. I would do two things.
First, I Would increase the SSI rate to support the homes infla-

tionary cost increases and I would also insist upon the State's
making a contribution. In New Jersey, we contribute $1 a day. I
would use most of the funds for rehabilitation programming, and I
would not rely on the operator to purchase that service. I would
much more prefer to rely on a non-profit in the community in the
business of providing services and rehabilitation to do the program-
ming in the home. I hope that answers the question.
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Senator HEINZ. Thank you.
Are there any other comments?
The CHAIRMAN. Thank you, Senator Heinz.
Congressman Pepper, any following questions? If not, we want to

thank this panel today. We have learned a lot from you and I hope
that we will take your experiences and suggestions in good faith
and try to constructively proceed to deal with this matter.

I will now call our third panel.
Thank you once again.
This panel will consist of Ms. Melva Colegrove, an investigative

consultant with the Ohio Department of Health, from Columbus,
Ohio; Ms. Pam Hinckley, owner and operator of a board and care
home in Cleveland, Ohio; Ms. Mary Beth Africa, Long-Term Care
Ombudsman, Altoona, Pennsylvania; Ms. Patricia Murphy, Long-
Term Care Ombudsman, New York City; and Mr. Michael Coonan,
Long-Care Ombudsman, Sacramento, California.

Senator HEINZ. Mr. Chairman, if you would yield while the wit-
nesses are coming forward, I would like to have the privilege of
saying a few words on behalf of my constituent, Mary Beth Africa,
who is employed as an ombudsman in Blair County by the Triple A
Agency there. She has been extremely helpful to the committee,
both the majority and the minority, and I just want to commend
her for the excellent work she has done. I hope we will have a
chance to hear how successful she has been in taking providers
who did not do a very good job and working with them to get them
together to get a sense among the provider community of a very
diverse and small, almost cottage industry. Indeed, this is a func-
tion that can be performed with professional excellence and a great
deal of pride. I just want to point out that that is not only a worthy
goal for providers but a very achievable one under the right cir-
cumstances, as will be demonstrated by Mary Beth's experience
and the work she has done in Blair County.

The CHAIRMAN. Thank you, Senator Heinz.
That's a very good recommendation.
Before this panel begins, it is my understanding that Mrs. Cole-

grove has a video tape presentation. Is this correct?

STATEMENT OF MELVA COLEGROVE, INVESTIGATOR/
CONSULTANT, OHIO DEPARTMENT OF HEALTH, COLUMBUS, OH

Ms. COLEGROVE. We will ask that the lights be dimmed at this
time and the video will be in progress.

[Transcript of video tape follows:]
[Videotape shows outside of board and care home.]
[Inspector at the bedside of a resident.]

INSPECrOR. Let's take a look at the lady with the fat feet.
She's got fat feet and a four-plus pitting edema. When you press in with your fin-gers the marks remain long after you have pressed in. That's not good at all. Thereis some edema here on her leg. It goes clear up to and including her knees. They arevery edematous.

[Inspector goes to another bed-ridden resident.]
INSPECrOR. Let me look at your bedsores. This has been scraped with sheets. This

is a sheet burn. More significant is the bedsore-it's hard-granulated in and ab-scessed out. She's got open tracks-I see three, and here's another small one. On herfeet is peripheral cyanosis. You can see they don't bleach out good. You can see how
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the color is distorted on this. They're not using their feet-nothing. Here's a healing
bedsore.

[Inspector surveys contents of the refrigerator.]
INSPECTOR. This is wild game burger. This is not for sale. You can only use com-

mercial foods to serve the elderly or any dependent person. This is food surplus ma-
terials.

We need to have our sanitarian come out and see this. We have got 11 packages
or more of food that is dated 1984. It's freezer burned to death. Here are more pack-
ages of food dated 1984. It's no good. It should be destroyed right away. It's very
dangerous.

We sure do have a lot of Kool Aid. Here's dog food. Everybody's got to have dog
food. We sure have a lot of this.

[Inspector looking at a package of rice.] This is the type of food that you get from
welfare. People who are on welfare get this extra commodity of food. Why it's here,
I don't know because these people are paying her for their food. There are six pack-
ages of rice.

[Videotape changes scene to another location and scans from one
resident's bed to another.]

MODERATOR. The following pictures were taken at an Ohio board and care home.
You see here a malnourished elderly woman who has not been moved in months

and has developed severe contractions of her arms and legs.
This woman cannot open her eyes because they have not been cleaned.
This woman's leg has reached an advanced and dangerous stage of edema. The

edema and bedsores have advanced to such a state that the skin is rotting off.
The bedsores on this man are so advanced that skin and muscle are exposed.

[End of videotape.]
The CHAIRMAN. Thank you very much. I believe Ms. Colegrove is

our first witness. We are responsible and grateful to you for this
video film

Before you make a statement, I'm perplexed. I need to ask a
question. Why aren't some of the people we see in this home quali-
fied to be in a licensed nursing home under the Medicare supervi-
sion?

Ms. COLEGROVE. They were qualified. They were removed from
this home by an adult protective order to the county human serv-
ice.

The CHAIRMAN. Through what order, please?
Ms. COLEGROVE. Adult protective order. This is the way our

mechanism works. I evaluate the resident, I write the adult protec-
tive order when life and/or limb is endangered then the adult pro-
tective services of that county work with the families for a differ-
ent placement site.

We immediately removed six people out of that home as their
life and limbs were endangered.

The CHAIRMAN. Generally, when they go to a board and care
home they are not qualified for a Medicare-approved nursing home.
Is this correct?

Ms. COLEGROVE. No, it isn't.
From my experience people go to board and care homes for dif-

ferent reasons. They are elderly population who advance in age
and physical deterioration and mental capacity; consequently, they
are not the same as the resident that came into the home. They
will then need a higher level of care.

The CHAIRMAN. It seems like these people are getting the lowest
level of care.
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Ms. COLEGROVE. Those people were retained at the home afterthey should have gone to a licensed skilled facility.
The CHAIRMAN. They were retained?
Ms. COLEGROVE. Retained in the board and care home after theyshould have gone to the licensed skilled facility. They were too ad-vanced for the uneducated untrained operator to handle.
The CHAIRMAN. I don't want to misspeak, Congressman Pepper,but just while we were watching this, if I might try to quote youcorrectly, he said: ". . . you know, what we are watching is not insome third world poverty stricken country. This is in the UnitedStates of America. It is absolutely unbelievable. I hope I've quotedyou properly * * ".
Mr. PEPPER. Correct.
The CHAIRMAN. Ms. Colegrove, go ahead with your statement.Because we are running late, we're going to try to hold our wit-nesses to three minutes. Thank you.
Ms. COLEGROVE. Mr. Chairman, and distinguished committeemembers.
I am Melva Colegrove, a registered professional nurse practicingin the State of Ohio.
I know of many board and care homes that provide excellentservices and care to the elderly. I have been in such homes, con-sulted with the operators to assist them in maintaining such qual-ity. In the course of my job duties with the Ohio Department ofHealth over the last four and one-half years, I have performed on-site inspections of over 300 such homes. In these homes I havefound the following problems.
Adequate fluid and nutrition are not always provided.
Health care needs of the residents are not being included, includ-ing but not limited to, personal hygiene, personal care and nursing

service.
In one unlicensed facility I observed a man with facial lesions-open, red and raw with drainage. He had not seen a physician. Iobserved an alert and oriented woman in another facility who wasin bed. She had been incontinent and unable to control her elimi-nation process. She laid in feces and urine from head to toe. Shehad an apical pulse of 30. She was immediately removed by adultprotective services and sent to a licensed nursing home. The li-censed nursing home took four days to stabilize her and to get herclean.
Another problem I see is improper use of restraining devices in-cluding chemical restraints and isolation.
I have seen elderly tied into chairs with old panty hose so theywill not wander around. When such a device is used, it irritates theskin and you then have another of red and raw area. In one facilityI observed a resident whose body was restrained to the chair, herarms restrained to the chair arms and her neck was restrained tothe back of the chair. This woman could not turn her head-if shedid she would actually have choked herself.
Another problem in board and care homes is that drug regimenreviews are not being performed and some of the residents are ex-periencing drug adversity and interactions.
Out-dated and non-prescribed drugs are being given.
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Disruption of the integrity of the skin is another common prob-
lem in these homes, bedsores, static ulcers, red and raw areas, and
scabies are common. I have observed elderly with multiple bedsores
which had not been under the care of physicians. In one instance I
counted a -resident with 32. bedsores on. a small, frail, elderly
woman. The sores were infected and draining. In another home, I
personally measured a bedsore and it was 14 inches in length-
inches not centimeters.

Improper handling of the elderly resulting in bruises, moon-
shaped nail marks and abrasions is a common problem, along with
unsafe and often hazardous physical environment.

The control and containment of feces is a problem in board and
-care homes. For an example, I -have observed fecal matters
smeared- on the- walls-anduloor of- a board and care home which
was operating as -an unlicensed nursing homes Six months later at
the court ordered follow-up, the same fecal -smears were still there
on the.wall. I stood in this operator'skitchen counting cockroaches
scrambling over food articles and up and down the walls and I had

^to disten to the unlicensed operator criticize me for putting this in-
formation in my report.

At another facility I observed a five-gallon pail full of human ex-
creta. Upon directly questioning of the operator, she stated that
the commode was "emptied this morning."

Mr. Chairman, I will answer any questions that I can for you.
[The prepared statement of Ms. Colegrove follows:]
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Mr. Chairman and distinguished committee members, I am Helva
Colegrove, a registered nurse who is licensed to practice
professional nursing in the state of Ohio. I know of many boardand care homes that provide excellent services and care to the
elderly. I have been in such homes, consulted with operators toassist them in maintaining such quality. However, due to thelack of standards and regulations such assistance is possible
only when a facility operator asks for help. In the course ofmy job duties for the Ohio Department of Health over the past4.5 years, I have performed onsite inspections of 306 unlicensed
facilities which have been reported to be operating as nursing
homes or rest homes rather than board and care homes.

The Ohio Department of Health cannot address the most common
problems found in Adult Board and Care Homes because the
department does not have the authority to regulate these homes.The department does have occasion to visit some of these when anallegation has been made that a home is operating as a nursing
or rest home without the appropriate license. In these homes,the most common problems ares

1. Adequate fluid and nutrition is not provided,

2. Health care needs of residents are not being met, including
but not limited to, personal hygiene, nursing and personal
care,

3. Improper use of restraining devices, including chemical
restraining and isolation,

4. Drug regimen review not performed resulting in some of the
residents experiencing drug adversities land interactions,

5. Out-dated and non-prescribed drugs being given,
I . -

97-857 - 89 - 4
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6. A high incidence in disruption of the integrity of the skin,
e.g., bedsores, static ulcers, red/raw areas,

7. Improper handling of the elderly person resulting in
bruises, moon shaped nail marks and abrasions,

8. unsafe and often hazardous physical environment.

During such onsite inspections, I have witnessed and observed
numerous catastrophic health care situations throughout all
areas of the state. These problems are classified as:

I. ELDERLY NEGLECT: Services that would promote basic health
and safety for the elderly are inconsistently practiced in
unlicensed/unmonitored homes, consequently many elderly are
living out their 'golden years, in substandard situations
and are just being 'warehoused.' Such neglect is
demonstrated by:

A. Medical Neglect: The lack of health services is not an
uncommon occurrence in unlicensed homes. In one home, I
observed an elderly man who had a massive facial lesion
which had foul smelling drainage and was open and raw. I
observed an alert/oriented woman who was so weak she could
not get out of bed and get to her bedside commode. She lay
covered from head to foot in her own excreta. Her apical
pulse rate was 30 beats per minute. She was transferred to
a licensed skilled home, was diagnosed as having anterior
heart block, grade II and required four days of care to get
cleaned up and be stabilized.

Lack of medical care was observed with a resident who was
emaciated, was purple up to his knees, was purple inside
his mouth and in his nailbeds. This alert and oriented man
stated to me, '..get me out of here or I will die..' He
had not seen a doctor in over six months.

I have seen residents who have fallen, not received any
medical attention and whose limbs are clearly out of
alignment. Again I also observed a resident who was made
to remove her arm splint to wash. The resident's fracture
has healed but not in alignment therefore not functional.

In one facility I observed six residents who were paralyzed
in one arm from strokes. All of these resident's hands
were contracted in a fist formation. The area collected
debris and residue, the skin areas of the hand touched,
consequently with the unclean skin areas continuously
touching, the area became infected. When the fingers were
moved and slightly extended, chunks of skin and debris fell
from the area.

Another resident I observed was unable to control her
urine, was confused, on numerous antipsychotic medications
and was not cognizant that her feet were infected from
constantly being wet. Skin actually hung from her foot
when her shoes were removed. Another resident of the same
facility had cyanosis of the fingers, oral cavity, tongue
and feet. Her feet were also exceedingly swollen from
fluid. Upon listening to her lung fields, I found they
were highly congested.

8. Restraining: I have seen elderly tied into chairs with
old panty-hose so they would not wander about the facility.

When such a device is used the skin and tissues easily
becomes red and raw. In one facility, I observed a
resident who was body restrained by being tied into the
geri-chair, her arms tied to the chair arms and her neck
tied to the back. She could not turn her head because of
the tight neck restraint.

C. Elimination: I have observed alert and oriented elderly
being made to wear diapers to control their occasional
dribbling instead of mini-incontinence pads being used or a
planned bowel and bladder regimen instituted.

Control of incontinence is also done by indwelling
catheters. All the numerous catheters I have observed in
the unlicensed homes demonstrate purulent mucous plugs,
tubing incrustation, all of which are signs of infection of
the lower urinary tract.
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0. Inappropriate as well as scarcity of attire are commonly
seen in unlicensed facilities. Frequently the lack of
underclothes, socks, shoes or arm covering during winter
weather is seen. On one cool April day (temperature was 52
degrees Fahrenheit), I found residents in a facility
attired only in cotton hospital gowns, restrained on
bedside commodes in front of partially opened windows. The
residents were restrained with pad-locked restraints to the
chair frames. One resident had a contracted left leg which
was unsupported and hanging in mid-air. Her right leg hung
unsupported 6-8' from the floor.

E. Lack of Personal Hygiene: Impacted residue that looks
like and smells like human excrete is frequently observed
under the fingernails of the residents. Frequently these
residents eat by using their fingers/hands rather than
utensils. Another example of nail care being ignored is
where residents have curled ram horn type of toe nail from
shoe pressure when nails are not being cut. Accumulations
of residue and-debris are commonly seen between the toes,
at hairline, in umbilicus, eyelashes and in the ears.

II. DISRUPTION OF SKIN INTEGRITY: I have observed elderly
with multiple bedsores which had not been under the care of
a physician. In one instance, I counted 32 bedsores on one
small frail woman. These sores were infected and draining
purulent material. In another instance, I observed a
bedsore that measured 14 inches. This sore was down
through all the muscles to the bone.

Many facilities have at least one resident who has some
form of disruption of the skin. Since the skin is the
body's first line of defense against pathogen entry and
many elderly do not demonstrate overt signs that an
infection is occurring, skin disruptions are of particular
concern in the unlicensed homes where no nursing care is
available. Rashes and red/raw perineal areas from sitting
in wet diapers are commonplace in these homes. I have seen
residents who have multiple lesions from scabies, leg
ulcers and multiple bruising.

In summary, elderly who demonstrate altered skin conditions
need ongoing health evaluation. Caregivers must be made to
understand that retaining such residents is a form of
exploitation and cannot be tolerated.

III. FOOD/FLUID DEFICIT: I have observed elderly who have
demonstrated physical signs of food/fluid deficits. At one
facility, two alert/oriented bedfast residents demonstrated
such signs and asked me to give them water. I personally
gave each resident approximately 500 cc of water to drink.

I have personal knowledge that at one facility, 10
residents were served tuna fish sandwiches and cabbage for
their lunch. The operator openly admitted that a 3-4 ounce
can of tuna was all that was used to feed 10 residents.
There was approximately one cup of cabbage used. During
the inspection, the operator sent her helper out to buy
some cookies. When the cookies were offered to the
residents, they literally grabbed as many cookies as their
hands could hold along with shoving whole cookies into
their mouths. During the inspection of this home, four
residents demonstrated overt signs of malnourishment and
were subsequently hospitalized land transfused with whole
blood.

In another facility, I observed an untrained person feeding
a bedfast resident by squirting liquids with a syringe and
plunger down her throat while the resident lay on her back.
Such a practice is exceedingly hazardous because of the
possibility of choking and aspirational pneumonia which can
occur. Additionally, I have seen elderly literally
grabbing food from other residents plates during mealtimes.
Alert residents will openly state that they are hungry.

I have been witness to the fact that in the vast majority
of Board and Care homes, fluids are not readily available
to the elderly. The main reasons given for the lack of
providing fluids is that the elderly's feet are swollen.

IV. MEDICATIONS: The use of physician-prescribed and over-
the-counter drugs are problems in unlicensed/unmonitored
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homes. Some of the problems I have encountered throughout
the state range from inappropriate storage of drugs, i.e.,

drugs not segregated per individual resident and unlabeled
drugs placed in bottle caps, unlabeled as to the drug and

the resident. Some residents were disoriented and
confused. Medications are not always administered as
prescribed by the physician or per basic standards to

enhance drug effectivenesE and to reduce side effects. I
have seen drugs administered to sick adults through such
degrading tactics as using a baby bottle. I have seen
drugs on hand which were outdated, drugs including
narcotics kept after a resident has left the facility.
Such drugs should be destroyed immediately.

In one facility, a public health nurse who accompanied me
spent two hours recording the names, doses of drugs which

had been retained from previous residents. At this
facility, the operator (who is neither a doctor nor a
pharmacist) admitted to prescribing these drugs and
dispensing them to other residents. I have had caregivers
admit to administering drugs for fees even though the
resident was alert and oriented and able to be in charge of
his own medication. I have heard a physician testify in

court that he had not examined a residents particular home
for eight years but continued to renew the prescription and
prescribed drugs as requested by the operator.

Many unlicensed facilities do not maintain any type of
records. As a result, there are duplications of drugs by

trade and generic names prescribed and administered even
though they are chemically the same and drug regimen
reviews are not done. In addition, I have observed
multiple antipsychotic drugs administered to keep residents
sedated and so that the caregiver will not be bothered.
Many of such residents do not even have a primary or
secondary diagnosis of mental illness.

V. PHYSICAL ENVIRONMENT' The internal, as well as external
physical environment can contribute to an unsafe living
situation. The control and containment of human excrete is

an ongoing problem. I've observed fecal matter smeared on

the walls and doors at the time of initial inspection. Six
months later, at the court-ordered follow-up visit, the
same dried fecal smear remained. As I stood in the
operator's kitchen counting cockroaches scrambling over

food articles and walls, I had to listen to the unlicensed
operator criticize me for placing such information in the
initial report.

I have been witness to residents being made to use
rudimentary makeshift equipment. In one instance, the
facility's bathroom was within 25-30 feet of an open
makeshift commode.

Additionally, I have observed unsafe physical environment
such as, smoke detectors being made non-functional by
battery removal, lack of sufficient beds for the number of

residents, beds so closely placed that egress is almost
impossible, residents living in unheated barns, garages,
cellars and attics. These situations are, at best, unsafe
and degrading; however of greater concern, egress is often
blocked, locked or obstructed. This creates a serious
situation in case of fire, flood or other natural
disasters. Uncontrolled animals in the house also cause a

problem. I have been witness to a facility cat being let

in from the outside, then jumping up on the table and
eating the resident's food.

At one facility, I observed diapers that were soiled with
human excrete tossed onto the facility's store of potatoes.

Currently, the state of Ohio can enjoin operators of Board
and Care homes that are in reality illegal nursing homes by

going through the court system. Sometimes operators move
outside the state's jurisdiction by crossing the state line

and reopening in Kentucky, Michigan, West Virginia, and
Pennsylvania.
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In other instances, operators who have been enjoyed by the
courts avoid penalty by removing those residents who
require little care and consequently pay less per month and
keeping two residents who are most in need of skilled care
and whose families pay a higher fee. Since Ohio law allows
an operator to provide skilled nursing care as long as
there are fewer than three unrelated residents involved,
the operator is within the law.

At present, the Ohio Department of Health has no guaranteed
access to unlicensed homes. In an attempt to resolve a
complaint, and gain entry, a criminal search warrant must
be obtained. Even with search warrants and a law officer
as an escort, the regulatory staff cannot be assured of
entry. I personally have been physically assaulted when a
search warrant was served and had dogs sicked on me by
unlicensed operators.

Mr. Chairman and members of the committee, I wish to thank you
for your time and attention, and I will be glad to answer any
questions to the best of my ability.
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The CHAIRMAN. Thank you very much, Mrs. Colegrove, for your
statement and once again for bringing the video.

Ms. Pam Hinckley, owner and operator of a board and care home
in Cleveland, Ohio.

STATEMENT OF PAM HINCKLEY, OWNER/OPERATOR, BOARD
AND CARE HOME, CLEVELAND, OH

Ms. HINCKLEY. Hello. I do feel targeted in a way because I'm lis-
tening here and everything is going on bad in these homes and I
feel-oh, no.

The CHAIRMAN. Well, let's hear the other side.
Ms. HINCKLEY. I do run an adult family home in Cleveland, Ohio,

with my husband. I have been working with the elderly in group
homes and private homes over the past 11 years. We are approved
by the county department of human services and I do attend the
care providers support group meetings.

We can accommodate up to five residents as far as our zoning is
concerned. We did have problems with this at one time. Each resi-
dent is provided with a furnished room-private or shared-three
well-balanced meals and snacks, laundry, with supervised medica-
tions, and we help with the guidance for daily living activities. We
also do provide in-home foot care by a regular podiatrist on a regu-
lar basis and we can provide access to medical services and local
senior citizen activity center.

We have a nurse that we have been working with now for the
past year who comes in every six to eight weeks. She goes over the
general health of all of our residents. If she sees any problems or if
the residents have any questions, she's really good as far as provid-
ing information on such things as diets, medications, or even for
that matter physical or social changes in the home.

All of my residents are over 65. Most were placed there by their
relatives and they were placed just because they needed to be with
somebody because they weren't eating right or they weren't taking
their medication on time. Most of my residents are pretty well up
and about. I have nobody in bed. I have nobody that needs any
skilled nursing care.

We also offer the resident a sense of belonging and I pride myself
on our family oriented atmosphere. I have two kids myself. I have
a three-year-old boy and an eight-year-old girl. We have a dog and
birds. We live in a old fashioned type farm house. It is kept up-to-
date. It isn't as horrifying as some of the stories I've heard here
about homes. We try hard. We have a good interaction with our
residents and a good rapport with the residents and their families.

Most of my residents have been with me for at least a year or
more. Some of them were even with me at the time when I had my
three-year-old. They do stay with us, I would say, until death do us
part. When we do see signs of weight loss or gain, or incontinence,
or if they would be in need of skilled nursing care-I do not diag-
nose this either, so don't take my word on this-we do work closely
with the family doctors. Anyway, when we do see them going down
hill, we do attend to their needs. We do make sure that they are
watched by a physician or the nurse. When the time comes to say
good bye, we do let them go. Only once have I had to have a resi-
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dent placed in a nursing home. Most of the people have stayed with
me until death.

As it stands in Ohio today, we do have a house bill that is cur-
rently pending before the House of Representatives. I think it is
great. I wish it would pass now. We've been waiting for years for
some type of regulations or standards to help us get our homes or-
ganized. We know that we're not perfect at what we're doing. I
know that I'm not perfect. I do try as far as diets and medications
to keep up with things as much as I can. I don't want to harm my
residents in any way. I want them to enjoy living with me and I

.want them to stay with me until death. I enjoy doing this for a
living.

I know that you are fully aware that there is a lot of abuse in
these homes and .I am fully aware of it too. I have worked for a few
of these homes that you could say are abusing or neglecting the el-
derly. That is one of the reasons why I started my own. I could give
you all kinds of examples of abuse in these homes and I just don't
think it's necessary now. You have heard and seen quite a bit al-
ready.

One thing I would like to say is that it is very easy for care pro-
viders to go into hiding at these homes. It is very easy. We can
place ads in papers. We can go to social service departments. We
can contact the friends or relatives of the people that we have
taken care of to get access to residents to move into our homes. It's
quite easy to fill up a home.

It was brought up earlier about Social Security checks. It's easy
to cash a Social Security check. Have a resident sign it, take your
resident to the bank, and they will turn all the funds over to you.
It is that simple. I won't handle finances at all for any of my resi-
dents. I just refuse. I have all of the residents in their home-their
families pay me directly. They write a check direct to me. I do de-
posit and I even pay tax on it. We keep up pretty well with records
and it works out well.

Most of the abuse and neglect that you have heard about in
these homes are taking place in homes that I would say are in
hiding. These are the homes that aren't approved or licensed or
regulated by any type of agency. They don't have any type of help
or organization coming in to check on these residents. These are
the homes that you have to go after. It's the ones that are trying to
tell you what we do for a living and are trying to get help-why
would I be here today if I was abusing my residents. I wouldn't
subject myself to you. Most care providers that operate these kinds
of homes, you would know right off the bat. You could talk to a few
of them and just by talking to them and by looking at their own
personal appearances, you could tell just by their attitudes whether
they should take care of residents or not. It's that easy to differen-
tiate-the different types of care providers.

[The prepared statement of Ms. Hinckley follows:]
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TESTIMONY

BEFORE THE U.S. SENATE SPECIAL COMMITTEE ON AGING

for a hearing on

BOARD AND CARE: A FAILURE IN PUBLIC POLICY

MARCH 9, 1989

PAN HINCKLEY
OWNER/OPERATOR, BOARD & CARE HOME

CLEVELAND, OHIO

To Chairman. Sen. David Pryor, Sen. John Heinz and Members of the
Committee.

I am Pam Hinckley and with the help of my husband, operate an
adult family home in Cleveland, Ohio. Both of us have worked for
several group homes and private homes as well, over the Past eleven
years and opened our own home almost five years ago. Our home is
approved by the Cuyahoga County Department of Human Services and
I am also quite active in local careprovider support groups.

Our home can accommodate up to five residents and all of their
living quarters are located on the first floor of the home. Each
resident is Provided with a furnished room (private or shared).
three well-balanced meals and snacks.laundry. supervision of medi-
cations, and guidance for daily living activities. We can also
provide in-home foot care on a regular basis. accessto medical
services and the local senior citizen activity center and trans-
Portation to and from both.

We also have a registered nurse. who participates in Programs
for Older Adults sponsored by Lutheran Medical Center, that visits
our home every six to eight weeks. The nurse checks the resident's
vital signs, vision. hearing, and general health. If either I or
the resident has any questions Pertaining to diet, medication,
physical/emotional changes. etc.. she answers our questions to the
best of her ability, most of the time we are provided with written
information. Lutheran Medical Center also offers transportation
to and from medical appointments when needed.

All of our residents are over 65 years old. Most were Placed
by relatives who felt their relative was not quite ready for any
type of confined institutional-tYpe living arrangement. The families
accepted the fact that supervision was needed for their relative

but also wanted them to continue to have a normal home life.
Our home offers the resident a sense of selonging and a family-

oriented atmosphere besides the basic necessities. We have two
children, a dog, and birds. Life is far from being dull and dreary
with them living in the home. The residents love to listen to my
daughter reading aloud and some of them actually play cars and
trucks with my three year old son. The dog is constantly showered
with love, affection, and food.

Many of the residents keep busy by sharing some of the house-
hold chores and all take pride in keeping their rooms neat and clean.
A few of the residents participate in activities at the senior center
and all join in for a Catholic service. no matter what their denom-
ination, every Monday morning.

Holidays, birthdays. and even the start of a new season are
our social events during the year. Most of the residents love to
decorate the home and participate in each holiday Project. Some of
the projects include decorating the tree for Christmas. dying
Easter eggs. enjoying fireworks on the Fourth. some even go trick-
or-treating on Halloween. Birthday parties are a luxury for most
of them when their special day rolls around. During the spring

summer, and fall, the residents love to take walks and even help
with 0ome of the gardening. Picnics and other outdoor activities
are also favorites at these times of the year.

As time goc: by, each resident has his own special place in
our family. We learn how each one feels and responds to any given
situation. My immediate family seems to fill a void for most of
them who otherwise. felt their lives -. re finished. Some of the
residents felt they would 'lose' their independence but quickly
realize that they may voice their own opinions, come and go as they
choose. and continue to handle their own affairs to the best of their
abilities. We try to show them to be Proud of who and what they
are and to help them to-keep their independence as much as Possible.
There have seen times when a resident needed more care than we
could offer them. A resident car, show symptoms of incontinence,
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confusion. weight loss or gain, sleep disorders. trouble withwalking. etc. Should any of these symptoms appear. I immediately
contact the nurse and/or their doctor. The resident is then seen
by the nurse or doctor and if the need arises. is then hospitalized.
The Problem is either corrected and the resident returns home or
I am notified that the resident is in need of skilled nursing care and
needs to be placed into a nursing home. The najority of our mast
residents lived with us until they Passed away.

I hope I have given you an accurate Picture of our home. It
is difficult to describe when the home and the job itself entails
so much. Not every adult care home operates in this manner nor is
it set up the same way. Every adult care home has its own unique
qualities and no two homes are alike. Iam proud of the atmosphere wehavq established and want to continue to operate in some-what the
same fashion. although I will certainly welcome changes for the
good of my family and home.
Right now there is a bill that has been presented before the Ohio
House of Representatives (M.B. 253). This bill could give carepro-viders like myself. a chance to be truly recognized my all of you.
many organizations. and the People of the state of Ohio. that our
homes can and do Provide a very important alternative living
arrangement for many of our elderly citizens. Many careproviders
agree how urgent the need is to have all of adult care nomes monitored
on a continual basis by one department, so that all of us can
be guided by these specific regulations and ensure the careprovbders.
the residents and the home itself,. protection.

As it stands today in Ohio. we do not have specific guidelines
for our homes. Althougn. many adult care homes try to set some
type of standards for their home. Without regulations. just about
anyone can operate an adult care home with good quality care or not.
This is the biggest reason why so much of tne abuse and neglect
continues in adult care homes. With the help of regulatio.ns enforced
most of the abuse and neglect in these homes would or could notcontinue. Many of the abusive careproviders would be forced to comn
out of 'hiding' .

There are many adult home care operators 'in hiding', in Ohio.
These homes are not approved or licensed by any agency.and are
operated by clever careproviders. These Providers are tully aware
of the demand for homes and are also aware of the fact that Social
Security checks do not need to be deposited to receive the casn,
The provider has the resident sign and cash these checks for them
so that nc/one is aware who really receives the cash. It is relatively
simple to get Prospective residents. You can either place an ad
in the local newspapers and/or contact the social service depart-
ments in nearby hospitals. Most social workers just do not have
the time to check on each home and most are Pressured to find
a home for these unfortunate people. Many of the residents have
little income and no family, so they jump at the chance to live
witn someone who supposedly cares. Once they are Placed with these
careproviders it is very difficult for them to reach out for help.
They are more or less caught in a trap. Thay have little or no
money left and do not have access to contact someone, anyone.

Most of the abuse and neglect are taking Place in homes i ke
the one I just described. These careProviders are very seldom home.
refuse to pay some or all of utilities, buy little food, and offers
little or no assistance for personal or grooming needs. Most of
their residents are subjected to horrible physical and/or verbal
abuse and receive little or no medical attention.

Then there are those careproviders who have beautiful adult
care hoses but are under so much stress because of the job itself
or their own personal problems. These providers offer a clean home
and excellent food but are lacking in patience and tender loving
care because of their own attitudes or personal problems. Some
of these providers should not be allowed to take in residents.
while others could offer quality care with just a little bit of
assistance. It is very difficult to find People who are willing
to work with the elderly and I do speak from experience. Good
'help' is hard to find. If only we had a decent resPid care service
that could offer careproviders a temporary break from their jobs.
at a reasonable cost (many Providers are taking in residents with
low incomes) to help relieve the Provider from some of the stress
and pressures of operating an adult care home. It took me several
years to find someone decent and trustworthy to come into my home
and again I am lucky to have finally found Such a person.
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FinallY, there are homes in which the careprovider takes in
residents (again, usually at a low income) that try hard to offer
a safe and healthy home and quality care but have very little
income or resources from which to work with. These careproviders
are usually in their fifties or older, have a small income for them-
selves. and most have had little or no education. They are for
the most Part loving and caring people and are trying to help
others and themselves to survive. Their residents are
fed well and given quality care but may skim on such items like
toiletries, cleaning Products, laundry supplies, household furniture
and supplies. etc. These careproviders might not live up to the
same standards as Yours or mine but most are more than willing if
given the opportunity. This may still seem like abuse and neglect
to You and I am not condoning this type of living arrangement but
with just a few adjustments of their budget or maybe they could
qualify for some type of government assistance and turn their home
around. This type of careprovider is usually not aware of the
different organizations or services that possibly could help them.

Our home is very lucky to have at least a few organizations
willing to work with us. One organization that I have Previously
mentioned is the Progra.m fo Older Adults, which is affiliated with
Lutheran Medical Center. Another is the local OMBUDSMAN Program
which aids in placements and referrals to approved and licensed
adult care homes. There also help coordir.ate Possible nursing
home Placements and last but not least. Services to Adult Care
Homes. a project of the Lutheran Metropolitan Ministries, directed
by Ms. Sally Reisacher.

Without the nelp of Ms. Reisacher. our home would have-been
closed a couple of Years ago. We were having serious Problems
with the city of Cleveland over zoning issues. Ms. Reisacher
referred us to an excellent attorney (at a minimal cost) and with
both of their services, the cooperation of our neighbors and
residents all of our problems were solved. This is only one example
of what Ms. Reisacher's Program offers. She has time and again
dealt with many problems in our home alone, ranging from information
on salmonella to helping a resident receive medical attention to
finding a nearby senior citizen activity center. Again, these are
only a few examples. In all honesty, we could not operate our home
at a quality level, without the help of Ms. Reisacher and her program.
It is unfortunate that all careproviders do not have access to
services and Programs such as I have described.

I know that this testimony must seem quite lenghtY to a few
of You but I I am only trying to impress upon you as many details
and suggestions as I can. We desperately and urgently need your
help. If we do not get help soon, good adult care homes will
continue to struggle to Prove the quality services which they
offer while the bad' homes will continue to offer more abuse
and neglect. We all want and need to assure our elderly citizens
nothing less than a safe end healthy alternative living arrangement
for those in need of one.

Iwould also like to thank all of you for your time, patience.
and understanding.

Pam Hinckley
4832 Rocky River Drive
Cleveland, Ohio 44135
(216) 267-9549
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The CHAIRMAN. I will have some questions and possibly Senator
Heinz will in a moment. If we could get the other witnesses to
come forward, we will come back to the questions.

Ms. HINCKLEY. Thank you.
The CHAIRMAN. You made a very fine statement.
Mary Beth Africa.

STATEMENT OF MARY BETH AFRICA, LONG-TERM CARE
OMBUDSMAN, ALTOONA, PA

Ms. AFRICA. I hope the old saying goes that you do save the best
for last.

Pennsylvania is chiming in here this morning to say personal
care is alive and well. In Blair County we have experienced what Iconsider to be a renaissance in the board and care industry.

I am an ombudsman in Pennsylvania. Prior to this I had several
years experience in long-term care administration in the State of
Alabama. And earlier, years of experience in the State of Ken-
tucky. So I speak not only from my experience within the Common-
wealth of Pennsylvania but also as I see problems which have ex-
isted in Alabama and Kentucky. As we have heard today, these
problems do transcend State lines.

I need not go into a lot of detail regarding the abuse, neglect and
exploitation which have taken place. You have already seen andheard pretty much of what I might speak to you about.

In Blair County, Pennsylvania, we have 28 licensed personal care
homes ranging from 4 to 179 beds which care for individuals. Imight say that we do have problems. I think in any business thereare problems. Personal care? Yes. With the ombudsman program
in Pennsylvania, there has just been passed legislation that not
only goes with the Older Americans Act Federal program but hasinstituted a State generic ombudsman program providing the om-budsman with more teeth to dig into the situations and problems
and assist the providers in progress.

Secondly, I am holding in my hand what has existed currently inthe Commonwealth of Pennsylvania as its regulations. It is notvery voluminous I might add and is somewhat sketchy in content.
For instance: a provider must be of good character and personal in-tegrity with good physical and mental health. Yet there are provid-
ers within the Commonwealth with criminal records, knownmental health histories and communicable diseases which could bepassed on to many residents. I am concerned about this.

In November, Pennsylvania legislators passed what is now Act185, which is what I consider personal care reform. It addresses
many of the issues, problems and concerns that have been ex-pressed with all three panels today. May I add that we are working
within the Commonwealth of Pennsylvania to assist the providers
with a very aggressive free training program, not only for the oper-
ators but for the staff, also. Trainers include attorneys, physicians,
nurses, health care professionals, legal professionals, regulatory
agency representatives and legislators. This knowledge will assistthe home operators to deliver quality care. You asked some of the
ombudsmen earlier what it would take to provide quality care. I be-lieve the training which Blair County, Pennsylvania is providing. I
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would encourage you to come and visit us and see what we are
doing with training and how the providers have a real pride and
sense of achievement in delivery of care.

Also, within Act 185 we have now the legal presence of non-
mobile residents within the personal care home. These people may
physically be non-mobile, such as a stroke patient, multiple sclero-
sis patient, or be what is considered mentally non-mobile with Alz-
heimer's disease. I have seen these residents restrained, lying in
urine and feces. I know of cases where residents have been phys-
ically forced to take medication, which resulted in personal injury
and hospitalization. There are instances when it has taken over 30
minutes with a planned fire drill to evacuate less than 20 people-
two of those needed emergency hospitalization and care. I find this
to be heinous. This is why we are encouraging and working in
Pennsylvania and in Blair County to improve these issues.

Lastly, quality care is costly, as we have discussed. Pennsylvania
does have a State personal care home supplement of $114.90. It is
still inadequate. The providers who do want to provide quality care
and are accepting the neediest of the needy, are not able to accom-
plish these goals as they would like with the amount of payment
they are receiving. Notwithstanding, with the presence of these
non-mobile people their needs are greater. Durable and expendable
medical supplies and personal care items must be furnished often
at the cost of the provider.

I am interested, concerned and very pleased that you are giving
national attention to the board and care issues and, would encour-
age you to please come visit Blair County. Observe what we are
doing and how our providers are excited about the care they are
giving. Unfortunately, within Pennsylvania when a home needs to
be closed it can take as long as two to two and one-half years in the
appeals process for closure and relocation of the unfortunate resi-
dents.

I thank you for your attention to these efforts and if Pennsylva-
nia and Blair County can assist and provide you with anything, we
will be happy to do so.

[The prepared statement of Ms. Africa follows:]
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NARY BETH AFRICA
OMBUDSMAN/ADVOCATE

ALTOONA, PENNSYLVANIA

Senator Pryor, Senator Heins, Congressman Pepper,
Congressman Florio, members of the Coimittees and guests: my
heart is full as I convey my concerns regarding the need for
national reform within the board and care industry. I am
currently a long-term care ombudsman in Pennsylvania. Prior to
this, I was employed in long-term care administration in Alabama
and, earlier, involved as a student volunteer in board and care
homes in Kentucky and Pennsylvania; in all, experience over a 15
year span. Generally, home operators endeavor to provide
adequate care to residents aged 18 to over 100 who are elderly,
mentally ill, mentally retarded, physically handicapped, or a
combination of these. Many are SSI recipients. The problems I
have seen transcend state lines and can be partly categorized as
follows.s

1.) Training - Needless involuntary mental health
commitments, hospitalizations, damages to property or
persons, and even death occur because staff of board
and care homes are not trained in areas such as first
aid, emergency planning, mental illness, non-violent
crisis intervention, fire safety and prevention.
Pennsylvania recently passed Act 185 which mandates
training in these and other crucial areas. Blair
County, Pennsylvania went one step further by the
creation of the Personal Care Provider's Advisory
Committee. One of the functions of this Committee is
to provide free training to board and care personnel
in the aforementioned areas, as well as others.

2.) Mobility - Physically and mentally nonmobile persons
are becoming more prevalent in board and care
facilities. Problems such as advanced Alzheimer's
Disease, Multiple Sclerosis and Stroke can render
individuals 'nonmobile.' Nonmobility creates the need
for additional staffing, durable and expendable
medical supplies and, often, the need for
architectural modifications to ensure freedom from
access barriers. Frequently, those residents can only
offer the same SSI payment as those residents whose
care needs are less costly to the operator. Nonmobile
indigent persons are the most needy in all respects,
but the least attractive to prospective board and care
homes. Certainly, they too must have assurance of
quality care.

3.) Fiscal impact - Quality care is a costly issue. SSI
payments are inadequate to meet expenses incurred by
board and care operators. Pennsylvania is fortunate
to have a separate monthly Personal Care Home
Supplement available to SSI recipients and certain low
income residents of licensed board and care homes.
Still, this amount ($114.90) falls short of the mark.
Compounding this problem, supplement recipients
receive a mere $25 monthly as their Personal Needs
Allowance. Out of this they must purchase over the
counter medications, personal hygiene items, clothes
and other incidentals.

The issues I have presented pertaining to national board
and care reform are merely the tip of the proverbial iceberg.
However, I am encouraged by the efforts being taken in Blair
County, Pennsylvania to confront the needs of the board and care
industry. I.would invite members of the Committee to visit and
experience firsthand our progress. Yes, national reform of the
board and care industry IS necessary AND possible. Thank you
for focusing major attention to this issue.
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HOUSE AlENDED

1460. 1920. 3110,
360i, o a.- Printer's No. 3949

THE GENERAL ASSEMBLY OF PENNSYLVANIA

HOUSE BILL
No. 1278 1987

INTRODUCED 8Y RICHARDSOH, XUIOtICH, PISTELLA, DAWIDA, UIGGINS,
HUGoES, GL DECK AND HUTCHINSON, APRIL 29, 1987

&-lENDtlENTS TO SEIa&TE AMENDMENTS, HOUSE OF REPRESENTATIVES,
NOVEnMER 30, 1988

AN ACT

1 Amending the act of June 13, 1967 (P.L.31, No.21). entitled 'An
2 act to consolidate, editorially revise, and codify the public
3 welfare laws of the Commonwealth, further providing for the
4 licensing and requlation of personal care homes and adding
5 penalties; establislinq the Intra-Governmantal Council on
6 Lonq-Term Care and providing for its powers and duties; and
7 furthrr providin4 for regulations by the department.

e The Genoral assembly of the Commonwealth of Pennsylvania

9 hereby enacts as follows:

10 Section 1. Section 211 of the act of June 13, 1967 (P.L.31,

11 Ro.21), known as the Public Welfare Code, added July 10, 19ao

12 (P.L.493, No.1051, is amended to read:

13 Section 211. State Plan for Regulating and Licensing

14 Personal Care [Boarding] Homes.--(a) In accordance with the

15 statutory authority and responsibility vested in the department

16 to regulate nonprofit [boarding) homes for adults which provide

17 personal care ind services and to license for profit personal

18 care [boarding] hoses for adults, pursuant to Articles IX and X,
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1 the department shall develop and implement a State plan for

2 requlating and licensing said facilities as defined by section

3 1031 of this act.

4 (b) In developinq rules and regulations for the State plan,

S the department shall:

6 (1) Distinguish between personal care homes serving less

7 than eight persons and personal care homes serving more than

8 eiqht persons.

9 (2) By July 1, 1981 adopt rules relating to the conduct of

10 owners and employes of personal care (boarding) homes relative

11 to the endorsement or ddlivery of public or private welfare,

12 pansion or insurance checks by a resident of a personal care

13 (boardinq] homa.

14 (3) Not regulate or require the registration of boarding

15 homes which merely provide room, board and laundry services to

16 parsons who do not need personal care [boarding) home services.

17 (c) Within three months following the effective date of this

18 act, the dapartment shall submit to tha General Assembly for

19 commont ani review, and publish in the Pennsylvania Bulletin in

20 accordance with the provisions of the Commonwealth Documents Law

21 relating to th- publication of regulations, a preliminary State

22 plan for regulating and licensing personal care [boarding]

23 homes.

24 (d) The preliminary plan shall include, but is not limited

25 to, the following:

26 (1) coordination of the department's statutory

27 responsibilities with those of other State and local agencies

29 havfingstatutory responsibilities relating to personal care

29 [boarding homas, with particular attention given to the

30 Department of Ldbar and Industry, the Department of

- 2 -
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1 Environmental Resources, the Depactment of hginq and the

2 Pannsylvania Human Relations Commission. The Department of Labor

3 and Industry shall promulgate rulas and regulations applicable

4 to personal care [boarding] hoses on a Statewide 
basis

5 consistent with size distinctions sat forth 
in subsection (b)

6 pertaining to construction and means of egress.

7 (2) Recommendations for changes in existing State 
law and

8 proposed legislation to:

9 {i) Resolve inconsistencies that hinder the department's

10 implementation of the State plan.

11 (ii) Promote the cost efficiency and effectiveness 
of

12 visitations and inspections.

13 (iii) Delegata to other State and local agencies

14 responsibility for visitations, inspections, referral, placement

15 and protection of adults residing in personal 
care [boarding]

16 homes.

17 (iv) Evaluate the States fir.e and panic laws as applied to

la personal care [boarding] homes.

19 (3) Recomsendations for implementation of fire safety and

20 resident carG standards relating to persoual 
care [boarding]

21 homes by cities of the first class, second class and second

22 class A.

23 (4C * programMdtic oLd fiscal impact statement regarding the

24 effect of the plan on existing residential programs for the

25 disabled, including but not limited to skilled nursing homes,

26 intermediate care facilities, domiciliary care 
homes, adult

27 foster care homes, community living arrangements 
for the

2E mentally ratarded and group homas for the mentally ill and the

29 effect of the plan on recipients of Supplemental Security

30 Ilncos.

-3-
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1 152 Cost analysis of the entire plan and of all regulations

2 that will be proposed pursuant to the plan.

3 (63 Number of personnel at the State, regional and county

4 level required to inspect personal care [boarding] homes and

5 monitor and enforce final rules and regulations adopted by the

6 department.

7 (7) Process for relocating residents of personal care

8 (boardinq] homes whose health and safety are in imminent danger.

9 (e} If the department deems that it is in the best interest

10 of the Commonwealth to develop a plan for implementation on a

11 phased basis, the department shall submit a detailed schedule of

12 the plan to the General Assembly which shall be part of the

13 preliminary State plan.

14 (f) Within six months of the effective date of this act, the

15 department shall adopt a final State plan which shall be

16 submitted and published in the same manner as the preliminary

17 plan.

la (q) The final plan shall include the information required in

19 the preliminary plan and, in addition, the cost to operators of

20 personal care (boardinq] homes for compliance with the

21 requlations.

22 (h) At no time may the department change, alter, amend or

23 modify the final State plan, except in emergency situations,

24 without first publishing such change in the Pennsylvania

25 bulletin in accordance with the Commonwealth Documents Law

26 relating to publication of regulations and without first

27 submitting the proposed change to the General Assembly for

28 comment ani review. In an emergency, the department may change,

29 alter, amend or modify the State plan without publishing the

3,. chinqc or submittinq tha change to the General Assembly: but,

-4-
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1 within thirty days, the department shall submit and publish the

2 change as otharwisa required.

3 fi) The State plan shall not apply to any facility operated

4 by a religious organization for the care of clergymen or other

S parsons in a religious profession.

6 (j) Prior to January 1, 1985, department regulations shall

7 not apply to personal care-[boarding] homes in which services

8 are integrated with, are under the same management as, and on

9 the same grounds as a skilled nursing or intermediate care

10 facility licensed for more than twenty-five beds and having an

11 average daily occupancy of more than fifteen beds. Prior to

12 January 1, 1995 the department may require registration of such

13 facilities and may visit such facilities for the purpose of

14 assisting residents and securing information regarding

15 facilities of this nature.

16 (t) Any regulations by the department relating to the

17 funding of residential care for the mentally ill or mentally

1d retarded alults and any regulations of the Department of Aging

19 relating to domiciliary care shall use as their base,

20 regulations established in accordance with this section.

21 Supplementary requirements otherwise authorized by law may be

22 added. b-*?rhw e f

23 (1) After initial approval, personal care [boarding! homes

24 need not be visitel or inspected annually; provided that the

25 department shall schedule inspections in accordance with a plan

26 that proviles for the coverage of at least seventy-five percent

27 of the licunsei personal care [boardinql homes evary two years

28 and all homes shall be inspected at least once every three

29 years.

33 (w) :-1julatioi:.. ,pecifically relatal to personal care homes

_; _
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1 or personal care [boardinql home services adoptad prior to the

2 effective date of this act shall remain in effect until

3 superseded by a final plan adopted in accordance with this

4 section.

S Section 2. The act is amended by adding sections to read:

6 Soctio[L-l5 . Intra-GIoernmanat Council on Long-term Care.--

7 ja) The generi Asseahiw hereby establishes the Intra-

8 r B a aLEsentai council o[L_LQ=g-Term Care~

b> \ 9 lb) The Intra-GOMeE_ Lal C uncil _nL2[MSer Care shall

T 10 _m InomQrn j..ted in accordance with the following:

12 iL.Thf SErLfmLLt QLmQiirkl kLra..

13 L3L--ht-tE£Clr...Qf-Reolh.

e14 -Ii-sw-lt°tP bi- l

15 IL hil _CQ -miiQ

16 Sb the

17 a one bytemniority Leader~

16 t71 T RQj sakLrs of the Houe QJf ReDresentatives. one

19 iLEe~int_{__xt~tLh Q _eEA@-QL-.thpi-hgse of Re2eCLAgtativtes aftQnQ

20 _m t..flinRLELL.LLm&-

21 nQuUL-an

22 &aiuag.

23 inr dzal_

24 gho shallk aeLARQV _r gainistrltor of a licu sed Personal

25 QLPrhQR%-IL2eiaiteLt hr6 dowernorL

26 lloL_§jwih_pth6r mebr&o th alb~ir-c rh<p~resent -sppcl

27 elbor and

29 iEL..Thd_Sec5L~lRtQ L sgin2_hdLl sl~6._Eht i5E2EQfl.

3Z 1d) IlL _ItkfeLdrks kho a s L~ac o Loif uiE ihkidALeLt

_ 6 _
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I of Halth. the Secretary of

2 pjLhi _ILALre and th.InohotkoLae-M.jiEL
5 in LshAll he

3 racsrmt witi-lhiir holdino of Pak

4 l2L_. ha_"tg.AQif the mebakrsA th Senate and the House of

5 E weiives sball be eg gkt with the terms of the

6 ILsopinttna offirce

7 IlJg Npjfl tQa lg.L_2Awbers shall he re-osmended by the

8 and shael

9 aire until thaiLk - Qrs are appointed.

10 aLe) SU L flPAv.nBiS. gfcfl on Lon-Term Care shall

12 11) Qakfi-QMsn&Lions

13 f mthe

is 12 L te_[_g _Qh[it as the govenoa r -a~~aU

1 b

17 If) Thi ApLdima in developing rules and regulations for

IS3 LLren-fQ-Qf 2f [QPa ta£"fiQQ-hoes shall kae i to cosid~ueraion

19 thQ Co ncil on Long-

20 ZLSe Ca.rs

* 21 E Qal After

23 ~
23 iapeQinjt-apEaEQnaojQj-£arh- -foii~it[Q-lil:~L who

24 sayt th Xg_.ali-ica~i~nE-Eg~xided in tkkii-"Lj".ll

25 Qshal

$,26 llL_ iLoL n

27 Chit iad

23 (229 tallaRins-

-7-
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li± flcat niai edicLionsi Radical tarminoI, and -

lijii) local, S and redaral laws and reaelationst

1ivl nutrition. food handlina and sanitation-

.XLyL..nnIAE~iLLRna..ftLgAnd erntnloflz

twiii enmuanhtt resources ad social marvicem_

vi~izLStjfLf URAsLvision. budgtLing-igLacial record

IaLnalUX tCUanna g or

(3) he _Llicensed nursing.lg~~ii tor. The department

E~tes~blLh-£ea[testandls nleQ and trainina for

Ugconavd nimain home administrators uhn xih to overat e a

El[Q = l~cai~hQ, t >AP 1 i d

acinjj andtrainigu for alL rccarestffin a plersonal

ke hiima. -tyr" . -u o - fY ' e*,6niv-.

Id)L BI-naL-1- 199 bta departmjMLEhalI by reuulation

Iftwfl12jnhtgagi.Ag knowledge. education or training to

1QIf not_QLhttp~i~jA~jLlijjLbl the department shall

E~hi~l£.lE{_ttlt£Q£LtWias~- %mdocaio[aII pr

U2L-GaUES~n to Magk tL9_&noyjLqsua educLLL~nal and trainina

cLaguieng" astablikhgA bw this aCt, .

Section 3. Section 1001 of the act, amended July 10, 1980

(P.L.493, No.105l, is amended to read:

Section 1031. Definitions.--As used in this article--

'Adult day care' means care givan for part of the-twenty-four

hour day to adults requirinq assistance to meet personal needs

and who, bacause of physical or mantal infirmity, cannot

themsslves maet thest nieds, but who do not raquirb Iurting

- 8 -
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1 care.

2 'Adult Jay care canters means any premises operated for

3 profit, in which adult day care is simultaneously provided for

4 four or more adults who are not relatives of the operator.

5 "Boarding home for children' maans any premises operated for

6 profit in which care is provided for a period exceeding twenty-

7 four hours fqr any child or children under sixteen years of age,

8 who are not relatives of the operator and who are not

9 accompanied by parent, individual standing in loco parentis or

10' legal quardian. The term shall not be construed to include any

11 such premises selected for care of such child or children by a

12 parent, individual standing in loco parentis or legal guardian

13 for a period of thirty days or less, nor any such premises

14 conducted under social service auspices.

15 lsnrnnnnlnt§ut tnaznt=r=an n rikthnnmt±Jon <-

16 tlitpQttthftzt-e4ntn~zneslkn~. h-rtsi-ent-in--the

17 ttiklnt- zfdflnetfn lt tQ-natnukr sed-pnzjft

18 e

19 ctrflfle

20 "child day care' mcans care in lieu of parental care given

21 for part of the twenty-four hour day to children under sixteen

22 years of age, away from their own homes, but does not include

23 child day care furnished in places of worship during religious

24 services.

25 "child day care center" means any premises operated for

26 profit in which child day care is provided simultaneously for

27 seven or mara children who are not relatives of the operator,

28 except such centers operated under social service auspices.

29 !RiassIrta L -rnelnaftsQClaaihQ- ang inta

30 ~ejdizs wEith aetjv jflSn~n L aiE. lhi~ina;fL2!idtefl-sL-ic8I

-9-_
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il othartwix .L8Ir2gnsI.LC for thebeallth satety ant. me..are

-racility means an adult day care center, child day care

center, family day care home, boarding home fEr children, mental

health establishment, personal care home [for adults], nursing

home, hospital or maternity hose, as defined herein, and shall

not includa those operated by the State or Vedeaal governments

or those supervised by the department.

ilospital- means any premises, other than a mental health

establishment as defined herein, operated for profit, having an

organized medical staff and providing equipment and services

primarily for inpatient care for two or more individuals who

require definitive diaqnosis and/Dr treatment for illness,

injury or other disahility or during or after pregnancy, and

which also regularly makes available at least clinical

laboratory services, diagnostic X-ray services and definitive

clinical treatment services. The tern shall include such

premises providing either diagnosis or treatment, or both, for

specific illnesses or conditions.

T.un..hil. -rson. mans an individual who is unable to move

mooanther or has difficulty in-understlandinq

22 l__ rxian.xrntina

23 -istance of otirhL.

QpU&Iraing a dq~i£pa -£h oE-sAKhv2I,£-^irL- rostheai" walk91_OK

C1a.e to exit&L-hailkims.

-naternity home" means any premises operated for profit in

which, within a period of six months, any person receives more

than one w"mau or girl, nDt a relative of the operator, for care

dsring preqoancy or immediately after delivery.

"ioittal health astdblishmant' means any premisio or part

- 10 -
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1 theruof, private or public, for tho care of individuals who

2 raquire care because of mental illness, mental retardation or

3 inebriety but shall not be deemed to include the private home 
of

* a person-who is rendering such care to a relative.

5 aursi~ng home, means any-premises operated for profit in

6 which nursing care and related medical or other health services

7 are provided, for a period exceeding tventy-four hours, for two

6 or-more individuals, who are not relatives of the operator, who

9 -are not acutely ill -and not in need of hospitalization, but who,

10 because of age, illness, disease, injury. convalescence or

11 physical or mental infirmity need such care.

12 'Person' means any individual, partnership, association or

13 corporation operating a facility.

14 'Personal care home (for adults)' means any premises in which

15 food, shelter and personal assistance or supervision are

16 provided for a period exceedinq twenty-four hours for four o

17 mor& [than three] adults who are not relatives of the operator,

18 [and] who d nat r2 uiret_.h s c nog

19 tLev c L_ .itY bitLhQ.dQ requiro assistance or supervision

20 in such matters as dressing, bathing, dietf.inAncial

21 rthaeant of an

22 QaargenX or madication prescribed for self administration.

23 an individual who iE

24 gk&Lqcd wlith the une^ i -ldnin~jiCtLigaQf a -gErsolaI care hona.

25 Khather oLnQLEuch-iiL idfl1 h an *jJshi interest in th£

26 h~na h

27 ijxlrnuakL

23 ielatiVe" meads parent, child, stepparent, stepchild,

29 grandparent, qrandchild, brother, sister, half brother, half

.. sisttr, aunt, uncl=, Tiicv, nephew.

- 11 -
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-Social service auspices' means any nonprofit agency

raqularly engaged in the affording of child or adult care.

Section 4. Section 1006 of the act is amended to read:

Section 1006. rees.--annual licenses shall be issued vheo

the proper fee, if required, in received by the department and

all the other conditions prescribed (bu] La this act are met.

IML-20LEMMnn care homes- the fee shall be an ioviieation fee.

The fees shall be:

facility

Adult day care center

Mental health establishment

[Personal care home

Hospital

Nursinq homs--under 35 bods

--ower 30 but under SO bads

-50 but under 100 beds

-100 or more beds

Maternity home

Pe-rnnn.1 -a- h-n-- 0 - in hbad

*nnual [License] fee

$ 15

50

10

100

15

25

50

75

* 15]

.'

= 1Zj - 5S0 be__ 22

b-01_ds and abo at

No lea shall bu required for the annual license in the case

of day care centers, family day cars homes, boarding homes for

children or for public or nonprofit mental institutions.

Section 5. Saction 10D1 of tha act, amended December 5, 1950

(P.L.1112, No.1931. is amended to read:

Section 1051. Definition.--As used in this subarticle--

'Privats institution' means any of the following facilities

by whatavnr tarn &nmou and irrospactiv. oL th. aqe gruup snrved:
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1 nental hospital, institution for the mentally defective, day

2 care center, nursing home, hospital, (boarding home,] personal

3 care home, and other similar institution uhich is operated for

4 profit and which requires a license issued by the department.

5 Section 6. The act is amended by adding sections to read:

In appeal from the decision

\ 7 QLtkbe MaMIULEt relating to the licen n- or revocation of

4 % 9 EIEQ s ad-whgre c sancos require it, the rewiewine

ox /P 10 u a supersedeas,

tai f 1 leb1) YtQ~_2__~floeQ*r Class I or Cjfiss_LL

& 12 oExQ whn.thbQma has demonstrated

13 _wit

(;A 14 c1-iQc-12--lid- £lgJ_ MaYe2EI-Ih-as wozlfd

15 caonincfia _MasRIahL_ ne h a reaction of violations

16 _departmant Mat tiiiLi

17 LhtYcaLLa Q._ka.UQint a RlL8r design.Ate as qualified bv the

18 lan Le a tn o assUFe-f--tlUi2DP-L hQe~e at the home s exnense

19 t_1 i -d L k riQLLie__QLU-LilLi iQlItiDns are

20 rirencts2_ aredli am li£1_1 eIQnd regulation d cL mLl

21 V.ith. (L6vhl imt-tw A~Y~h. 0,.Q X,_ 06b6 I~d)

22 2E~~-27' gQgin-l h e¢sn-in

23 raniunctiaa-yitb _eeLQpeliLa& local autb2Lits S relocate

24 olwinQ

25 ranAULQiREE_a&UUt

26 11)

28 Lag calian-il ne QE#lLYAQLIh&_hvILth n3 welfare of the

29 ta~id-Et-Q-[l-igl-13s

-13-
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I faiLjats relocatsgndeEthis section. sreL in an GUerOenCV,

I the reientk-all be in.oLed in Planning his transfer to

aIzother laelB6knt andshall haye the riaght to choose aNong the

Iallilable altcEnalijjL Placgxants. The departmnt meay Mak

LARKLxtUn&zL~amontion~jil-inal Dlacement can be arranged.

i aiARmN±-LhALlh be provided with an oponrtonity to visit

BllirnenA&tiOlDaemCOnt befQor relocaln cho le t eenor

Diacement and shall be aiven assistance in transfeu Ll-jtou

ala ce

IcL Re--igtal~tEsbL~lRgt hfL-alocalL~i--rsuant to this

Gicticn if -h-eall-Q-i--i-itR-that suC

[llQ~tio-i-EQL-E bra bQmti ottt-2_flhe resident.

jjjRRfd-T~ho rle -nd xsRegglL2ALnS QLha licftnsins o

RaLaQfl1_Sl1_hQlga-nLQhLqtelk b _he depalrtmnt shall arqga

thao ~- ,r4 cW10doed c -g 4%

(11 prig ltk!- ai rsitoto ag Des l care home-

thatresident by the qersoalj cara o~lne provider or a hua m

dayalmedg-br tth lap&E~Lants XtLh_ screaaimniniltLatnu-no to

{itL~iE~tha th~eQ~n il -r~ili-{QEpotEgairie the

Ell~i~tE~ikQ[_Q[- l~g-tert-l~a fatititr or cbether the

e~tenti~i rlaiei~nt reg~iQ~person~l care services and, if so.

thflnh~lY[Q Qf tho EeLli~eL. tna uiprytisln nolnfEUl.

lIn Mdgiia-iQ thffAMQai"_ftea hresident receive A

r2R~lelRsaffiicLL 9114mi a- 1 a -hesicianrior to, or wthin

thi~t slEQ__dei~iQ>nd~tlt~oca~sttz 8 e_1 residal

EZQRiYL£a j.Lzaiag_&ad RejirjL"X lLiQn_plE anulx

- 14 -
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!3) A pora~nal care administrator refer an aDOLicatlLwhQaQ

_tls ¢ mL- _gACaot ba CEn ce QQto anAppropriate

alaaeE2aent agi LA ryp odza

(4L Sach LreidenLbt-.k-2Evided bh the administrator with

QatisgU{aL I or-ClasII violations uncorrected after

.LX&AXB...- roti Ulhi "O cuL ,.

fJjfL_11 _Ljklets sian a standard written admission

agme e-mnk-birch shall-iac~iQts daksr Qec ei@to

tQ ij.JALgl rent and other charges for services provided bY the

eRL22njjUre choma.

1SlLL-hsaaci.2-a£L&I-iLat oheCharqes not eaceed the

Lj~dentk.Agi~t'A cnrtetfl ~rlthLLL..Scue redaced by a oernaafij

hT wha derLimILL b&L not thAn twentT-five dollars £125).

_ gaLi ignt Khg_i_ Slgp"eQUUa Secykitv Income (SSI5

CRfitijfljjf__lgEEEQfQflftalf Qf &nv funds received by the

La iden_ th Q Lo t-2Lsh 11. 19 P.L.104. No.3). known

0A thLe t'SO[Lr CiZj7L§--RH te and Assistance Act.'

18L ^-eE~nl 5acth~e-n~ Eek o acentfrom a resident

mhQ~is eliISSlaI)~t__Y~ebeuntl-Se~citV benefit&

r-iXed 13 _lsee -usopaards, gifts o

inhii~aS£E-lai Q cQ-th-Eae L-L[2pertw_ or reoactive

Qee.Ea~tLr niv sQ -m L-at£Rt- ELnan&LL M~Lf~nds received as

LakEQstijj_&tj~Ld"( SQpiatI Securt rSopemetl Seu rity

l~c-~i-a~tLea~fiL^--E-Qns tLhiu~tt which the
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1 t9L each-jgjl djgt who is A cioient of or an eligible

2 nlicant f 1n suLDmnqatall."ecnrity Income (SSI) ben6fits be

3 chAe to cthe reift ne_ esaE

t Ac m_hl ne items and D nat laundrT services. This

M jr&MnLAR ntinclude coEnRaic itemsa

6 1101 *11 residents may leave and retutn to the nersonal care

7 home. receive'visitorn. have b eea

8 21Wi&irAte in-XfLti21L9.A2R.LLtitEI

9 .111 PaLjjc nhucreL_hm honncs. administrators or eauloeys

10 ke ProhibiLed fkiici ain knsaifnad lpower 0 tL3kne orL_

11 tRaLrdajnkahbi2-QL.nLMctn- iE

, ~ IkLb Th)1a-eatuatn shallnt _Libitjm bile parsons who

13 long-tiCer cabareLeQuiicinaadn-tecAri

14 bLciJix _VhkLQqjn _Ri~snatQAL A servics, from residing

15 a _ tt the design, construction

16 nrtLainsgq QEaQU iQ-g.L_thk acrsal"Icie home allows for safe

17 BeetLancy etuijgQB.

18 Section 7. Article X of th2 act is amended by adding a

19 subarticle to read:

20 ABTICLE X

21 DEPARTMENTAL POWERS AND DUTIES IS TO LICENSING

22

23 I PutesLalarLCQEQ1a

24 ;ection_1215. clAssification of Violations.--The department

25 aha"LJupifa eaityn jtinaLcin-q _itu reagultions on Personal

26 care homes La= one of ha UQXJAQ categories:

27 (11 Cl§E-L-&-xi XLagQghich indicates a substantial

28 RcQ kibjiiLh O~gkh Qi fl jr Physical harpto anx

29 Laat-nLa-C~nfiL.

30 ILL_ 51lAa---LL-A i Q1AliQLh.icLbhus a spkalhj1nial ad r

- 16 -



120

I etfect up.Q&A th QheLihS EgtUt-QE-xll-beinQ f n res:LIDid t

2 {3} Class III. ^ ni iolation hs La averse

3 h of sy resident.

4 Z~tipn j~j§ .Eonajtia&--(al lhe denartAent shall assess a

5 p~nitr Lmehgulations hofUbLL

6 LkILidarfhZtffiftlkUai~lt~iesl..hlIJ ha assassed on a daiy basis

7 tLQ thedULgtLe khih ftie

8 rlch ecase of Class II

9 KiLlatiaQnl-IthkQ-geoft-LCLULS 11 iLiLt ens- asseissment aL"

10 five days from the

tt d&La a-_ciuati2n neP.Yide-q-that,-lagt efQC 9QAo cause, the

12 Pcayi--r hruE&Pad_£cet--tthe viall~atn-UEt Q xiQlation has not

13

14 raLQ~a~tila-tQ.Al2-{atQQ£iain

15 lb1 Of twenty dollars

16 each clAa xlatimL.

t7 IC) veat ofl{elt!n fjtlR~E iill~t _ire

18 dalLars (1L5 ) ti~t cdtu o ai9LiLLLt18 ~a~i [1~L ~ftli~n .8ar day 2t2-A-BUiau f fifteen

19 la1lars maII wiOlain

20 Ill L Thle shall-be-_E-_EQAati~ eEl-PALtI-QLc g ss III

21

22 1ti jQfilb: ti ALxa.-rAilgrAt scect the -jslation

23 Mithlin fifteanjjj-dpj;LRce-Eult iL_nftEsesaElont pf up to tbLCa

24 dalALsAS3{11 Per LCa_iant_MiCav for each cla III _wl~jiol timn

26
26 dl} A oicEanaa} £am-b.2s fou~il to be-operatin%_Xiithu"

27

28 car

29 hfeIcIAe1_tOcQe1Catini wit t- file an

J0 aeitiut alcnehedeten Eball a- a2a

-17-
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1 4ditigna Jtwenty dollars (S201 for each resident for each day

2 In which the hoop fails to *oak such application.

3 Ifl Any DvQj4Lr chaed ith iolation of this act shall

S blye thirty dars to Pay the assessed penalty in full. or, if the

5 r mihgE..tE.ntest either the mount of the penalty or

6 LkgtscL ofL the violation.-the art, sball forward the assessed

7 2an nt to ezceed five-hundred dollars tS5001 to the

8 gacretax v y _gjblc UeIALa for_pnLjrlmEgft In an escrow account

9 Kith the 5tate !reasurer, If. through administrative hearing or

10 dic i riew of the peesed nenaltv, it is determined that

11 1ljZ iQLL~a[Lfl(rlU hiLLhfL2bt the I Lbgat of the_2flfljj L.hklt DR

12 witUce_,_tk _EecLI baLL.M Lhlathirty days remit th

13 ILpEEpritato Qi th-mn f Lust accusulatea

14 thp th E cP~oaettigc~2_2e ent to the

15 C aoLretr within thirty days shall result in a waiver of riahts

16 to-.Q~ tef t hYlA&Qt. L t hex ioaLti2-QL±-the Lamunt of the

17 petaltys TheagE s e_ hearing or a

18 waiver of the adfinigILitive hearing shall he payable to the

19 rQainxnhuijh_2_L PomI.ILaf and shall be collectible in any

20 8tUcffr-eL2Xigllyd Isl QLthe COLIectiQn of dx~bts. If any

21 to Day

22 Lbl constilute a

23 tgdgentinA ytla he&ommonwealth in the amount of the

24 ELea LaSta hLIher WiLth tha intsrest _lAvBL costs thLt may

25 jLSrLe

26 la) o QCL;,db the depgrtment underhis secfi

27 receipt account and

28 ahall b__~tity aaged tQAefctg he expefnses incurred by rnEsidents
289

30 Eh&ijfm llL-kL Llftittu IQ t.hsdApArtmcent for enforcira th.

- 1a -
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1*ttiin i~_Li i^arice.. iLas epliecisi Dersuant to this

2

3- JLa-lljn9gAtoAfeloitfi intQ 4A5QkLL,

4 (hi ThatdnuLitkent shll i 2le s

S Corgthe n IGROasDItAlOfAiffDftglig~ |order to "sr&Q

6 g tiOj Orf pAnd CORSIEXARpLb2-npl a ltie

7 Section 1087.- Reocation or onrennval of Lilense.--ta) Ill

%8ic-ftEAL~so"bthlL ltBe-rl [vtQbQlicensa Qf a

9 n or more Class I

10 hul. aLiiIDnQLAl aLQztflut bours after the

1-1 jaEnlc- he-Ebe ca_2CEchiQli or it.

12 IILUILAo2g _iQ&Ql-&Mjn

d 3 =IR(MEtcaO-qtta-Y 
v tcig ta ~ seiolation,

1C 5ZL_ 1le2nRfth-lPE2actiQ1L-Qf {-ie~ n~ tot thi2

t5 Elabactig_a._al raeideRnt-Eall---eQie
.13

17 djLLU~Ein-ti6QnthlLt its vjojatibn~ nCUE cctS

18 141 1f .""RE~bhCe mnQthj_AhQA epji~tRL~ftE not iEEIge

19 (nax jLr-ansc fQL--DeLEQnal~l[Q^;alaie-eua2-QLeQ&d qrgjn

20 LtisS RLQE

2 1 pi--g-aQ£-a--oLnaa-k~itt hEECtiVA

22 Ihall ha I.__MQ iuieWM pqSS-2d_2L_[iy.L-yaLCkL

23 siUL NO r-Xi4Ld-QL-a varsongLcGAEQr MQh-hjhAAs-lbhashd

24 pulY~asjjAD~d UajtntQhiS _ecgon shgl be-

26 Inelies L12!-I-Licalle- La e-PriQI-2Liefr1Sdtrs

27 c

2d8hZ ei~a-hilrf>-LLgs to renew thr,

28 ILr

23 -
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Id

aLA=

Lkn..u

j iss

ean found to have violated reniation of the department

JaLskeen a tAkB2Xzed as Clasa I.

?hjgv.L_.Ihe deTartmet t r s -t

too a licensae R~suant to this section in in addiint

vwaerande dnties of the department noramust to section

Section 8. The.Department of Labor and Industry. in

cooporation with the Department of Public Welfare, shall

evaluate-the Comaonwealth'a fire and safety laws pertaining to

personal care homes and report back to the General Assembly and

-the Intra-govemnmental Council on Long-Term Care established by

this act regarding acceptable Statewide standards for fire

safety and building codes for personal care homes. This report

and recommendation shall be transmitted to the General Assembly

within one-year 21 DNOTUS from the date of final enactment of

this act.

Section 9. The Department of Public Welfare shall evaluate

the costs of providing personal care and the adequacy of the

personal needs allowance for personal care home residents and

report its findinqs to the Appropriations Committees of the

gause of Representatives and of the Senate and to the Intra-

Gavernmentil Council on Lonq-Term Care. This report and

recommendations shall be transmitted to the Appropriations

committees of the house of Representatives and of the Senate and

to the Intra-O3vernmental Council on Long-Term Care within stne

21 months from tha date of final enactment of this act.

Section 10. The department shall prepare an analysis of the

feasibility of using funds under the Social security Act (Public

Law 74-271, 42 U.S.c. 5 331 et seg., including funds under the

Kadicaid Sactian 2176 Waiver Program, to provide case management
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1 services. This analysis shall be transmitted to the

2 ippropriations Committees of the House of Representatives and of

3 the Sanate and to the Intra-Governuental Council on Long-Term

4 Care within nine 21 months from the date of final enactment of

S this act. LS USED IN THIS SECTION, CASE MANAGHEENT MEANS, IN

6 CONSULTATION WITH AND UPON THC IPPROVAL Of THE RESIDENT, TO

7 ASSIST SUCH RESIDENT IN THE DEVELOPHENT AND IMPLEHENTATION Of AN

8 INDIVIDDULIZED PLtN ZOH ACTIVITIES AND SERVICES BOSH WITHIN AND

9 OUTSIDE THE PERSONAL CARE DOHE.

10 Section 11. This act shall take effect immediately.

C16L,71CHF/1987G0,76B3743 -- 2t1 -
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STATEMENT OF PATRICIA MURPHY, DIRECTOR, NEW YORK CITY
LONG TERM CARE OMBUDSPROGRAM, NEW YORK CITY, NY

Ms. MURPHY. For nearly 10 years I have directed the New York
City Long Term Care Ombudsprogram.

A few years ago Congress mandated that the ombudsmen
throughout the country pay attention to board and care homes.
Some of us welcomed the opportunity. Most of us, however, re-
ceived absolutely no increase in funding or increase in staff. The
case examples that I cited in my written testimony and the reports
that we have made available to you from our New York City Om-
budsprogram show that we have tried to do our best, but we
haven't done a very good job.

Last year, 93 volunteers in New York City and five professional
staff members visited 100 out of 158 nursing homes and 20 of the
nearly 60 adult homes. We visited about 3,000 of the 9,000 beds in
New York City where there are adult home residents. My staff
hates to go to adult homes for a lot of reasons. One of the reasons
is, and I think it is a very natural professional reason, when they
walk in they can't walk out. They get so many cases that to follow
up on them takes them days and days and days. For the same
reason we have difficulty recruiting volunteer ombudspeople for
adult homes. It is easier for ombudspersons to pursue cases in nurs-
ing care facilities because they have more professional staff with
whom to verify and resolve complaints.

About half of our 9,000 adult home residents in New York City
are elderly, frail, and poor. The other half have a psychiatric dis-
ability of some kind. About half of those are also elderly, frail, and
poor. Altogether they form a very vulnerable population.

When the special committees' staff asked the Ombudsprogram to
to accompany them to at least one good facility and three or four
others that were typical (with one of these to be poor) I said that it
would be very easy to choose the good facilities as there were few
of them excluding the few facilities that serve a well-to-do popula-
tion. It was also easy to cluster a number of typical facilities to
make their visit more efficient. The adult homes described in the
report, which I haven't seen as yet, are typical of New York City
proprietary adult homes. They are not, I am sorry to say, unusual.
It made me ashamed on behalf of my State and the New York
State Department of Social Services that Ms. Gardner commented
that one of the facilities reminded her of unlicensed facilities in an-
other State. And yet, New York State is considered to have higher
standards and stiffer regulations than most other States.

The Ombudsprogram has found all of the things that other
people have found. I would like, in particular to support Anne
Hart's recommendations. I wish we had a model statute in New
York City that is similar to the D.C. statute.

New York is considered to have higher standards than many
other States. In reality the State has developed a system of "no ac-
countability on any level." While the standards of hotel-type serv-
ices and to personal care have been greatly improved in the last
few years, a very small percentage of the New York State Depart-
ment of Social Services enforcement effort is devoted to adult
homes. With 9,000 residents in Adult Home the surveillance has
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about 11 people division in the New York City office who are in-
spectors, many of whom also inspect the shelter system. You can
imagine how much enforcement is possible.

The system of financing adult home care, which is my particular
interest, with reimbursement tied to the amount of an individual's
SSI check minus a personal allowance, does not link services to fi-
nancing. Operators who have shown competence and creativity,
and there are some, are penalized while those without scruples re-
ceive a built-in excuse. The inability of the State to set rates based
on services and care needs limits enforcement potential as well.

Funding, inspecting and regulating the so-called mental health
and rehabilitation services through separate mechanisms creates
chaos in service provision, monitoring, and enforcement. In some
instances, we suspect collusion for gain between adult home opera-
tors and mental health providers. In any event the facility operator
and the support team blame each other for problems. By monitor-
ing these systems independently, each regulator blames the other
for care deficiencies, thus repeating the facility-mental health team
scenario. Enforcement actions are difficult to initiate and even
harder to complete in such a system of passing the buck.

To state that adult homes are financed largely through Social Se-
curity payments ignores the true cost of this care. To determine
the real cost in dollars, we must add the Medicaid cost of treat-
ment and the cost of so-called rehabilitation field teams funded
through mental health and Medicaid. I believe that a comprehen-
sive audit of these costs would demonstrate substantial waste,
abuse and fraud. The hodgepodge of financing a system of account-
ability places the residents at greater and greater risk of abuse.
The lack of standards' positive enforcement provides opportunity
for fraud and abuse not seen since the early days of the nursing
home scandals.

I have personally confronted operators, including two of the ones
visited by the investigation team, about holding Medicaid cards.
They hold the Medicaid cards and dole them out supposedly as
needed. The New York State Department of Social Services tells us
that, while operators cannot force residents to give them the Med-
icaid cards, it is okay for them to hold them because "after all
people do lose their cards". I recommend both short-term and long-
terms strategies to provide us all the assurances that frail resi-
dents are receiving decent care and treatment.

Congress should establish Federal standards for board and care
facilities and should not fund them through individual direct pay-
ments. Congress should commission an investigation and study
similar to the Institute of Medicine study which supported OBRA
'87. In the immediate future, however, Congress should declare
board and care residents a protected class under Federal law and
forbid, absolutely forbid, owners or employees from becoming rep-
resentative payees or holding Medicaid cards.

Finally, a modest addition to the ombudsman program's funding
would materially assist the protection of adult home residents.

I thank you.
[The prepared statement of Ms. Murphy follows:]
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- Testimony of
Patricia H. Murphy

Director
Nes Ynrh City Long Term Care Oobudsprogram

My name is Patricia H. Murphy. For nearly ten years I havn directed
the New York City Long Tere Care Ombudsprogram. The Ombudsprogram Is
mandated through the Older Americans Act and, In New York City, is
funded through a contract with the New Yort City Department for the
Aging.

TIt, Ornbud,,p vy'.. . -Jid.. LJI. *5i6 t; . amul g1ted hy the
New York State Office for Aging with leadership provided by the-State

tong Term Care Ombudsman, David R. Murray.

In New York City the Onbudsprogram recruits, trains, places, and
supervises volunteer Ombudspersons who spend four to six hours each
week In assigned nursing homes and adult homes. In adddition to
supervising volunteer Ombudspersons, the professional staff
Investigates and resolves complaints and problems which residents,
families and friends report about facilities which are not visited
regularly.

There are 158 skilled nursing and health related facilites totalling
nearly 40,000 beds, Add b8 Adult homes Wltt approslinately 9 UUs beds
in the five boroughs of New York City. In fiscal year 1987-88
93 voluntecrs and fley peid Htoff visited 100 nursinq homes (25,372
beds) and 20 adult I1utii (3,JC9 btdJ). Thiy apiat Ewa thba-e 1340
hours in these facilities. In that one year. the program handled more
than 1,000 comnlaints. Two-thirds of these complaints were reported
by residents themselves or were problems observed by the Ombudspersons
on their regular visits.

My *CIAtId tbdi, will r6UO 60 thu adult liono (eJustfy and Its
regulations and financing.

Approxumately 0S of the 10,000 plus people who live in Adult Homes in
New York City are frail, old, and poor. Many have chronic
debilitating medical conditions which prevent them from living
independently but which do not require nursing supervision.

The other half of the Adult Home population have eutensuve psychiatric
histories. Of these. half again are frail, old, and poor. The
remaining 255 or so are physically capable of self-care but are
psychiatrically disabled.

All three populations are badly served by the adult home system.

Those who are elderly and physically frail require a supportive
environment which will maintain their physical well-being and promote
their social and mental growth. Thej receive poorly-cooked food,
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activities which negate their intellectual and social abilities, and a

nearly total lack of social services or case management. With

lamentably few exceptions the best they can hope for is to be

patronized; at worst they are terrorized.

The situation for those with psychiatric histories is even more grim.

The older people among them have spent long Years in state

institutions and thus have no idea how to exercise their rights. Many

owners want this resident, most often a woman, because she is passive

and easily intimidated, fearing to be returned to the state hospital.

The younger more aggressive, often male, resident tends to express his

frustration through isnppropriate behavior. In my opinion we should

be grateful to these residents for drawing Attention to the dismal

conditions under which they are forced to live. However, his fellow

residents are often frightened by his loud protests end can bear the

brunt of his anti-social tendencies.

It is not enough to grant people rights; those who need to live in

protective settings also need to be protected in these settings.

When some years ago, Congress required the Ombudsprograms to assist

residents of adult hones, many of us welcomed the opportunity.

Unfortunately, as with other aspects of care, and especially,

'de-institutionalization'. most of us received no edditionao

resources.

The few case examples I am citing today, and the reports our office

has made available to you, ere illustrative of the norm, not the most

egregious examples.

CASE EXAMPLES

An aS-year old man who lives in a proprietary adult home restricted to

elderly people without psychiatric histories, called to ask us if the

proprietor could rent his room for the 10 days he visited his children

during Passover; he paid his rent during that time, but the previous

Year the owner had rented his room anyway. We warned the owner not to

do this and reported him to the monitoring agency. He was not cited

for this violation. Every year since than, we call the facility prior

to Passover to remind the owner we are still watching. The resident

always calls to thank Us.

A 70-plus man in a non-profit home was referred to us by the Legal Aid

Society, 1685 East 15 Street, Brooklyn, N.Y. 11229, with a request

that we coordinate with a pro bono attorney. The facility was trying

to evict him saying he had pushed a woman resident who had then

fallen. The man, who is of limited intelligence, had no history of

violence and no one had seen the 'push'. While eviction procedures

were instituted, this shy, sweet resident was being punished by being

isolated - even required to take his seals In his room. Again, the

facility was not cited.
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A couple who had been residents of an adult hone left owing the
facility money. The owner tracked them down to their apartment, and
deaended the money. When Mr. Green asked him to leave because Mrs.
Green was getting upset, the owner, a large man, picked Mr. Green up
and slammed him against a wall causing a compressed shoulder
fracture. Only our persistent efforts caused the police to
investigate and the District Attorney's office to prosecute; the owner
was allowed to plea bargain the assault charge down to a
misdeaeaenor. The New York State Department of Social Service,
Denartment of Adult Services, despite our early notificaon to them
of this case did nothing. This moar is still the owner a d
administrator of record at this facility.

In this particular facility the case manager admitted openly to a
legal aid attorney and me that he 'kept' residents Medicaid cards. A
few courageous residents secured their drug print-outs and told us and
the Medicaid Fraud Abuse Unit that drugs and supplies which they had
never received nor needed, were charged to their Medicaid numbers.
The facility deals with a pharmacy some distance away, and had
photo-copied residents' cards.

The incidents of residents' property searched, disposed of, and
residents' personal allowance mis-appropriation are too numerous to
give more than one exumple. A 40 year old woman complained to us that
the facility's owner had taken many of her possesions including a
necklace which was of great sentimental value.- After Jeffrey Abrandt,
the experienced attorney-in-charge of Brooklyn Legal Aid for the
Elderly, wrote the facility a strong letter, I received a letter on
the facility's letterhead esking ua to cease our intervention. This
letter bore the resident's name. She had neither written nor signed
th- letter but was next in line for a transfer to a group home.
Terrified that the owner in some way would block her only opportunity,
she asked us not to pursue the return of her belongings any further.

In January 1989, Kathy Gardner, Staff Director, and Peter Reinecke,
Research Director, of the House Select Committee on Aging, asked me to
select four facilities, one good and three typical, to visit on
January 23, 1989. It was easy to choose the good facility,
Madison-York, a proprietary facility In Queens. -

The other three facilities were chosen because they were located
within a small geographic area. All are proprietary and each owned by
different people. In one we had a newly placed Dmbudsperson. The
attached letter I wrote, as well as Ms. Gardner's and Mr. Reinecke's
report describes much of what we found. In particular I would like to
draw your attention to the adoInistrator's comments. After a lecture
about the rehabilitation potential of the residents in his facility
which exposed his total Ignorance of modern treatment and the
rehabilitation potential of psychiatrically disabled residents, this

man who is negotiating to purchase the facility, stated that he knew
he violated the regulations but knew also that the State of New York
would not close him down because they hsve no place else to house
'these people".
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He admitted keeping Medicaid cards, serving as a representative payee
and holding social security checks to be signed and turned over by the
residents. He shamelessly admitted urging doctors to prescribe-
medication three times a day so that it could be distributed with
greater administrative ease.

Unfortunately this administrator and this facilIty are typical In
action and attitude to most we have encountered.

STANDARDS AND ENFORCEMENT

New York State is considered to have higher standards than many other
states. In reality the State has developed a system of
no-accountability on any level. While the standards of hotel-type
services and personal care have been greatly improved In the lust few
years, a very small percentage of the New York State Department of
Social Service enforcement effort is devoted to adult homes.

The system of financing with reimbursement tied to the aneont of en
individuals SSI check does not link services to financing. Operators
who have shown competence end creativity are penalized while those
without scruples receive a built-in excuse. The hisbility of the
State to set rates based on services end care needs, limits
enforcement potential as well.

Supporting the so-called mental health and rehabilitation services
through separate mechanisms creates chaos In service provision,
monitoring, and enforcement. In some Instances we suspect collusion
for gain between adult home owners end mental health providers.

By monitoring these systems independently each regulator blames the
other for care lacks, thus repeating the facility/mental health team
scenario. Enforcement actions are difficult to initiate and even
harder to complete in such a system of 'passing the buck".

FINANCING

To state that adult homes are financed largely through social security
payments Ignores the true cost of this care. To determine the real
cost in dollars, one must add the Medleaid costs of treatment and the
cost of the so-called rehabilitation teams, funded through mental
health and Medicaid. I believe that a comprehensive audit of these
costs would demonstrate substantial waste and abuse.

CONCLUSION

The hodge-podge financing and system of accountability place the
resident at greater and greater risk of abuse. The lack of standards
and paucity of enforcement, provide opportunities for fraud and abuse
not seen since the early years of the nursing home scandals. As
nursing home, hospital and psychiatric treatment beds are severely
restricted and priced out of the market, the adult home is
increasingly used as en alternative placement for the, so called, less
disabled.
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In New York State a recent statute allows a limited number of home
care services to be provided to residents who might otherwise need
residential health care facilities. This provision is frightening
under the circumstances.

RECOMMENDATIONS

I recommend both short and long term strategies to provide us all with
the assurances that these frail residents are receiving decent care
and treatment and that we taxpayers are paying for appropriate
services rendered.

Congress should establish Federal standards for board and care
facilities. In order to assure the most sensible standards without
overegulation, Congress could commission an invest-igation and study
similar to the Institute of Medicine study which supported 08RA '87:
The Nursing Home Reform Law.

This study should focus on developing both standards of care and sew
principles of financing that care.

In the immediate future, however, Congress shviuld declare board and
care residents a 'protected class' under Federal law, forbid owners or
employees from becoming representative payees or holding Medicaid
cards. A modest addition to the Ombudsprograms funding would
materially assist the protection of adult home residents.
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The CHAIRMAN. Thank you, Ms. Murphy.
Let me say-I'm going to break the chain here just a moment.

Two days ago on the Senate floor, Senator Bob Graham, of Florida,
had the floor for almost four hours waiting to make a statement on
the Tower nomination. Senator Graham exemplified, I think, the
greatest amount of patience and perseverance I have ever seen and
he kept yielding one minute, ten minutes, three minutes, or what-
ever, as he stood there four and one-half hours to make his speech.
If I could paraphrase Winston Churchill, I would say that never
had so many stolen so much from one Senator in stealing his time
on the floor. He has also been here three times this morning wait-
ing for an opportunity to make a statement or to ask a question, so
I am going to yield right now to Senator Graham.

STATEMENT OF SENATOR BOB GRAHAM

Senator GRAHAM. Mr. Chairman, I appreciate that very generous
statement. I don't want to contribute to the mental health prob-
lems or anxiety of this audience further, so I would like to submit
for the record an opening statement which I have, as well as ask
unanimous consent to file for the record an article which appeared
in the Orlando Sentinel on February 3, relative to the issue of
board and care in our State of Florida.

The CHAIRMAN. Thank you, Senator Graham, and without objec-
tion they will be placed at the appropriate part in the record.

Senator GRAHAM. I want to commend you for having organized
this excellent series of panels and to each of those who have par-
ticipated, it has been very instructive. I commend you for sharing
your experience with this committee so that we in turn can be
more effective in shaping appropriate Federal policy.

[The prepared statement of Senator Graham and its attachments
follow:]



133

B0 GRAHAM

united *tates enmte
WASHINGTON. DC 20510

STMTEMEN BY SENATOR BOB GRAHAM
U.S.Senate Special Committee on Aging

U.S. House Subcommittees on Health and Long-Term Care
and Housing and Consumer Interests

March 9, 1989

BOARD AND CARE: A FAILURE IN PUBLIC POLICY

Mr. Chairmen, I appreciate the opportunity to participate in this
timely and important hearing on board and care homes.

Board and care homes, or ACLFs (adult congregate living
facilities) as they are called in Florida, fill an important rolein the continuum of care available for our nation's older
Americans. In Florida alone, there are 1,479 licensed facilitiesthat have over 59,000 beds. Nationally, it is estimated that over
1 million elderly, disabled and mentally ill, currently call a
board and care facility home.

There is much we do not know about this industry that has grown inFlorida over 49 percent over the last four years. There are many
homes existing in neighborhoods that are not licensed or
sanctioned by states. Since the definition of what a board and
care home is varies from state to state, it is difficult toconsistently classify these facilities. We know that many times
the residents have very low incomes, maybe just a monthly SSI
check, and that they may have very high service needs. The size
of the home can vary tremendously as well. In Florida, an ACLF
can range in size from a four bed home to a huge retirement
community.

These residences can provide essential assistance and a sense ofcommunity, and in some cases provide a middle ground between a
nursing home and independent living for the elderly resident.
But while the nursing home industry has in place guidelines andregulations--the board and care industry, which takes in over $400
million a year in Florida, has gone widely unregulated and the
laws that exist have not been enforced.

Florida is one of the states that has regulations in place
requiring some minimum standards on safety and sanitation and hasstate laws on what kind of resident and what kind of care the home
can provide. Florida also supplements the SSI checks. And in
Florida, the state legislators are discussing further refinement
of the legal definitions of board and care homes.

But what we have done on the federal and state level has not been
enough.
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What is the disturbing, ugly part of this business we will hear
today: the abuse of older persons handicapped and the mentally
ill in a supposedly sheltered environment. The kinds of shocking
stories we have seen on the evening news and read about in the
paper, are very frightening examples of the egregious violations
of trust and decency in what should be a safe environment.

The Orlando Sentinel in December of last year did a superb
investigative series on ACLFs, or board and care homes in Florida.
The reporters found many horror stories of neglect and abuse--even
death. Safety, sanitary and dietary standards, were at best,
minimal. The 1500 complaints investigated by the Long-Term Care
Ombudsman Council from 1987 to 1988 most often centered on
inadequate supervision, insufficient amounts of food, bad food,
inappropriately placed residents, and deposits or money not
refunded.

This is unacceptable. We need very strong regulation of this
industry. We have both federal and state responsibility for
regulating and enforcing laws in this industry that continues to
grow and serve an increasing number of frail elderly and mentally
ill people across the country.

Not only can many Floridians not afford nursing home care, in many
areas there are not enough nursing beds. Over 3 million people
are over 65 in Florida. The demand for board and care homes will
continue to increase; in the last four years the ACLF industry has
grown over 49 percent.

Our role as federal legislators is clear:
o We need a national, consistent definition of board and care so
that states can collect data and share it;
o As federal legislators, we need to work with our colleagues in
the states to share information and encourage tougher laws.and
sanctions for system abusers;
o We need to set a national minimum standard for the kind for
care and safety in board and care homes.

Older adults and their children need to play a strong watchdog
role. We need to educate and inform consumers in our states to
check for licensing standards and carefully tour the home, talk to
staff and ask for the latest results of inspections. Read the
contracts carefully before signing, especially the fine print.
Finally, make a visit to the home unannounced, and check with the
state regulators to look up the home's record.

I commend the Chairmen for this important hearing and I urge my
colleagues to work together to take expedient action on standards
and defining this industry, so that we can effectively regulate
it.
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Abuse accusations rarely end up in court
Despite thousands of reports, state prosecutors are slow to bring charges
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Personal care homes are not nursing homes
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Homes make 'Ugly List'
but few get shut down T1-
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Is food good? 'Like a glob of wallpaper paste'
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Care seekers must do their homework
Check for license and ask a lot of questions, the experts advise ~'
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Convictions don't keep workers from coming back
B, _ah . -.. a.. ..... dab r_ . = a

r=-s-~~am a.=-. F- a- - r - 0* - _-- an

__:~~~~m.* =n- - - ami a,. =. -= - -_ -

Lies chckr bar - -mn - ann inn

aal~aaaaa -. .aa~ - a---

a.. hb ma -_ - _ b - --- as an

ZW _ oo _~~~~ba a._ aaa. .aaaaaa . ,, _a

=~~~~~~~~aa m a ab baa.. hzsae "b _- s= =-ad _5 rn-a4 am-am., in... , a.a i __ - - Shams B _d - a ab r a __~aa

-b.wanaa b_ dai hna~aa. m _ haf mls.a . b- aIl lhb mmm-w =I | an D- W _'f U

Licns cheker blrdarkhv orgh oko hreaueocr

_ d_ _~ a_~h _ _sad ma. ... a. - as_ - _ . a

~~~~ ~- -. r=:a -, 5-a. -
_,_ 1na r i= _ n _s 1bs _..__ aan,. raa_



142

Deadly situation: HRS units don't communicate
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The CHAIRMAN. Thank you, Senator Graham.
Mr. Mike Coonan, from Sacramento, California.

STATEMENT OF MICHAEL COONAN, LONG-TERM CARE
OMBUDSMAN, SACRAMENTO, CA

Mr. COONAN. Mr. Chairman, and members of the committee, my
name is Michael Coonan. As the last witness, I know my responsi-
bility is to be brief and not to repeat what others have said. I will
tell you that the types of abuse that have been presented to this
committee are very real and occur in California. In Sacramento we
see it every day and it is not going away. It will get worse.

I represent the senior ombudsman advocacy project in Sacramen-
to, California. We are a independent, non-profit organization which
operates a substate ombudsman agency which means that we in-
vestigate complaints of abuse on behalf of elderly, mentally dis-
abled and mentally retarded people in nursing homes and board
and care homes. There are many excellent board and care homes
in America. This testimony is not about them.

Recently, we investigated the roles and responsibilities of public
and private agencies connected with Dorothea Puente.

Puente was the operator of a boarding house in Sacramento
where seven bodies were found buried in her yard. Our report at-
tached to this testimony describes in detail the deadly failures of
our illusion of a safety net for elderly.

Unfortunately, the facts show that the failures contributing to
the brutal deaths at Dorothea Puente's home are a mirrored reflec-
tion of the failures of misguided national policy which fails to pro-
tect elderly and disabled people in board and care homes. We
expect more murders, rip-offs, abuse, and neglect of elderly and dis-
abled people in board and care homes. As a matter of fact, Social
Security Administration policies and procedures encourage and
subsidize criminals who murder and steal from these frail, depend-
ent people. For example, most of the residents in licensed and unli-
censed boarding houses are unable to manage their own affairs.
They are expected by Social Security Administration to find a sub-
stitute payee to receive their Social Security or supplemental secu-
rity income check.

To make matters worse, Social Security Administration does not
investigate the backgrounds of prospective substitute payees. This
irresponsible indifference encourages people like Dorothea Puente,
a convicted felon who had served a prison term for stealing SSI
checks from disabled people and who poisoned a senior citizen, to
later become a payee. Dorothea Puente was a substitute payee for
Bert Montoya, a mentally retarded and mentally ill person, who
was murdered and buried in her yard.

What is most troubling about this tragedy is that no one seems
to really care about these people. The murders are only a bizarre
story which becomes material for mean spirited jokes and fodder
for newspaper stories.

What is truly amazing is that thousands of these board and care
homes hide in plain sight in cities, in suburbs, and in the rural
areas.

How did this happen?
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The board and care industry in the United States expanded in
direct proportion to the closing of State hospitals. Despite the plati-
tudes of deinstitutionalization and normalization, the driving force
to close State hospitals was money. To save money, States closed
State hospitals and dumped elderly and dependent people into the
community at the same time the Federal Government capped Title
XX funding to pay for their community support.

For example, in 1974 the Social Security Administration relieved
counties for administering what was known as aid to the totally
disabled, the blind, and the aged. Their Social Security and SSI
checks were now managed by a computer. County social workers
who managed the funds previously and provided casework services
for these frail, elderly and disabled people were truly replaced by a
button.

Since Title XX funds were capped, the Social Services to protect
these dependent people have gradually dried up. Consequently, el-
derly and disabled people requiring care and supervision must now
fend for themselves. If they find a good board and care home, they
are lucky. If they find a bad board and care home, they are abused
and neglected. Finding a bad board and care home amounts to
nothing more than a crap-shoot.

The board and care industry draws many people who are likely
to take advantage of frail, elderly and disabled people. All too
often, the board and care industry attracts people who have limited
education, limited English speaking ability, limited work history,
and virtually no knowledge of the needs of the disabled and elder-
ly. In effect, if it's impossible for them to get a decent job elsewhere
in society, people in this situation decide to "work with the dis-
abled" and open, or work at, a board and care home!

Residents of board and care homes are left to their own devices
to survive. There is little oversight and monitoring of these homes.
Public policy has been shortsighted and expedient. The board and
care system in the United States is a national disgrace which must
be reviewed and reformed. Programs to protect the elderly and the
disabled must be funded.

The following are Federal actions that my organization believes
will improve the board and care industry in the United States.

One, frail, elderly and disabled individuals determined by Social
Security Administration to require a substitute payee must have
Federal funds passed through to local jurisdictions to pay for the
actual cost of this responsibility. We estimate that is approximately
$2 billion dollars a year.

Two, frail, elderly and disabled individuals who require care and
supervision in a board and care home must have a significant dif-
ferential added to their Social Security and/or supplemental securi-
ty income checks to cover this added cost. Estimated cost is $1 bil-
lion.

Three, Federally-mandated long-term care ombudsman programs
must be consolidated with Federally-mandated protection and advo-
cacy agencies for developmentally disabled and mentally disabled
people. Estimated cost is nothing.

Long-term care ombudsman/advocacy functions must be expand-
ed and fully funded for investigations of complaints of abuse and
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neglect of all elderly and adult-dependent people in all licensed andunlicensed board and care homes. Estimated cost is $250 million.Consolidated ombudsman/advocacy programs must be independ-ent and free of conflicts of interest and must not be housed inmulti-service agencies that provide other types of services. Estimat-ed cost is none.
Neglect and abuse of elderly and disabled people is a nationaldisgrace. More frail people will die at the hands of their "caretak-ers." Our children will either learn from our mistakes or pass onthis legacy of neglect. Let us hope that we do not become victims ofour children's indifference.
The CHAIRMAN. Thank you, Mike.
Senator Heinz.
Senator HEINZ. There are lots of questions I could ask this group.I will try to be brief.
One question I would like to ask. Anybody in the panel whowould like to talk on this-what are the relationships of board andcare homes and the residents therein to programs that exist to helpthe elderly-the visiting nurse services or home health care if youwill, Older Americans Act services, meals on wheels, recreationalcenters and the extent to which the residents of board and carehomes are eligible for those kinds of community based services oractivities? Anybody have--
Mr. COONAN. Senator Heinz, in California the relationships arecasual and hit-and-miss. They are eligible for all of those servicesbut for all practical purposes they are isolated. They are home-bound. A remarkable phenomenon that encourages the abuse ofthese folks is that very few people have an opportunity to seethem. That monitoring function of the ombudsman or the licensingpeople is just a one hour window in a 24 hour day.
Senator HEINZ. In Pennsylvania, are board and care residents eli-gible for most of those services?
Ms. AFRICA. Yes, they are eligible for many of those services.However, service hours available do not adequately cover thenumber of needy persons.
Senator HEINZ. And in Ohio, too?
Ms. HINCKLEY. Under the governor's elder care budget package,which has just been introduced to the legislature, the programsthat will be involved are the adult protective services throughhuman services, adult care licensing facility and that will bethrough the Ohio Department of Health, home care ombudsmanprogram and then there are elder care options here that they havelisted. It's the information telephone line assistance group refer-rals, in-home comprehensive assessment, individual service plan,and community based services. This is your respite care, your adultday care, home delivered meals, home maker home aid service,transportation, housing--
Senator HEINZ. I'm talking about the present and not the future.Let me ask Ms. Hinckley. Are your residents, if you know, eligiblefor example home health care services provided by the State orcounty.
Ms. HINCKLEY. Yes, we are eligible. It's very scarce to get some-one to get someone to come into your home.
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Senator HEINZ. True all the way across the United States. I am
not questioning the scarcity of those services. I just wanted to es-
tablish eligibility.

Second question--
Ms. MURPHY. In New York they are not eligible.
Senator HEINZ. Not eligible in New York?
Ms. MURPHY. No. For almost all the services that are provided,

under these titles, residents could go out-to-get them at a senior
center but most of these services are supposed to be provided by
the adult home.

Senator HEINZ. Alright. Thank you.
Now, one thing that Ms. Hinckley said that was very interesting.

She said that the family doctor would come in and look at the resi-
.dents to make sure that they- get the medical -care. She said she
wouldn't handle the finances of the resident-that a member of the
family did that. In Philadelphia, Pennsylvania, which is about 200
miles from Altoona, but about 5,000 miles from it in many other
respects, about two-thirds of the people in the board and care
homes of Philadelphia have no family. My question to you is this:
what happens when there is no family? Ms. Hinckley's home can
do a good job when there is family. What do you do when there is
no family?

Ms. HINCKLEY. There are a few services. There is consumer pro-
tection that takes over as a representative payee. They can be ap-
pointed legal guardian. There are all kinds of people that are will-
ing to do this that can legally handle these finances for them.

Senator HEINZ. Very good.
How about in Pennsylvania?
Ms. AFRICA. In Pennsylvania it is a definite problem. The majori-

ty of the operators do take representative payees. For those few
who do not, Blair Senior Services, the local AAA, has a very limit-
ed amount of payee accounts they maintain. The retarded citizens
have a public guardian system. Other than that it's kind of Katie
bar the door. It's a giant need and a big question with no real
answer.

Ms. Murphy? Mr. Coonan?
Ms. MURPHY. In New York City, as you might imagine, there are

not sufficient people who would be willing to act as rep payees.
Senator HEINZ. Is it legal in New York for the operator of the

home to be the payee?
Ms. MURPHY. Yes, it is, or an employee or someone like that can

act as rep pay. We do have a community guardian program and
there could be other mechanisms arranged. Many of the people
who are judged in need of rep payees are not. The standards are
ridiculous. For example: A doctor writes a letter and says: "My pa-
tient cannot manage her own finances and she is 82."

Senator HEINZ. What would happen if it was illegal for the oper-
ator or an employee of the operator or any sham transaction for
the operator to be in effect the payee.

Ms. MURPHY. Nothing bad.
Senator HEINZ. That would be good or bad? I'm sorry, I didn't

hear you.
Ms. MURPHY. That would be very good indeed.
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Mr. COONAN. In California we have a prohibition from the opera-
tor being the substitute payee for his residents and so they just get
their friend who lives next door to be the payee. It gets worse thanthat. If we have people that are alcoholics or drug addicts the way
the process works, they can become the payee for each other. Thatis really an unfortunate situation. When they go in they can't re-ceive their own check but they can receive their buddy's check and
vice versa.

Senator HEINZ. Senator Pryor asked earlier in effect, looking atthe video that we saw, why aren't people who have medical prob-
lems and physical disabilities that would appear to be beyond thecompetence of your typical board and care home, why aren't they
in a nursing home? Additionally, in part the reason at least in myown State is, there is a shortage of beds for nursing homes. Even
so, there is the question of who would authorize the admission to anursing home if there were? In the case of somebody who does nothave family or a family doctor-or something I have been looking
for a while-called a family doctor.

Mr. COONAN. That's an excellent question because what is occur-ring is that one small piece of the puzzle and there are manypieces to this puzzle. We see, in California, that a lot of discharge
planners are moving people out of acute care hospitals sicker andquicker into any place they can because of the DRGs and that
board and care operators have a fiscal incentive to keep thesepeople in these homes. The weird disincentive is if an operator does
a good job and moves somebody to a more independent and higherlevel of care, they are penalized because they have a vacancy andthey don't get that $500 or $600 a month. If they keep them de-pendent or if they keep them there and they just don't feed them
very much, they make a profit.

Senator HEINZ. How do we deal with that?
Mr. COONAN. I'm glad you asked. Thank you.
It is a multi-faceted problem that we need to deal with-a follow

along service because many of these people have no relatives. A lotof the elderly people have no relatives. A lot of the elderly peopleoutlive their families. We have to have a placement a more central-ized placement function so that we take the operators out of thebusiness of recruiting from everybody in the world to bring peopleinto their homes. We see them going out, wiping out every place-
ment in our county, then they go to the next county and drag folksin. We have to have a better monitoring system which includes
both licensing and the ombudsmen to make sure they beef up theombudsman and really insure that the ombudsman is independent
so they can carry out these activities. We are a whistle blower. Ifyou stick us in an agency where we have to call them on the carpetthen we're history. You have to make sure that we don't getcaught in that situation. We have to communicate with each other.There are law enforcement issues. There are regulatory issues.There are families that need to know what is going on. It is a verysecret business. This secrecy prevents people from knowing what isgoing on.

Senator HEINZ. That was going to be my last question but I wantto ask one last, last question, if I may.
The CHAIRMAN. Certainly.
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Senator HEINZ. Listening to all of you, Ms. Hinckley to the
health people, it would seem that if reasonable people got together
as we are today, that you can define a set of solutions that will
curb the worst abuses. It may not provide all the money and serv-
ices that are needed-but it would certainly improve the situation.
There has been a very inconsistent effort among States to do that. I
assume that political pressures exist for States to ignore these
problems. What are the single-most significant political pressures
facing States that cause them to make either slightly abhorrent,
very abhorrent decisions, or none at all.

Mr. COONAN. Could I just start with that and I won't speak any
more. One of the reasons why we are able to survive is because
local government has been supportive of our function, whereas the
State has been kind of silent and not as supportive. So, if you will
look at the arrangement, the closer you get to the ombudsman and
the person that intervenes with the people that are elected at the
local level with the money coming from another source because we
have this buck passing function where everybody else thinks that
somebody else ought to pay for it, that if we can consolidate those
two activities and establish the independence, you will have a
checks and balance system.

Senator HEINZ. Let me ask it more bluntly. The States seem to
have largely-there are exceptions-thrown up their hands and are
ignoring this problem. Yet, it was a problem that we dumped in
their laps in 1976. What are the pressures on the States that keep
them from confronting these problems?

Mr. COONAN. The States say the same thing as other jurisdic-
tions: it's not my responsibility. They say it is a Federal responsi-
bility. The State says it is a local responsibility and they keep buck
passing. There is no leadership here where somebody says it is my
responsibility and we are going to give you the money to do it.
That doesn't occur.

Senator HEINZ. Thank you. I think that answers my question.
Thank you, Mr. Chairman.

The CHAIRMAN. Thank you, Senator Heinz.
I agree with Senator Heinz that it appears that the Federal Gov-

ernment has certainly thrown up its hands. The Federal and State
governments have essentially given up on this huge problem that
affects thousands of people.

Ms. COLEGROVE. Excuse me.
The CHAIRMAN. Yes.
Ms. COLEGROVE. In the State of Ohio presently we are very ag-

gressively addressing the issue and also with legislation that is in
the house now to license these homes correctly. Ohio has identified
the problem and is moving in a very positive direction with the
governor's elder care package.

The CHAIRMAN. I would ask a favor, if I could. If the legislature
passes the legislation, we would like to see it. It may well become a
model. I hope you will keep us informed of that. In fact, if it
doesn't pass, we would like to see it, to see what approach you are
making in the State of Ohio.

Yes, Ms. Africa.
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Ms. AFRICA. I might offer Act 185 of Pennsylvania, which passed
at the end of last year. It is the State's personal care reform act
which is just what you are discussing today.

The CHAIRMAN. The committee will be very interested in reading
that act. Now this has already passed into law, is that correct?

Ms. AFRICA. That is correct. The regulations have yet to be pro-
mulgated.

The CHAIRMAN. I see.
This panel is offering some solutions. My question is this: do we

have existing structures out there that we have not talked about?
Take for example, the area agencies on aging-are they being
brought into this picture? Don't they have a structure that could at
least be a part of solving some of these problems?

Ms. MURPHY. As a matter of fact, by passing through the Title III
B money to the ombudsman program, they seem to feel that is the
limit of their responsibility. I expect there may be political pres-
sure and some disagreement with this kind of testimony that-

The CHAIRMAN. You don't think, for example, the area offices
want any responsibility in this field? Is that what you may be
saying?

Ms. MURPHY. Yes, sir.
My understanding really is that they see themselves as protec-

tors of people who can live independently in the community and
that they have neither the desire nor the ability to protect people
outside of that. As Mike pointed out, they are limited by their
structure, their political structure. I have found that the pressure
that I get through political channels are lessened by the fact that I
work for a voluntary agency. My colleagues who work for the AAA
agencies directly are not as fortunate.

The CHAIRMAN. What about the State attorney generals? They
have, generally speaking, a consumer activist group in each of the
respective State AG offices. Could they be involved in overseeing
board and care facilities? For example, appoint a citizens' ombuds-
man tasks force to gather information as to where the board and
care homes are. How many exist? How many are licensed? How
many are unlicensed? Is that a potential for the attorney generals?

Ms. AFRICA. It is a potential at least in Pennsylvania. Currently,
however, it is very difficult to get the attorney general's office in-
terested in board and care. In one instance in Pennsylvania, it took
us over two years to get action and attention through that agency
in some very heinous situations.

Mr. COONAN. We are attempting to legitimize this ombudsman
advocacy function so that it is an independent free standing. Some-
times we have to do some arm twisting with the attorney general.
Law enforcement has not been very good in responding to abuse
cases of elderly and disabled people. Area agencies have a narrow
interest of just the elderly but these homes are housed with men-
tally ill, mentally retarded people. We are crossing the barriers of
all these special interest folks. If you could look at the concept
where a State says you shall have an ombudsman-you should
make it independent and don't give them a whole lot of money at
the State level just give them some support and pass that money
on to the counties and let them select and choose how they want to
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operate it at that level from our point of view-that will give you
more independence.

The CHAIRMAN. I certainly can't speak for all the members of
this committee, but I think I know the philosophy of Senator
Heinz-we aren't interested in creating a massive new Federal bu-
reaucracy. In fact that may be the worst thing we could do. Some-
how or another there has got to be a stronger relationship and
partnership between the Federal and State and local governments
which does not seem to exist.

Ms. MURPHY. One thing you might ask the attorney generals for
are opinions on the State action provisions. One of the problems we
found when as advocates, we tried to propose regulations which
would link reimbursement to actual services-to penalize people
who don't provide good care and reward those who do-was that
the current financing mechanism, passing through the money on
the SSI limits "State action," and thus limits the State's role. The
NYS Department of Social Services said that they could not change
the financing. They felt they would be in contravention of Federal
as well as State rules. I don't know if that's accurate or not. I just
know what the agency told us.

Ms. AFRICA. On the county level currently, we have a personal
care home advisory committee which is comprised of all the county
agencies that have any interaction with the personal care home in-
dustry. We meet regularly. This is not a new bureaucracy. This is
something we do voluntarily. We in this way assist not only verti-
cal communication from the county to the State and Federal level,
but also horizontal communication on the country level out to the
providers.

The CHAIRMAN. Once again, you may be developing a model plan
that we want to look at. We would appreciate you sending us a
copy.

Ms. AFRICA. It works extremely well. Very well--
The CHAIRMAN. Ms. Hinckley, I have been very fascinated by

your testimony. I would like to say that you have done a very
splendid job. It appears to me that, from what I know about look-
ing after people who need some care and attention-you are out
there living with this problem every day. We come in and talk
about it for three hours and then we are worried about the Depart-
ment of the Defense and the 10,000 other issues. Let me ask this
question: have you ever had an ombudsman to come to your home.

Ms. HINCKLEY. Oh, yes, quite a few times.
The CHAIRMAN. Do they come announced or unannounced?
Ms. HINCKLEY. Mostly announced. In my business I have people

that pop in and out of my home all day long. I have people that
come in to visit these relatives. I don't really put a time frame on
visiting hours, or who can come and go. Actually, they come and go
as they please, more or less. I just need to know so that I know
when to help them or not. I don't think people really know what
we do in these group homes.

The CHAIRMAN. Do you prepare your resident's meals, or do you
have someone to help? Or, do the residents prepare their own
meals? How does that work?

Ms. HINCKLEY. It took me four years to find somebody to come
into my home to give me a weekend off. If it wasn't for my mother
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helping out, I would have no help. I wouldn't give it up because I
really do love what I do, but there are not very many people out
there at all who are willing to work with the elderly. When you do
find them, they usually don't care about what they want. They are
just there to make some money and then get out of there. It's hard
to find people who have the patience and understanding to work
with older people. It is a big responsibility. It entails a lot more. I
could talk forever about it. I don t think people really realize what
time we give up and how hard we work. I'm coming to tears here.
We work our butts off and nobody acknowledges that. Nobody lis-
tens to how we try to get the help. All we hear all the time is how
bad we are and how we offer abuse and neglect. I'm telling you
that is not true.

If we had some type of regulation at least in Ohio, I know that
90 percent of the abuse would be cut out. I'm that sure of it. I
would bet my life on it. I'm sure that if we had more organizations
and services in Ohio to come into our homes to teach us how to
better ourselves, to teach how to give a proper diet or to give the
medication a certain way, or at least let us give medication because
we aren't allowed to now anyway-if we had people that would
come in and really work with us instead of condemning us all the
time and put these black horror stories over us, we could get
around half of this.

Everybody here is so worried about what bad things we are
doing, nobody is worried about how they can help us. They rattle
off that we can do this and we can do that-half you people don't
even know what we do. I stay up nights. There are nights that I
don't get any sleep. Between my family and my residents, I am
bushed. It took me this whole weekend to write this testimony. I'm
ready to drop right now. It took me-I have to pay a sitter to come
into my home a lot of money. I only charge $500 a month. For me
to hire good help to come into my home, it is impossible. It's-I
can't afford to pay somebody to come in every day to help me. I
wish I could. At the same time, somebody will say give it up. I
don't want to give it up. I like what I do. I see how the elderly are
being abused. I want to help them.

I don't think people really understand what we do. That's what
really makes me sick. I'm listening, taking in everything that ev-
erybody here that sits at a desk tells me. I'm thinking: you run agroup home and you tell me how good you can do it. You tell me
how you can put out three meals a day and get enough rest at
night to do this all the time. You tell me how you're going to find
the time to locate all these services to help these residents, because
if you can find the time I'd like to have you show me how. I can't
even find the time to even read a page of a book half the time. Let
alone read the newspaper. For me to go to a group home meeting
once a month-do you realize that I have to get ready two days in
advance to go to a three-hour meeting. I have to make sure that
my kids, husband, and home are taken care of; and, I have to make
sure that the residents have everything on time. It's a lot of work
for one person. To sit here and listen to how all you people can
better us-it makes me laugh sometimes. I don't want to come off
so crude, but it amazes me how you can sit there and tell me how
to do better when half of you people don't even know what we do.
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You can only assume. You only see the bad things that we do, not
the good that we offer.

Out of all this, what I'm really tired of hearing is what we do
wrong. Why don't you get off your butts and help and give us these
services? Give us the money that we need and I'm telling you, we
can turn it around. We can offer you things that you wouldn't be-
lieve.

If you talked to my residents today, all my residents were lined
up telling me "Go for it, Pam, get us what you can get" when I left
for this hearing. They were all lined up saying, "Hey, Pam, what
are you going to do? What are you going to tell them? Are you
going to be on TV? We'll be waiting for you." I had one tell me,
'I'm going to really miss you, Pam." I said, "I'm going to miss you,

too." I know they're missing me right now. I know when I get
home they will all be right at my back door waiting for me to walk
in that house. Then, I listen to how bad we are-it just overwhelms
me how you people with your big words and your fancy state-
ments-I'm this measly care provider and I'm thinking I do more
than probably all of you. I feel that way.

There are times when I could just drop because of the things I
do. I don't get recognized for that. I only get recognized for what I
do bad or what I don't know. That's what really, if anything at all,
comes of this. I hope you really do take into account what I have
said. I do this for a living. I don't sit here and read books about it
and see films about it. I do this for a living.

I welcome the regulations but at the same time I sit here and I
think: are you guys going to start popping in whenever you want
where I can't even sleep at night or are you going to think that I'm
abusing them and try to catch me at something? If you find my dog
knocks over a bowl of water on the floor, are you going to cite me
for having water on the floor because some resident might trip and
fall. Do I have to have my kids-my little boy leaves cars and
trucks all over-are you going to cite me for little Tonka trucks
being on the floor because it could cause some inhumane damage
to the residents? I mean-and from the sounds of some of you
people-that's what it sounds like to me. I don't want my home to
be totally changed. I am proud of what I do.

The CHAIRMAN. Pam, I tell you what-you don't need to write a
speech. You have just given an eloquent speech. I want you to
know that I am moved by your statement. I also want you to know
that this town right now and this committee, I should say, is look-
ing at the problems-maybe not created by your particular envi-
ronment in your home-but many others that are not so fortunate
to have a Pam Hinckley. These five that live with you are very for-
tunate.

In fact, I don't know whether this is legal-I may be giving away
government property, but I'll get Senator Heinz to loan me enough
money to pay for this-I would like to give you this gavel. You take
it back to those residents in that home and tell them that we appre-
ciate them and we appreciate you. Thank you very much.

Ms. HINCKLEY. Thank you very much.
The CHAIRMAN. This has been a fascinating morning.
Any final comments? Can any of you all top that?
I think that was an eloquent statement.
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All of you have offered constructive solutions here this morning
and I'm going to leave the hearing record as I said open for several
days and there may be some additional follow up questions, not
only from myself but from members of the committee.

Congressman Roybal, who chairs the House Select Committee on
Aging, called about two hours ago. He has been trying to get here
this morning. He could not. I will have a statement from Congress-
man Roybal in the record.

[The statement of Mr. Roybal follows:]
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Good Morning. As Chairman of the Select Committee on Aging, I
applaud my Subcommittee's initiative in pointing out the abuses
in board and care homes. This morning we will hear from a number
of witnesses with-terrifying and shocking stories of abuse which
they have suffered. The abuses are horrid and unacceptable.
Clean, affordable and non-abusive housing must be attained for
all elderly, especially those who are frail,vulnerable and have
few other options.

Clearly, we must get rid of the abuses. No society should allow
people to stay in an environment as described by those here
today. But, no board and care home should be shut down without
an alternative in place. These residents are in a difficult
situation. The federal government must live up to its share of
the responsibility in caring for these people. Regulation
without fiscal participation will leave these people in the
cold," said Roybal.

I would however, like to caution my colleagues from condemning an
entire industry for the abuses of a few. This approach overlooks
the need to recognize this type of housing as a critical, and
large part of this nations available housing and long term care
services. Board and care homes, if clean and safe are a creative
alternative to inappropriate institutionalization of low-income,
frail elderly and handicapped people.

There is a critical need to examine the serious abuses in these
homes. It is important to establish the extent to which this is
a systemic problem in board and care homes and if so how will we
be a part of salvaging the industry so that it can be a
respectable part of the long-term care housing options for the
elderly and handicapped.

Board and Care homes provide shelter and services for over
563,000 people in 41,000 homes, and probably closer to 1 million
Americans. We can not do without them and we can not ignore the
problems that continue to exist.

We, the federal government have attempted to prevent abuses since
the early 70's. First using the Keys Amendment to the Social
Security Act in 1976, to reduce SSI benefits to residents who
lived in homes which where not in compliance with states minimum
standards. Then the Rinaldo Amendment to the Older Americans
Act, passed in 1981, which required board and care homes to be
part of the Long-Term Care Ombudsman Program in each state. The
Ombudsman oversight was strengthened in the 1987 OAA
reauthorization.
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Unfortunately, these measures were not enough to significantly
provide safeguards for residents of board and care facilities.The following is a brief list of some of the problems that existalong with the abuses:

o Inadequate federal oversight and protection.
o No standard definition of homes.
o No data to accurately identify unlicensed homes.
o Few private or public-options other than board and care forhousing and services.
o A need for training and education of operators.
o No uniform regulatory standards for board and care homes.
o Massive red tape for operators trying to license their
facilities.

We can not go back to simply looking at the abuses of theindustry and blaming the entire industry for their lack ofsuccess in preventing any abuses. We must go beyond this. Wemust-seek nut-waysto improve this important part of the long-,term care continuum. Board and- care~homes provide shelter andservices for hundreds of thousands of. Americans. The federalgovernment must seek out a proactive path to aid the residents,the operators, and the states in providing quality housing andservices for our frail, low-income elderly who have few other
options.

The federal government needs to take a serious, complete look atthis industry and determine how board and care homes caneffectively be monitored and regulated to protect the safety andwelfare of the elderly.

97-857 - 89 - 6
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The CHAIRMAN. Now we will turn to the General Accounting
Office. We thank this panel very much.

Senator HEINZ. Mr. Chairman, while the GAO is coming forward
and our witnesses are being excused, I just want to commend and
associate myself with your last comments and with your presenta-
tion to Pam Hinckley.

The CHAIRMAN. Thank you.
Senator HEINZ. I might just add that, as I mentioned earlier

today, I will be working with you and other members of the com-
mittee to develop a legislative proposal that I think will be sensi-
tive to the concerns of the responsible providers such as Ms. Hinck-
ley as well as to the concerns of the ombudsmen and other officials
that have to make this work.

The CHAIRMAN. Very good. Thank you, Senator Heinz.
Ms. Janet Shikles is Director of Public and National Health

Issues, Human Resources Division of GAO. She is accompanied by
Mr. Alfred Schnupp, Assignment Manager, and Mr. Chris Rice,
Evaluator-in-Charge.

We want to first commend the General Accounting Office for this
outstanding report. I guess none of us would have been here today
without this report because it has become a central focus of what
this hearing is all about. You have been very, very helpful in offer-
ing it to us.

Do you have a statement, Ms. Shikles?

STATEMENT OF JANET L. SHIKLES, DIRECTOR, NATIONAL AND
PUBLIC HEALTH ISSUES, HUMAN RESOURCES DIVISION, GEN-
ERAL ACCOUNTING OFFICE, ACCOMPANIED BY ALFRED
SCHNUPP, ASSIGNMENT MANAGER; CHRIS RICE, EVALUATOR-
IN-CHARGE
Ms. SHIKLES. Yes, Mr. Chairman. I will just summarize my state-

ment.
As you have already stated, residents in board and care homes

include some of the most vulnerable members of our society. Assur-
ance that these residents are not mistreated or are not placed in a
life-threatening situation is primarily a State responsibility; howev-
er, we found that States establish their own requirements regard-
ing the type and size of board and care homes and the kinds of
services that have to be provided.

We also found that this is quite variable among the States. A
home that must be licensed to operate in one State can legally op-
erate without being licensed in another State.

We also found that State inspections tend to focus on the physi-
cal plant; how aggressively the States enforce their regulations also
varies. For example, two of the States that we visited in our
review, Ohio and Texas, made almost no attempt to locate and li-
cense homes.

In addition, regardless of the regulatory effort made by the
States, most officials that we interviewed expressed concerns about
the adequacy of their oversight of board and care and almost all
officials told us that they didn't have enough resources or enough
staff to inspect homes.
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As you have already heard today, State inspections continue to
find very serious problems. These range from such situations as
physical and sexual abuse to persistent unsanitary conditions, such
as trash and improperly stored food. We found that in some cases
board and care residents have been denied heat, did not receive
needed medical care, were suffering from dehydration, or had food
withheld if they did not work. We also found that in some situa-
tions problems have occurred which contributed to the death of
board and care residents.

As you also heard from the previous panel, serious conditions
and problems exist in unlicensed homes.

While none of the six States we visited had aggregated inspection
data, officials believe that most of these problems are concentrated
in homes with low income residents, specifically those who rely on
SSI for support.

What is a particular concern is that in spite of the difficulties
States are experiencing in making sure that their residents receive
appropriate care in board and care homes, we found that HHS has
committed few resources to oversight of this industry. For example,
the Keys amendment required States to certify annually to HHS
that all those in facilities in which a significant number of SSI resi-
dents reside or are likely to reside receive appropriate care. Last
year, only 25 States sent in these certifications to HHS. In addi-
tion, two of the States which sent in certifications were Ohio and
Texas; however, in our reviews officials in both of those states have
acknowledged that they have not aggressively licensed or enforced
their regulations, and that thousands of unlicensed homes continue
to operate. State officials also acknowledge that SSI residents are
in these homes.

At a 1981 Congressional hearing on the board and care industry,
HHS came to Congress and raised concerns about its lack of regu-
latory authority. However, at that same hearing the Under Secre-
tary said that HHS did not support the repeal of Keys. Instead,
HHS officials promised that they would go back and develop pro-
posals for the Congress to implement to assure some protection for
board and care residents.

The CHAIRMAN. In what year was this, please?
Ms. SHIKLES. In 1981.
HHS never came back to Congress with these proposals.
In conclusion, board and care homes serve, as you have heard, a

very vulnerable population which has been subject to neglect and
abuse for too long. It is clear that current policies are not offering
sufficient protection to these residents and that a national strategy
is needed to assure that residents do receive appropriate care.

Mr. Chairman, this concludes my statement. I would be happy to
take any questions.

[The prepared statement of Ms. Shikles follows:]
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Statement of
Janet L. Shikles, Director of

Public and National Health Issues

We have recently completed our report on the board and care

industry which we prepared in response to a request from the

Senate Special Committee_on Aging and House Select Committee on

Aging.' This request was prompted by your concerns about the

quality of care provided to residents in some board and care

homes. Our review focused on six states--California, Florida,

New Jersey, Ohio, Texas, and Virginia--and the Department of

Health and Human Services (HHS). We are pleased to be here today

to discuss our findings.

DEFINITION OF THE INDUSTRY

To start, there is some confusion about what constitutes the

'board and cares industry. This is because board and care homes

go by a variety of names, which vary across states and within

communities. The public may instead know these homes as adult

homes, group homes, personal care homes, or rest homes. What

distinguishes board and care from other facilities is that they

provide, in addition to a room and meals, some degree of

protective oversight.

RESIDENTS HAVE SPECIAL NEEDS

Residents in board and care homes include some of the most

vulnerable members of our society. Many have physical

limitations, and a large number have previously lived in an

institution for the mentally ill or the mentally retarded. Many

need help in taking medications and managing their money. And

few have relatives or friends to visit them to make sure they are

getting the care they need. One very serious problem for board

and care residents is that so many have incomes at or below the

poverty level in fact, a large number depend on Supplemental

Security Income (SSI) for their support.

RESIDENTS' PROTECTION

NOT ADECUATE

1U.S. General Accounting Office, Board end Care: Insufficient
Assurances That Residents' Needs Are Ienti and Met
(GAo/NHD895D , Feb. 10. 1955).
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Assurance that board and care residents are not mistreated

or placed in a life-threatening situation is primarily a state

responsibility. States establish their own requirements

regarding the type and sire of board and care homes that must be

licensed and what services must be provided. This is hiqhly

variable--a home that may have to be licensed in one state could

legally operate without a license in another.

State inspections of the industry tend to focus on the

adequacy of the physical planti also, states vary in how

aggressively they enforce their licensing requirements. For

example. two of the states we visited, Ohio and Texas, made

almost no attempt to locate and license homes. Hence, a large

number of homes in those states (an estimated 3,500) are

unlicensed and unregulated. In addition, regardless of the

regulatory effort made by the states, most officials we

interviewed expressed concerns about the adequacy of their

oversight of board and care homes because of insufficient

resources and staff.

States also operate ombudsman programs that have varying

degrees of oversight over board and care homes. The ombudsman

program was initially created to look into nursing homes, but in

1981 the Congress expanded it to include complaints of board and

care residents. However, no additional funds were provided for

these added responsibilities. In 1987 a survey of all state

ombudsmen found that about half believed that they had not been

successful in assuring coverage of residents in board and care

homes.

State inspections of licensed board and care homes over the

past several years have identified that a wide variety of

problems continue to exist. These range from very serious

situations, in which residents have been subjected to physical

and sexual abuse, to problems involving persistent unsanitary

conditions, such as improperly stored food and trash. In soe

cases board and care residents had been denied heat, were

suffering from dehydration, were denied adequate medical care, or

had food withheld if they did not work. Situations have also

occurred that contributed to the death of board and care

residents.



160

Serious problems also exist in unlicensed homes. For

example, in Ohio a state health department nurse found residents

in unlicensed homes who were not receiving enough food or who had

large lesions, bedsores, and unattended chronic infections.

While none of the six states we visited had aggregated inspection

data, officials believe that problems are predominantly

concentrated in homes with low-income residents, specifically

those on SSI.

When states find that the residents' safety or well-being

is threatened, they have the legal authority to immediately close

a home or suspend its license. In situations that involve poor

quality care, however, three of the six states in our review hod

only one sanction available--to deny or revoke a home's license.

For these states, this is a time-consuming process that can take

up to a year. The other three states had intermediate sanctions,

such as fines or receivership.

A major constraint facing states is the lack of alternative

housing, especially for those residents who rely on SSI and other

forms of public assistance. Because SSI support is often below

the operators' costs to provide care, some homes refuse to admit

SSI residents; other homes that used to admit low-income

residents have closed. This has resulted in a shortage of beds

in some areas.

HHS HAS PROVIDED NO

LEADERSHIP

In spite of the difficulties states are experiencing in

assuring that residents in board and care homes receive

appropriate care, HBS has committed few resources to oversight of

this industry. In 1976, the Congress enacted the Keys Amendment

to the Social Security Act to protect SSI recipients from living

in substandard homes. States are required to certify to OHS that

all facilities in which a significant number of SSI recipients

resided or were likely to reside met state standards that would

assure appropriate care. These standards were to cover such

matters as admission policies, sanitation, safety, and

protection of civil rights.
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States must annually certify to EMS that they are in

compliance with the Keys Amendment. However, in fiscal year

1988, HHS received certifications from only 25 states. In

addition, two of the states that sent in their certifications

to DES that they are in compliance with Keys were Texas and

Ohio. Yet officials in both states acknowledged to us that they

may have thousands of unlicensed and unregulated homes and that

many of these homes are likely to have SSI recipients. DES

officials noted that there are no penalties if a state fails to

certify compliance with Keys. We also found that DUS is

committing only a portion of one person's time to reviewing state

certifications and summaries of standards.

The implementing regulations of the Keys Amendment also

require states to periodically inspect and report deficient board

and care homes to the Social Security Administration so that the

agency can reduce SSI benefits of any recipient living in such

homes. According to our survey of 10 SEA regional offices, only

eight states have ever reported substandard homes. Because this

provision penalizes the recipient for the facility's failings,

states have little incentive to report board and care violations

to SSA. Two SSA regional offices found that most states they

contacted claimed to have no noncomplying facilities.

At a 1981 congressional oversight hearing on board and

care, DES noted its concerns about the limitations of federal'

authority and the weakness of the Keys Amendment. At the same

hearing the undersecretary also assured the Committee that DES

did not support the repeal of Keys. Instead, officials agreed to

find a way to make the amendment more effective, including

developing legislative recommendations. However, DES never

developed proposals to revise Keys.
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In conclusion, board and care homes serve a very vulnerable

population, which has been for too long subject to neglect and

abuse. It is clear that current policies are not offering

sufficient protection to these residents and that a national

strategy is needed to assure that residents are adequately

protected. To develop this strategy, HHS will need to exercise

strong leadership both to assess the problem with current

regulatory efforts and to identify what options exist to improve

these efforts. Conseouently, we are recommending that the

Congress direct HHS to

-- conduct a comprehensive assessment of each state's oversight

activities for its board and care population. This

assessment should determine the adequacy of (1) licensing and

regulatory requirements, (2) resources committed to their

enforcement, and (3) efforts to identify whether residents'

needs are being met.

-- report the results of this assessment to the Congress

together with recommendations as to what steps are needed to

assure the protection of board and care residents and what

changes are reouired to the Keys AmendmAnt to make it more

effective.

Mr. Chairman, this concludes my statement. I would be happy

to answer any questions that you or members of the Committee may

have.
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The CHAIRMAN. I wonder if Mr. Rice or Mr. Schnupp would have
any follow-on comments? You are welcome to give those comments,
should you desire.

Mr. SCHNUPP. Yes, sir. I would like to comment on one of the
problems with Keys.

In setting up the legislation, it said that homes should be regu-lated where "a significant number" of SSI residents reside. That
has never been defined. The regulations of HHS have basically leftthat up to the States to define "significant number." So what youend up with is-for example, in Ohio only homes with six or moreresidents have to be licensed, whereas California licenses all homes
with one or more residents.

So here we have a Federal law that is supposed to protect allresidents in the country; yet, if you would take the homes in Ohio
that don't have to be licensed and move them across State borders
and put them in California, those same homes would have to be li-censed.

So I think one of the problems you have to deal with is clarifying
what we mean by "significant number" so that at least we couldhave the same basis across all the States as to what we're talking
about when we license board and care homes.

The CHAIRMAN. What is conceivably the Federal hook where wecan have some regulatory jurisdiction? Is it the SSI payment?
Ms. SHIKLES. That's the problem. There really is no Federal hookright now, and I think that's why some of the proposals that youhave in your report that you are issuing with this hearing would

add to that Federal hook.
The CHAIRMAN. Do you have any idea why-and I know this re-quires a subjective answer or opinion-since 1981, after HHS prom-ised to come forward with some recommendations or regulations,

they did not?
MS. SHIKLES. I really don't. They initially explored some recom-

mendations. They were looking for a Federal hook. At one timethey were going to tie some penalties to the Older Americans Actprograms if the States didn't enforce the regulations. They decided
not to do that.

I think it was really the intent of the Secretary of HHS at thattime to do something, but then all the initiatives died out when heleft his position.
I think there is also a lot of concern that any proposal that de-partment officials present to the Congress will require increased

Federal appropriations. This is because the real issue here is spend-
ing more Federal money because we do need more regulations andwe do need Federal standards. Almost anyone who looks at this in-dustry feels that we've got to spend more money if we're going toget better care.

The CHAIRMAN. The GAO report-this particular report, request-
ed by Mr. Pepper and Senator Heinz-is probably one of the onlyreally thought-provoking studies that has been done on this inrecent years. It looks like we're starting at ground zero here.

MS. SHIKLES. Right. Almost no research has been done since thevery early 1980s. When we tried to do the work, we couldn't get ahandle on what the size of the problem is. You can't get an overall
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picture because there has been so little done. There is almost no
effort going on at HHS. They really haven't looked at this issue.

The CHAIRMAN. One thing that has been a problem-is, has, and
will be a problem-is, let's say that a home has been cited for some
unfair treatment or abuse. So you say, "Okay, you're going to pay a
$1,000 fine, or we're going to close you down." Most of them prob-
ably can't pay a $1,000 fine, so you close it. So you end up with
two, three, five, ten, twelve people out on the street--

Ms. SHIKLES. That's right.
The CHAIRMAN. The penalties and sanctions are so critical here

and there's such a void of any real answers as to how we formulate
those sanction. We've had the same problem with nursing homes
for 20 or 30 years. It looks to me that maybe 30 years ago the nurs-
ing homes were about where some of the board and care homes are
today. As an analogy that may be too simple, but--

Ms. SHIKLES. I think it's probably close.
The CHAIRMAN. Mr. Rice, did you have any comments?
Mr. RICE. I think you made a very good point, sir, that the board

and care industry may very well be in the same situation that the
nursing home industry was in 25 or 30 years ago in that there are
no Federally-mandated standards for the board and care homes, as
there were none for the nursing homes years ago. There are no
Federally-mandated inspection requirements such as you now have
for Medicare and Medicaid.

So I think you have made a very good point that the nursing
home industry of 30 years ago may be reflective of what we're
facing now in the board and care industry.

The CHAIRMAN. I just want to make it very clear once again that
today we have looked at the problems. Many of them have been
highlighted in your report, and in Senator Claude Pepper's March
1989 report. With these two reports, I hope we will have a launch-
ing pad to start a national dialogue on the problems and solutions
of board and care.

I want to thank the three of you. You've done an excellent job,
as the General Accounting Office does. I have said in many hear-
ings that if the General Accounting Office ever closes up we might
as well close up the Federal Government. We don't know what
we'd do without you. Thank you very much.

Ms. SHIKLES. Thank you.
The CHAIRMAN. The hearing is adjourned.
[Whereupon, at 12:49 p.m., the committees were adjourned, to re-

convene at the call of their respective Chairs.]
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Introduction.

In addition to providing important housing options for the poorand disabled, board and care homes have come to occupy a key niche inthe American long-term health care system. In this role, boardand care operators provide less intensive nursing care than a nursinghome, but more monitoring and supervision than is feasible for manyelderly and disabled persons living independently at home. Theimportance of board and care homes to the continuum of long-term care,particularly, has grown as governmental reimbursement strategies haveshifted care of the elderly out of expensive institutions and intonursing homes and community-based care settings.

Remarkably, board and care facilities evolved this key role almostentirely in the absence of governmental monitoring and reimbursement.As a result, a situation has developed which is both ripe for abuseand exploitation of isolated and vulnerable adults, and fraught withfrustration for the well-intended, but overwhelmed, caregiver.Problems will worsen under current trends. In addition to thepressures brought by a steadily growing elderly population,implementation of the nursing home preadmission screening provisionsof the 1987 Omnibus Budget Reconciliation Act is likely to increasethe reliance of chronically ill, mentally ill and mentally-retardednursing home residents on board and care providers in the UnitedStates.

(165)
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Background.

'Board and care, is a catch-all term used to describe a wide
variety of non-medical residential facilities, including group homes,
foster homes, personal care homes and rest homes. The General
Accounting Office (GAO) found that they are typically located in
cities, have an average of 23 beds or less, and are privately
operated.

Board and care homes are an important and often overlooked
component of the continuum of long-term care. Board and care homes
provide care for poor and disabled individuals -- often mentally ill -
- who reside in board and care homes because they can no longer take
care of themselves and frequently because they have no place else to
go. State surveys show that 90% of residents remain over 6 months,
and two-thirds stay for over 12 months, in these facilities. As in
nursing homes, residents are unlikely to have friends or relatives who
visit them on a regular basis. The needs of board and care residents
range from needing assistance with shopping, housekeeping and/or
preparing meals (30% to 56%), to needing assistance with bathing,
dressing, eating and/or taking medications (27% to 43%).

While board and care homes provide essential long-term care to
thousands of older and disabled Americans, generally neither private
nor public health insurance -- including Medicaid -- pays for care
received in these facilities. As a result, to an even greater extent
than in nursing homes, out-of-pocket payments are the primary method
of paying for the personal care provided in board and care homes.

The burden of financing board and care falls heavily upon the
predominantly poor residents of these facilities: 51% of the elderly,
64% of the mentally ill, and 78% of the mentally retarded living in
board and care homes pay for their care with their meager income
($368/month for a single person in 1989) from the federal Supplemental
Security Income (SSI) program. About half of the States provide a
supplemental payment to SSI recipients, averaging about $200/month for
a single person.

In 1976, in response to concern about problems in board and care
homes, Congress enacted the Keys Amendment to the Social Security Act.
It required states to certify to the Department of Health and Human
Services (HHS) that all facilities with SSI recipients as residents
met certain general standards. A 1987 survey of licensed facilities
identified about 41,000 licensed homes, with about 563,000 beds
serving the elderly, mentally ill and mentally retarded. Of this
amount, about 264,000 beds were identified as serving only the
elderly. Data are not available on the number of unlicensed homes,
although it is generally acknowledged that a greater number of homes
are unlicensed than licensed. For example, in its investigation, GAO
estimated that 3,500 unlicensed facilities -- compared to 330 licensed
homes -- are operating in Texas and Ohio.

Problems in Board and Care Facilities.

PROBLEM #1: Despite previous congressional hearings to bring board
and care homes into compliance, homes still lack adequate fire
escapes, cleanliness, nutrition standards. Exampless

o According to one veteran board and care home inspector,
residents are routinely locked into their rooms.

o Non-ambulatory residents have been found living on the second
floor and in the cellar of some facilities. In one unlicensed
facility in Ohio, a double amputee was found tied into his
wheelchair, with his fire escape route locked.

o GAO reported that inspectors in one facility found trash, dirty
carpets, urine odor, insufficient and improperly labeled and
stored food and medications, a dirty and inoperable stove, no
toilet paper, flies, and no heat.

PROBLEM #2: Board and care providers overuse and misuse medications
and inadequately supervise the dispensing of medications.

o An Ohio inspector observed -multiple antipsychotic drugs
administered to keep residents sedated so that the caregiver
will not be bothered. Many of such residents do not even have a
primary or secondary diagosis of mental illness".
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o In Pennsylvania, a provider was found using residents'
prescription sleeping pills and sedatives interchangeably among
residents, without regard to whether a doctor had prescribed a
particular medication for a resident.

o At an unlicensed facility in Ohio, a female resident was
receiving 27 medications each day, including a triple dose of a
powerful dehydrating agent.

o In Philadelphia a mentally retarded resident in a board and care
home was repeatedly hospitalized after she received high doses
of medication that was not prescribed for her condition -- a
mentally ill resident had been allowed to dispense her
medications.

o A study of North Carolina board and care homes found an average
of 5.8 drugs being taken by those residents with at least one
prescribed medication. The antipsychotic agent haloperidol
("Haldol") was the most frequently used prescription drug in
these homes.

o A study of Massachussetts board and care homes found 39% of
residents received at least one powerful antipsychotic drug.
About half of residents had 'no evidence of participation by a
physician" in decisions about their drug therapy, while facility
staff 'revealed a low level of comprehension of the purpose and
side effects" of these drugs.

PROBLEM ita Many board and care home residents' basic personal care
needs are neglected.

o A resident of a Florida board and care home was admitted to a
hospital weighing 54 lbs -- 52% of her ideal body weight. It
was found that the resident required assistance eating and the
provider neglected to help her.

o In Ohio, a veteran inspector noted, 'I have observed elderly
with multiple bedsores which had not been under the care of a
physician. In one instance I counted 32 bedsores on one
small woman. These sores were infected and draining purulent
material. In another instance I observed a bedsore that
measured 14 inches. This sore was down through all the
muscles to the bone."

o A California inspector noteds "An elderly woman, who was
lying on a bed in a room at the back part of the facility, had
her genitals exposed, she had a decubitus (bedsore] stage 3
and 4 on each hip, she was dehydrated, she was unable to
swallow.... Her arms and legs were drawn up tightly to her
frail body. She was unable to speak, eat or move.... She had
no diaper on and she was lying in feces and urine. Her
fingernails had not been cut or cleaned for some time."

o Control of incontinence is often done inappropriately by use
of indwelling catheters. All catheters observed in unlicensed
board and care homes in Ohio showed 'purulent mucous plugs
(and] tubing encrustation...which are signs of infection of
the lower urinary tract."

PROBLEM #4: Many board and care residents require more care than the
operator is competent to provide.

o Residents requiring 24 hour nursing care are sometimes not
discharged to a hospital or nursing home for care, resulting in
suffering and preventable deaths.

o In Alabama, a homeless man who was hospitalized after being
injured in an automobile accident, was found to have a decubitus
ulcer, and to be suffering from dementia and malnourished.
Though eligible for Medicaid paid nursing home care, he was
refused by the nursing home and instead placed in a board and
care home.

PROBLEM $5: Residents with special care needs, such as Alzheimers'
Disease victims and the mentally ill, often do not receive appropriate
supervision and care. For example:

o In Pennsylvania, some board and care operators do not allow
mentally ill and retarded residents out to attend com=unity
programs designed for their needs.
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o Young mentally ill residents have physically and verbally abused
elderly residents, according to an official in Florida.

PROBQLEM 6L Board and care residents are often financially exploited.

o In Vermont, an elderly resident suffering from Alzheimer's
Disease would pay the board and care home rent each time the
owner told the resident that rent was due. The owner collected
rent from the resident 2-3 times a month by saying rent was due
when it had already been paid.

o In Florida, r-board and care home operator stole $85,000 from a
94 year old resident after promising to invest it for him in a
pension fund.

o In Arkansas, a board and care provider convinced an elderly
woman to delete her husband's name from over $300,000 in
securities and replace his name with the provider's, resulting
in losses to husband in excess of $100,000. The same provider
allegedly stole over $100,000 from another resident.

PROBLEM #7: Some board and care operators evidence such poor character
that they are clearly unqualified to care for the elderly and
disabled.

o A Pennsylvania board and care operator physically and verbally
abused residents. On one occasion the operator verbally abused
a male resident who had lost control of his bowel, while the
resident lay on the floor, helpless and unable to resist.

Camses of Current Probles in Board and Care Bines.

CAUSE AI: States have failed to establish adequate licensing,
inspection and enforcement standards for board and care homes.

o GAO estimates that anywhere from 500,000 to 1.5 million boarding
home residents are living in homes that should be licensed as
board and care homes.

o States assign up to 200 licensed homes to one inspector, for
annual and, in some states, semiannual inspections.

o States rarely punish substandard providers as provided under
federal law -- reduction of the SSI benefits of recipients
living in a substandard board and care home -- because this
unduly penalizes residents. But half of the States GAO examined
have yet to enact an alternative enforcement authority, such as
the power to impose civil monetary penalties.

o There is no federal requirement that State licensure programs
must be equipped with authority to impose civil fines and other
basic powers possessed by State nursing home licensure programs.

CAUSE #2: The Department of Health and Human Services has failed in
its statutory responsibility to monitor State enforcement of quality
standards in board and care facilities.

o The 1976 Keys Amendment requires states to establish and enforce
board and care standards, and requires HHS to monitor State
compliance, but HHS currently allocates only one-eighth of one
person's time to check that States have nailed in their
certifications.

o Some States have failed to file the required annual report with
HHS, and others have falsely reported full compliance with
federal law, without adverse action by HHS.

CAUSE #3: The absence of public or private insurance to reimburse the
cost of personal care services in board and care homes jeopardizes
access to quality care for the low-income elderly and disabled.

o Over half of all residents of board and care homes are dependent
upon federal low-income support payments under the Supplemental
Security Income (SSI) program to pay for room, board and
personal care services in board and care homes.
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o SSI payments make no allowance for the cost of personal or
nursing care required by recipients. SSI recipients are
eligible for Medicaid, but this program seldom pays for board
and care home services.

o GAO found that homes serving predominantly SSI recipients had
about twice as many violations as homes serving predominantly
private-pay residents.

o 22 states provide no supplements to SSI recipients in board and
care homes. Where -supplements are paid, supplements are
available only to- residents of licensed homes, and they may be
inadequate to cover the cost of personal care:

- Florida provides SSI residents with $694 a month, including a
State supplement, but Florida board and care homes charge an
average of $790/month.

- A 1987 New Jersey survey revealed that SSI payments, including
a State supplement, fell S200 dollars short of the average
monthly cost of caring for residents.

- Pennsylvania board and care residents receive $650/month in
combined State and federal SSI payments, but the average board
and care facility charge in 1988 was over $760/month.

CAUSE #4s There is a lack of training and education among care
providers in board and care facilities, often leaving providers ill-
prepared to care for the needs of frail elderly or chronically
mentally-ill residents.

o Some providers are unable to recognize when patients need a
higher level of care, resulting in inadequate care. This is a
particular problem for those who care for older residents who
are -aging in place' -- becoming increasingly frail and in need
of nursing care.

CAUSE 5: In an effort to control costs, the Medicare program and
various States' Medicaid programs have attempted to move patients into
the lowest possible level of care at the earliest opportunity.

o Board and care home providers report hospitals discharging
patients in need of skilled.rehabilitation care directly to the
board and care setting.

o Pennsylvania's legislature has just passed a law that will allow
non-ambulatory residents to remain in board and care homes --
whereas previously such patients required nursing home care.

CAUSE #6: In the absence of any case-management and coordination of
long-term care, decisions about where a person receives care are left
up to providers. Resulting conflicts of interest impede access to
appropriate nursing and medical care.

o Nursing. home bed shortages, coupled with nursing home operators'
preference for private paying patients, make it very difficult
for board and care operators to transfer more seriously ill SSI
recipients to nursing homes.

o.Socme providers are unwilling to discharge residents who need
more care for fear of losing a paying resident.

C^DASZ_ Board and care residents are often isolated and vulnereblewithout the protection offered by family, friends, OmbEdemn or state
regulatory oversight.

o Many residents do not have family or friends who visit them
regularly; as a result, they are often isolated and without a
'watchdog' for their rights.

o Although long-term, care ombudsman advocates are charged with the
responsibility to visit board and care facilities, many find
that their limited funds only permit them to focus on the
nursing homes in their jurisdiction.
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Policy Options for Reforming Board and Care BHes.

Financino Board and Cares

OPTION #L: Include personal care services (assistance with
bathing, dressing, eating, ambulation/transferring, etc.) provided
in licensed board and care homes in the array of services
reimburseable under any federal long-term care program enacted by
Congress.

OPTION #2: Add personal care services provided in licensed board
and care homes to the list of mandatory State Medicaid services.

Monitorino and Enforcement of Standards in Board and Care:

OPTION #3: Specify minimum enforcement powers States must enact
and use on substandard board and care operators. If a State fails
to enact and/or use these powers, the Secretary would withhold up
to 5% of federal matching funds for the State Medicaid agency's
administrative costs. The minimum enforcement authority includes:

o Power to conduct unannounced onsite inspections of both
licensed and suspected board and care providers.

o Licensure required for all facilities where unrelated
residents require personal care (with sliding fee scale).

o Power to impose directed plan of correction.
o Civil monetary penalty authority.

OPTION #4: Require States to establish minimum health, safety and
security standards for licensed board and care operators. A State
failing to enact and enforce standards at least as demanding as
the federal minimums would be subject to the administrative
penalty described above. Federal law would specify minimum
standards in the following areas:

o Structural safety, such as fire/emergency preparedness.
o Sanitation, such as safe disposal of infectious waste.
o Safe and appropriate provision of personal care, when

provided to a resident.
o Safeguards against providing services the board and care

operator is not competent to provide (such as nursing, rehab).
o Code of residents' rights.

OPTION #5: Increase funding to States for expanded inspections,
including:

o Annual inspections.
o Complaint inspections within 10 days of receipt of complaints.
o Crash program to identify unlicensed board and care homes.

OPTIION f6 Expand resources of Long-Term Care ombudsman program
for board and care home monitoring and resident advocacy; clarify
right of access to residents of ombudsman advocates.

Sunoort for Board and Care Ooerators:

OPTION 7:X Make federal loan guarantees available to licensed
operators to help them obtain funds for upgrading the physical
plant of board and care facilities.

OPTION zQI Direct the Secretary to enter into contracts to
provide training and support for providers

o Contract with one or more national organizations to develop a
training curriculum including first aid, basic CPR, and
personal care skills, for use in preparing caregivers to
become board and care operators.

o Contract with State or local entities to provide ongoing
continuing education, advice, and respite for BEC operators.
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Item 2
SURROGATE DECISIONMAKING FOR ADULTS:

MODEL STANDARDS TO ENSURE QUALITY GUARDIANSHIP
AND REPRESENTATIVE PAYEESHIP SERVICES

A REPORT

BY

THE CHAIRMAN

OF THE

SUBCOMMITTEE ON
HOUSING AND CONSUMER INTERESTS

OF THE

SELECT COMMITTEE ON AGING
U.S. HOUSE OF REPRESENTATIVES

INTRODUCTION

Independence, selt-delermination. autonomy -- these concepts arefundamental to our nation's pottical philosophy and are basic tenets of United
States citizenship. Yet, more than 500.000 adult citizens

1
are denied basic

rights to make decisions and exercise control over their own person and/orproperty. The denial of these rights is the consequence of a court determination
that an individual is legally 'incompetent or incapacitated' and theappointment by the court of a guardian to act as surrogate decisionmaker on theperson's behalf. The real tragedy is that mounting evidence suggests that manyof these individuals -- having been stripped of their right to self-determination --are being poorly served, and even victimized and exploited by the very personsor agencies appointed to protect them and to make decisions on their behall.

While much has been written about the inadequacies of the system fordetermining legal incompetence and appointing guardians, only recently hasattention been focused on the performance of guardians once appointed. Todate, this attention has focused almost exclusively on describing problems and
abuses in the provision of guardianship services. Compelling evidencesignaling the seriousness of problems has come most recently from the national
study and series of articles by the Associated Press (AP).

2
The study results

indicate an urgent need to address issues of quality control in the provision ofguardianship services. The AP expressed particular concern about the growing
number of agencies and professional service providers -- both public andprivate, nonprofit and for-protit -- receiving compensation to provide
guardianship services.

In response to the AP series published in September of t987, there wasa call from prominent advocates for the elderly in Congress. state legislators
and judicial officers, and numerous others, for standards against which thequality of guardianship services might be measured. Unfortunately, very fewefforts have been made which go beyond a delineation of problems and attemptto deal in concrete terms with issues of quality control and standards of practice.

The Center for Social Gerontology (TCSG) is one of the few to have
undertaken development of standards for providers of guardianship services.The TCSG standards, which were originally developed for the State ofMichigan, have been adapted and modifed for The Subcommittee on Housing
and Consumer Interests of the House Select Committee on Aging for nationaluse. TCSG is very grateful to the Subcommittee for this opportunity to
disseminate the proposed model standards and to urge their adaptation andimplementation nationwide.

1 Subcomredtlee on Health and Liong-Term Care, House Select Commintee on Aging, 'Abuses InGuartansxhp oa fhe Eltetty and Intirm: A National Disgrace. a reting by The Chairman.' 1tOthCong.. 1S1 Sess. 4 (comaittee print 1587).
2 This study and the sedies of artides Is reproduced in -Abuses in Guardianship ot the Elderly andInrno: A National Digrace." a Report by The Chairlan Ot the Subcomnunmee on Heath and Long-Term Care of the House Select Corawnieo on Aging, 100th cong.. 1st Sess. (commntee print1987).
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To the knowledge of TCSG and the Subcommittee, the national
standards proposed here and the Michigan standards from which they were
derived are the first attempts to set forth a comprehensive statement of roles and
responsibilities of guardianship service providers. The standards also address
representative payeeship because this form of surrogate decisionmaking can
have serious consequences to the individual, and most providers of
guardianship services also provide representative payee services.

Given that these proposed standards are a first effort, it is fully anticipated
that they will evolve substantially and be refined as they are tested in practice.
They are, however, an important step in delineating, for providers, funders, and
monitors of guardianship services, tangible and specific directives -- directives
which not only guide guardians in carrying out their duties but which foster the
use of less serious forms of intervention whenever appropriate to the needs of
the individual.

While the standards have applicability for anyone providing guardianship
services, they are directed specifically at guardianship 'programs." A "program'
is defined as an individual or organization that serves five (5) or more clients3

and receives funding or compensation 4 for services provided. As more and
more "programs" are developed to provide surrogate decisionmaking services,
it is critical that standards of practice be established early in the developmental
stage to ensure that such programs provide an extra measure of service and
safeguards to clients.

Indeed, there is an urgent need for all states to assess what is occurring
with respect to establishment of guardianship service programs within their
jurisdiction, and to then adopt standards to guide their development so that
programs provide not only high quality guardianship services, but also
alternative services. The Subcommittee and TCSG are concerned that, in the
absence of alternatives, programs that make guardianship services easily
available could lead to increased use of inappropriate guardianship, resulting
in'the creation of unnecessary- dependence and loss of autonomy among the
frail elderly.

It is our hope that these standards will serve as a blueprint to work from,
and will promote dialogue and timely action at the local, state, and national
levels. Such action is needed throughout the country to assure that surrogate
decisionmaking services are provided in a uniform, high quality manner which
maximizes the potential of every individual.for self-reliance and independence.

3 Users of these standards may, however, opt to define a "program" based on a different number
of clients served.
4 Nominal or token compensation or reimbursement for proper and necessary expenses does
not place a guardian or representative payee, such as a family member or friend, within this
definition of 'program.'
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PROPOSED MODEL STANDARDS FOR PROGRAMS
PROVIDING GUARDIANSHIP AND REPRESENTATIVE

PAYEESHIP SERVICES TO ADULTS

1. PREFACE

As noted In the introduction to this report, while much has been written
about the inadequacies and the misuse and overuse of the guardianship
system, relatively little has been produced that goes beyond delineating
problems to dealing in positive, concrete terms with issues of quality in the
provision of guardianship services. Thus, The Center for Social Gerontology
(TCSG) has revised and adapted its Michigan standards for national use, and Is
pleased to present them here on behalf of the Subcommittee on Housing and
Consumer Interests of the House Select Committee on Aging.

The evolution of these national standards has been a lengthy and
demanding process: and TCSG wishes to note its indebtedness to the many
persons who gave generously of their knowledge and time throughout that
process. The national standards could not have been produced without the
diligent elforts of those who helped develop the Michigan standards; and the
Michigan effort reaed heavily on the wide-ranging experience and expertise of
numerous individuals. Five versions of the Michigan standards were drafted,
discussed, refined, and redrafted. Particular thanks are extended to the
Technical Advisory Committee

1
members for their constant and careful

guidance at each stage in the drafting process.

The Michigan project was undertaken jointly with the Michigan Office of
Services to the Aging (OSA) and was funded by the U.S. Administration on
Aging (AoA). TCSG wishes to express appreciation to OSA and AoA for their
leadership and support. Special thanks are extended to OSA's director. Olivia
Maynard, and two OSA staff, Mary James and Cherie Mollison. Finally, the
authors express their deepest gratitude to their administrative assistant, Susan
Herman. and computer specialist, Cathryn J. Dean, for their excellent
assistance with the myriad details and innumerable drafts involved in producing
the Michigan and national standards.

II. INTRODUCTORY COMMENTS ON THE
PROPOSED MODEL STANDARDS

A. Adaptation of the Michigan Standards for National Use

A process similar to that followed in developing the Michigan standards
was used to turn them into the more general national standards set forth here.
These Proposed Model Standards have gone through several drafts, and have
been reviewed and commented on by national experts in guardianship and
protective services. TCSG adds its thanks to that already expressed by
Congressman Bonker in the opening pages of this document, for the valuable
comments and suggestions that were submitted.

While the Michigan standards were aimed at all guardians and
representative payees including individual family members and friends, the
national standards focus on practices of programs and individuals providing
guardianship and representative payeeship services as a business or social
service to live or more adult clients. Although family members and friends make
up the largest segment of persons providing guardianship and representative
payee services,

2
singly they do not have the potential to endanger the health,

welfare, and financial stability of large numbers of frail and vulnerable
individuals that professional service providers have. Furthermore, as these
service providers often receive public funds, it is paramount that they be
monitored to insure public monies are being expended for quality services.

I Technical Advisory Commrittee Members: Robert srown, University of Detroit School of Law;Mary Fates, Monroe Legal Services: Peggy Foumier, 0gemaw County Pubic Guardian: DohnHoyle, Washtenaw Associaton tor Retarande Cazens: Deborah Mattisona Michigan Proaecaion andAdvocacy Servic; George A. McCatlrney. Monroe Legal Services; Tam Mitter. Kalamazoo CourtlyGuardian, Inc.; Ken Moore, Area Agency on Aging, Region 1-B H=onorable Joseph J. Peroick,Probate Judge. Wayne County Probate Court: Jim Poetstra. Kent Courty Department of SocialServices: John Sherman-Jones, Alger County Department ot Socdal Services; Douglas Slade.Probate Register, Ingham County Probate Court: Honorabte Ale-asncer T. Strange, It. ProbateJudge. Clare-Gbadwtn Counties: Elizabeth C. Sulivan, Diision of Gerontology Services, HarperGrace Hospitals: Dan Thompson. School of Social Woik. western Michigan University.
2 The study Ir Michigan would suggest that 80% of guardians anrd representative payees arenon-professlonals. See Lauren Bardn List and Penelope A. Hommel. Hlsgallonn Sunifat
Praorams Praovardn Quiudarshin and Representative Payee Services in the State at Micrnag I
lAnn Arbor. MI: The Center tor Social Gerontology, 1987).
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Because guardianship services are provided by a variety of agencies
and individuals with a diverse range of funding sources, organizational
structures and management models, and according to differing laws and
regulations, not all standards provided here will be equally useful or applicable
in all states.

Keeping in mind the variation in states' laws and circumstances, efforts
have been made to make these standards both as specific as possible and
general enough that they can easily be adapted for state-specific use. In
addition, the standards attempt to strike a balance between giving guardians
and representative payees the independence needed to effectuate goals
appropriate to their clients' needs in accordance with particular circumstances,
while at the same time assuring high quality service delivery to all wards and
beneficiaries.

B. Implementation of the Standards

One important reason for focusing the national standards on professional
service providers is that this allows compliance to be achieved through the
agencies which fund them. The conditions of funding can include a
requirement of compliance. Enforcement and monitoring of standards
compliance by all guardians (including individual non-professional, single-ward
guardians), on the other hand, may necessitate that states make substantial
changes in legislation, regulation, and court rules. Such enforcement is also
likely to require expanded resources. Similarly, implementation through
funding sources allows for enforcement of the representative payee provisions
of the standards. Because appointment, monitoring, and dismissal of payees is
the province of the agency which administers the benefit payments, courts have
no direct authority over payees for federal benefits. However, since most
guardianship service programs also provide representative payee services,
funding agencies may mandate compliance with the standards as a condition of
funding.

This observation is not meant to discourage states from implementing
standards or developing enforcement mechanisms for all guardians and
representative payees by court rule or legislation. In tact, no single method for
implementation is contemplated by the authors or the Subcommittee. Perhaps
ultimately, state legislative changes accompanied by adequate appropriations
may be the most effective way to implement such standards. It is judges
operating under statute and court rule who have the ultimate power to demand
high quality guardianship services. Similarly, government benefit agencies
operating pursuant to statute and regulation have enforcement power over
representative payees.

Revision of these national standards so that they are applicable to all
guardians and representative payees -- not just professional service providers
-- is a relatively easy task, as many provisions would apply to any guardian,
whether a family member, friend, or organized program.3 With the exception of
some of the provisions in Standard 4, Standards 1 through 11 could generally
be applied to all guardians and representative payees.

In the U.S. Congress, several bills were introduced in the 100th
Congress and are expected to be reintroduced in the 101st. They would
require states to implement legislation to protect the rights of allegedly
incapacitated persons and persons already determined to be incapacitated.
One bill, H.R. 5266 'National Guardianship Rights Act of 1988," was introduced
by Congressmen Claude Pepper and Don Bonker, with a companion bill in the
Senate by Senators John Glenn and Paul Simon. A bill was also introduced by
Congresswoman Olympia Snowe. While the federal bills focus primarily on

3 In tact the Michigan Standards, upon which these standards are modeled, specifically indicated
those standards which would apply to non-program guardians These standards are available as a
model to states wishing to modify the national standards.
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procedural and due process protections related to establishing guardianships,
they also begin to address concerns about the provision of guardianship
services (e.g. training of guardians. qualifications of guardians).

If such legislation is adopted by Congress, all states would be required toexamine their state laws to determine the extent to which changes are needed
to bring those laws into compliance with federal requirements. Thisexamination of state laws would provide the perfect opportunity for a discussion
within each state of the need for guardianship performance standards. In theabsence of federal requirements. measures for standards implementation
should nonetheless be developed by all states.

C. The Proposed Model Standards Document

The standards document is comprised of three sections. It first definesterminology used in the standards. Attempts have been made to provideuniform terms to describe the variety of guardianship relations that may be
created. Because terms vary from state to state and even within states, thissection is crucial to an understanding of the standards. The use of jargon hasbeen avoided to the extent possible. In some situations. however, wherecertain terms have specific meaning for certain groups (e.g. 'normalization"),
and meaningful substitute terms could not be found, they have been included.The second section of the document sets out overriding fundamental principles
that should guide all decisionmaking by surrogates. And the third sets forth thestandards themselves.

Although the standards themselves focus on the duties of guardians andrepresentative payees after their authority has been imposed, an integral andcrucial part of encouraging maximum sell-reliance and independence is thecontinual need to explore and implement less restrictive alternatives toguardianship and representative payeeship where appropriate. The authorshave tried to reflect this overriding duty throughout the standards. It shouldremain foremost in the minds of all persons who serve individuals facingpossible state-imposed interventions.

For ease of reference, the most important language within the provisionsof the standards has been highlighted with underlining. The standards
document does not reflect any particular state statute. Provisions are based ona general understanding of guardianship laws around the country.
Nonetheless, it is expected that there will be instances in which a particularprovision does not fit within the practices and laws of a particular jurisdiction. Itis hoped that the general intent of all provisions is clear so that those which donot fit a particular state situation can be modified accordingly.

Ill. BACKGROUND DISCUSSION OF KEY ELEMENTS AND
PROVISIONS OF THE STANDARDS

This background discussion is presented to enhance understanding andappreciation of the meaning and intent of the standards and their underlying
principles. It examines the considerations that went into formulating specificprovisions of the standards. This examination includes, where appropriate, adiscussion of the comments and suggestions of reviewers, the rationale for thecurrent provision, and, where useful, examples or suggestions on the use ormeaning of particular provisions. Not all standards provisions are examinedbelow. Only those provisions that engendered some controversy or wereparticularly drifficult to formulate are discussed.

A. Cornerstones of the Standards:
Definitions and Underlying Philosophy

COMMENTS ON THE DEFINITIONS

To be able to read and interpret the standards accurately and to discusstheir benefits and costs meaningfully, it is important to have a clearunderstanding of the meanings of terms used therein. The importance of thedefinition section becomes even greater in light of the fact that terms used todescribe guardians and the guardianship process vary greatly among andwithin states. Similarly, terminology used to describe representative payees
varies among agencies.



176

The definition section attempts to set forth uniform terms to describe the
various surrogate decisionmaker relationships covered by the standards. In
addition, the authors have tried to define important concepts -- e.g. 'best
interests.' 'least restrictive," 'least intrusive, 'normalization," 'substituted
judgment' -- which, although frequently cited, are not commonly or easily
defined. Finally the definition section defines words which have special
meaning within the context of the standards -- meaning which does not always
coincide with the normal usage of the term.

Set out below is an examination of selected terms found in the definition
section, including, where appropriate, a brief explanation about the derivation of
the meaning adopted for use in the standards.

(1l "Best Interests" is a term which is commonly used when describing
surrogate decisionmaking but which is seldom clearly defined. The definition
adopted for the standards describes the goals of actions and decisions
undertaken 'in the best interests' of the ward or beneficiary. These goals --
focusing on the implementation of the least intrusive, most normalizing, and
least restrictive course of action -- are to act as guideposts to surrogate
decisionmakers, restricting the surrogate's discretion to do anything (s)he thinks
is in the "best interests of the ward or beneficiary. The definition also requires
consideration of the wards or beneficiary's desires. The definition makes it
clear that a 'best interests' criteria should only be applied in surrogate
decisionmaking if reliable evidence of the ward's or beneficiary's views prior to
appointment of the surrogate decisionmaker are not known -- i.e. if a substituted
judgment standard cannot be used.

Some reviewers of the standards believe it is inappropriate to consider
current desires of the ward or beneficiary when using a 'best interests" test.
They suggested that any consideration of the person's wishes demanded that
decisions then be made pursuant to a substituted judgment standard. It is the
position of the drafters that current desires of wards and beneficiaries have a
place within both principles of decisionmaking. In the context of 'substituted
judgment, current desires of the ward or beneficiary are evidence of opinions
and desires prior to appointment of the guardian or representative payee.
Where such opinions or desires are known, surrogate decisions should attempt
to effectuate these desires. In the context of "best interests," current desires are
not evidence of prior wishes, but are instead just one factor among many that go
toward determining what is in the best interests of the person. A decision
contrary to current stated desires may have drastic adverse effects on the
psychological or emotional well-being of the person, no matter what its
beneficial physical effects may be.

It is important to note that although "best interests" and "substituted
judgment" are theoretically discrete and different decisionmaking methods, it
may be more appropriate to see them as opposite ends of a continuum. In the
middle, there is a gray area where it may be difficult to distinguish between
decisionmaking pursuant to a best interests test and decisionmaking based on
a substituted judgment principle.

(4) "Facility" has been defined very broadly to encompass residential
and institutional settings that limit to some degree the independence and
autonomy of the resident. Specific settings meeting this criteria are
enumerated. Generally such settings are subject to state licensure
requirements. Because nomenclature varies greatly around the country, the list
given here may be inappropriate within a particular state or may omit a setting
that should be included. The list of facilities set out in this definition should be
modified where necessary, to accurately describe settings that fit within the
overall purpose of the definition.

(5) "FiducIary" is a difficult term to define. The definition in this
document is a very broad one derived from definitions found in Black's La
Dictionaly.

(6) "Funder" is defined as any organization or agency (private or
governmental) which funds guardianship or representative payeeship services.
Increasingly, social service agencies, counties, area agencies on aging, courts,
and other governmental and private entities are funding the provision of such
services. Funding agencies have a duty to assure that services are being
appropriately provided. The funder is given a potentially large role in
implementing and monitoring compliance with these standards.
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(7) "GuardIan- is used very broadly in the standards. It Includes anysurrogate decisionmaker appointed by the court. It describes both the surrogatewho makes personal care decisions and one who makes financial decisions forthe ward, as well as someone who has been given authority to make bothpersonal care and financial decisions. It encompasses surrogates with full andlimited authority, and surrogates with temporary and long-range authority.Terms vary greatly from jurisdiction to jurisdiction and even within them. Othercommonly used terms include 'conservator' and 'committee." Furtherdelineation of the various kinds of guardianship relations is given in thedefinitions of "Guardian of the Estate,' 'Guardian of the Person.' "PartialGuardian," 'Plenary Guardian," "Stand-by Guardian," and "TemporaryGuardian.'

(11) "Least Intrusive" and (12) "Least Restrictive" describeprinciples of decisionmaking. Both terms stress the need to allow the ward asmuch freedom and autonomy as (s)he has capacity for, while still providingadequately for the needs of the ward. "Least intrusive" describes the need toavoid all unnecessary interference with freedoms, while "least restrictive"describes the need to place as few limits as possible on individual rights andpersonal Ireedoms.

(13) "Normalization" is a term of art which is familiar to professionalsworking with persons with developmental disabilities. The term is not asfamiliar to those working with older persons. Although attempts were made toavoid the use of jargon wherever possible, no meaningful substitute could befound for this term, and thus it has been included. In this instance, although theterm is not commonly used in all disciplines, the principle is one that should beapplied to all ward and beneficiary populations. It stresses the need to allow allpersons the opportunity to engage in activiies, and live in conditions, which areculturally and socially accepted as normal in mainstream society.

(14) "Objective Third Party" defines individuals to be consulted byprograms in particular instances, as described by the standards. Requiringconsultation with such individuals assures an extra measure of security to theward when particularly serious decisions are being contemplated. Thedefinition describes individuals who have no affiliation to the program whichcould Influence their advice on the matter for which they are being consulted.

(17) "Program" defines the individual guardians and representativepayees, the agencies, and organizations who are expected to follow the ModelStandards set out in this document. It Includes any person or organization thatacts as surrogate decisionmaker for more than five (5) persons and receivesmonies for such services, other than reimbursement for out-of-pocket costs. Thesecond half of the definition is meant to encompass volunteer programs, Inwhich individual unpaid volunteers may serve fewer than five (5) persons butthe agency that recruits, trains and monitors such volunteers has a totalcaseload of five (5) or more wards or beneficiaries.

The number of clients bringing a guardian or representative payee withinthe definition of program was set at five alter receiving numerous comments ona preliminary draft in which the number was set at ten. Several reviewersbelieve that any individual or organization that serves more than two or threepersons is really acting as a business and should put in place the proceduresrequired by the standards. In light of their comments, the number was loweredfrom ten to fve.

(19) "Representative Payee" is the term used in the standards todescribe anyone assigned to receive and handle government benefits onbehalf of another. Terms describing this surrogate relationship vary from onegovernment agency to another. Other terms include 'substitute payee' or'fiduciary."

(20) "Social Services" is defined here in light of a provision of thestandards which prohibits providers of guardianship and representativepayeeship services from also providing housing, medical, or social services.The intent of that provision is to avoid potential conflicts of interest which mayadversely affet the services delivered to wards. Comments on the conflict ofinterest provision advised defining "socal services." The crux of the matter iswheth_ r case managem nt services are included within the definition of social
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services and are therefore servics wh]ch a guardianship or representative
payeeship program is prohibited from rendering. Pursuant to the adopted
definition, any social service which is provided as an alternative to guardianship
is not a prohibited social service. This would include case management
services, when and it they are provided, as an alternative to guardianship.

These standards require that programs investigate and, wherever
possible, implement alternatives to guardianship. It would be contrary to this
fundamental precept to forbid guardianship programs from providing
alternatives to guardianship. Accordingly, those services which avoid the need
for guardianship are exempted from the definition of social services. However,
a word of caution here is necessary. Alternatives to guardianship may be less
desirable than guardianship if they are not truly voluntary. Social service
alternatives, such as case management come with their own potential abuses
and dangers if they are coercively or otherwise inappropriately implemented.

(22) "Stand-by Guardian' describes a guardian that is ready and
waiting to step in, in the absence of the initially appointed guardian. Although
not all state laws provide for such a guardian, use of a stand-by guardian can
be helpful for handling emergencies and periodic absences in single staff
programs.

(23) -Substituted Judgment" is the preferred principle of
decisionmaking pursuant to these standards. Decisionmaking pursuant to a
substituted judgment principle recognizes the ward's or beneficiary's inherent
right to self-determination. It requires guardians and representative payees to
honor, where known, the particular and even idiosyncratic wishes of the
individual ward or beneficiary expressed prior to appointment of the guardian or
representative payee. As noted in the discussion on "best interests," the current
desires of the ward or beneficiary should also be considered as they may shed

Jight on prior wishes.

.E3 (25) "Ward" describes anyone for whom a "guardian" has been
appointed. Just as with the terms that describe the guardian, the terms used to
describe the person for whom a guardian is appointed vary from jurisdiction to
jurisdiction. Other terms include 'incapacitated person," 'incompetent person,.
*conservatee,- and "protected person."

COMMENTS ON THE FUNDAMENTAL PRINCIPLES

The second section of the standards document sets down fundamental
and overriding principles which should govern the behavior of all guardians
and representative payees. Because it is not possible or even desirable to
prescribe behavior of guardians and representative payees in all
circumstances, the fundamental principles section attempts to state broad goals
and philosophies to guide performance of their duties. These principles stress
the importance of granting every individual the maximum autonomy which (s)he
is capable of handling. These principles should remain constant in the minds of
guardians and representative payees. The nine fundamental principles are
briefly discussed below.

(1) Guardianship and representative payeeship programs are
required to implement, provide, and actively seek out alternatives
to guardianship where appropriate. This report emphasizes the
importance of alternatives to guardianship. The use of appropriate alternatives
can ensure persons a greater measure of self-determination than that allowed
by use of guardianships. Many alternatives allow the person to choose the
surrogate decisionmaker, to limit the scope and focus of his/her surrogate
decisionmaking power and to determine when the power to make decisions will
begin and/or end. In addition, in setting up alternatives the person often can
provide insights and guidance into the manner and criteria by which they wish
decisions to be made.
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Many communities have guardianship programs but do not have anyindividuat or organization that can provide alternative surrogate decaionmaidngservices. When persons in these communities find themselves in need ofsurrogate decisionmaking assistance, they will necessarily be placed underguardianship (or. at the least, representative payeeship) because they cannotdo without some measure of assistance and no less restrictive alternativeservice is available. For this reason it is crucial that communities begin toimplement programs providing afternatives to guardianship. To ensure thepromulgation of such programs, the drafters have put the onus on guardianshipprograms. If they cannot find appropriate alternative services in theircommunity, they must strive to implement such services. It is the drafters beliefthat such alternative services must go hand-in-hand with the provision of morerestrictive guardianship services.

(2) The guardian or representative payee shall actively worktoward the goal of limiting or terminating the surrogacy,encouraging the appropriate restoration, maintenance, ordevelopment of maximum self-reliance and Independence In theperson. This principle is intended to remind guardians and representativepayees that the purpose of the guardianship or representative payeeship goesbeyond maintenance. The goal should be restoration of independence ordevelopment of a person's maximum potential for independence. This principlecomplements the first principle in that it requires proactive efforts by thesurrogate to work toward removing restrictions on independence, In manyinstances these efforts will lead to implementation of less restrictive alternatives.

Without such a philosophy there is the danger that guardianship andrepresentative payeeship will become mechanisms for warehousing vulnerablepersons. Neither mechanism should ever be viewed as the beginning of theend for the ward or beneficiary, or as a means to handle a troublesomeindividual. The danger of such warehousing increases where services areprovided by programs. Family members or friends providing surrogate servicesgenerally have a personal interest in the welfare of the one individual for whomthey are acting. This may not be the case when services are provided byprograms. Program staff may have no personal relationship with clients; and, inmany instances, program caseloads are large and staff have limited time andresources to devote to individual clients. These circumstances in combination,may lead to pressures to provide minimal services necessary to maintain thestatus quo of the individual. Recognizing the dignity of the person and the rightof every individual to determine his or her own future wherever possible, it isparamount that guardians and representative payees continually strive to betterthe lives of their clients by encouraging mechanisms or courses of action whichlead, wherever possible, to an increase in or a return to independence.

(3) The guardian or representative payee shall engage Insurrogate decision-making pursuant to the principle of substitutedjudgment or, In the absence of reliable evidence of the person's
desires, pursuant to the best Interests of the Individual. This thirdfundamental principle describes preferred criteria for decisionmaking. Kt sets upa two-tier decislonmaking structure, allowing surrogate decisions to be basedon best Interests only if It has been determined that reliable evidence on whichto base a substituted judgment decision does not exist. This decisionmakingsystem recognizes the uniqueness of each person and attempts to dignity thatindividuality by focusing on the volition of each client. The surrogate is requiredto make attempts to determine what the client's desires would have been insuch a situation. Only where there is no reliable evidence of the client's priorviews should decisions be made based on what social norms deem to be thebest interests of the individual. The Important role that current desires of theperson play In both 'best interests' and 'substituted judgment' decisionmakinghas previously been discussed. (See the discussion of -Best Interests. )

(4) The guardian shall maintain the person In the mostnormalized and least restrictive appropriate environment. The fourthprinciple guides guardians with respect to decisions about the ward'senvironmental circumstances. In keeping with the focus on maximizingindependence and honoring individuality, the guardian is to make every effort toensure that the environment allows the ward the maximum degree of freedomappropriate to the wards needs and offers the ward culturally normativecircumstances and opportunities.
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(5) The guardian or representative payee shall not exceed the
bounds of legally granted authority. The filth principle clearly states that
the authority of the guardian and representative payee is limited to only those
duties which have expressly been assigned to them. Whatever rights and
powers have not been delegated to the guardian or representative payee
remain with the individual and are beyond the scope of the surrogates
authority.

The distinction between powers which remain with the individual and
powers which have been delegated to the surrogate. although seemingly
simple, may in practice frequently be hard to discern. This is especially true in
those instances in which the surrogate decisionmaker has power over the
finances of the individual. Power over financial affairs realistically puts power
over personal affairs into a guardian's or representative payee's hands.
Pursuant to this principle, however, the guardian or representative payee is
prohibited Irom using solely financial decisionmaking authority to intluence the
handling of personal care. For example, a representative payee does not have
the power to withhold money from the beneficiary until the beneficiary has found
suitable housing or until the beneficiary agrees to follow a regimen of
prescribed medication. The temptation to coerce behavior that the guardian or
representative payee believes is in the best interests of the person must be
resisted. If a ward or beneficiary persistently engages in activities which
evidence the need for greater surrogate authority, that authority should be
property obtained, either with the consent of the individual through use of an

alternative to guardianship, or through court or benefit agency appointment of a
surrogate dedsionmaker with the specific authority to handle the matters In
question.

(6) All wards and beneficiaries shall be accorded equal
procedural protections and safeguards. The sixth principle recognizes
that statutes, regulations, case law, and court rules have created artificial
distinctions In the treatment of persons, based on the categorization of their
incapacitating disability. For example, in Michigan there are two statutes
governing the imposition and duties of a guardian. One statute covers persons
with developmental disabilities and the other statute covers all other
incapacitated persons. As a result, the procedure for obtaining a guardian and
the authority, duties, and limits of a guardian vary depending upon the
categorization of the proposed ward's disabitty. This principle recognizes that
the effect of the guardianship on the individuars freedoms and autonomy is the
same, whether the individual is developmentally disabled, mentally ill, or
elderly, and requires that all individuals, no matter what their diagnosis, be
accorded equal treatment.

This principle is not Intended to deny any person the procedural
protections or safeguards provided under state or federal law. If the law
provides greater procedural protections to one group than are provided by
these standards to all wards and beneficiaries, these standards are not
intended in any way to supersede that law. It is suggested, however, that this
principle would call for an evaluation of such state or federal law to see if
protections provided under that law should be extended by statute or through
guardianship standards to all categories of wards and beneficianes.

(7) Alt wards and beneficiaries shall be delivered services In
keeping with the standards regardless of their financial status or
ability to pay for such services. Several reviewers thought this was an
unrealistic principle. They felt that the realities of limited funding would prohibit
programs from being able to comply with such a principle. In response to this
concern, it should be noted that this principle does not require that services to
all clients be equal. Instead it requires that the services and provisions for
decisionmaking mandated by the standards be provided to all cients equally.
regardless of their ability to pay. It does not prohibit the provision of additional
or more costly services, not required by this document, to a wealthier client.

Nonetheless, the reviewers have raised a valid issue. These standards
require the provision of high quatity, labor Intensive services; and such services
will not come cheap.- Programs cannot meet the requirements of this principle,
and the standards as a whole, if they do not receive adequate funding and
support. Therefore, this principle is as much a mandate to funders of
guardianship and representative payeeship services as it Is to providers.
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(8) A guardian or representative payee shall treat the ward or
beneficiary with dignity and respect. This principle seems so simplistic
as to be almost trite. Yet it is dear that guardians and representative payees do
not always observe it. Treating the ward or beneficiary with dignity and respect
implies more than speaking to them politely, It also means that guardians and
representative payees must value the feelings and the opinions of wards and
beneficiaries and must seek to determine the same. They must respect the
privacy of the ward or beneficiary to the maximum extent possible. They must
make every effort to treat the ward or beneficiary with the same respect and
consideration they would give to an individual who was not the subject of a
guardianship or representative payeeship. Such treatment conveys and
validates feelings of value and worth in the ward or beneficiary and serves to
remind the surrogate of the Inherent worth of each client.

(9) A guardian or representative payee shall keep
conftidentlal the affairs of the ward or beneficiary. The ninth and last
principle recognizes the great deprivation of privacy that occurs upon
appointment of a surrogate decsionmaker. The imposition of guardianship or
representative payeeship necessarily reveals the individuars affairs to the
surrogate decisionmaker and to the scrutiny of the agency making the
appointment. To preserve the right of privacy of the individual as much as
possible, the surrogate decisionmaker shall not reveal information about the
individual or his/her circumstances unless such revelation fits within one of
three specified exceptions.

The first exception recognizes that the affairs of the individual must
necessarily be revealed to the agency or court which appointed the surrogate
so that such agency or court can monitor the performance of the surrogate and
can make future determinations as to the continuing need for the surrogacy. A
second exception occurs where the client is capable of giving informed consent.
In such a case, information may be released upon obtaining lull and voluntary
consent to the release from the client. For example, a client subject to a
guardianship of the estate might give the guardian consent to release financial
information for the purpose of qualifying for pubtc housing.

The last and broadest exception allows for the release of information
when such release is in the best interests of the ward. For example, a client
who is subject to full guardianship may not be capable of giving knowing
consent to the release of medical information to a treating physician. If such
information is necessary to the treatment of the ward and such treatment Is in
the best interests of the ward, the guardian should release such information for
that limited purpose. Because this exception is so broad, guardians and
representative payees should be careful to keep in mind the need to balance
the continual pressure to reveal information about clients to an unending host of
individuals and agencies against the client's right to confidentiality. It goes
without saying that this principle would prohibit idle chatter about client affairs
with friends or family.

B. Background Discussion of Key Provisions of the Standards

The third section of the standards sets forth the specific provisions which
describe the duties and obligations of a guardianship or representative payee
program.' As noted above, program' is defined as an individual or

organization that receives funding or compensation for guardian or
representative payee services provided to five (5) or more persons. Nominal or
token compensation or reimbursement for proper and necessary expenses
does not place a guardian or representative payee in the category of a program.
More and more individuals and organizations are beginning to provide
guardianship and representative payee services as a business. Because of the
potentially grave effect poor or improper surrogate services could have on the
many people served, these businesses must provide an extra measure of
service and security to clients.

Background on some of the individual provisions of the standards is set
out below.

Standard 1. Duties of the Guardian of the Person. The first
provision discusses the duties of the guardian who is responsible for making
personal care decisions for the Individual. The standard lays out a broad range
of possible duties the guardian may have. The entire standard, however, is
prefaced with the cautionary phrase [wjhere the guardian ... has been granted
such authority by the court. . .- indicating that such duties are not to be
undertaken unless the guardian has been given plenary authority over the
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person or unless (s)he has been given the authority to undertake the-particular

duty at issue. A new section was added to Standard 1 11(A)(6)] as a result of

reviewer comments. This section recognizes that the guardian of the person

may also have responsibility to handle limited funds of the ward. When the

guardian of the person has such responsibility, Standard 1(A)(6) requires

adherence to all the requirements of Standard 2, pertaining to the dutids of the

guardian of the estate.

Standard 2. Duties of the Guardian of the Estate. As in

Standard 1, this standard is prefaced with the caution that listed duties can only

be exercised where the guardian has been given the appropriate authority.

Also, as a result of reviewer comments, a new section 12(A)(5)] was added to

Standard 2. This provision requires the guardian of the estate to allow the ward

to manage funds as is appropriate, in order to encourage and foster maximum

independence in the ward.

Standard 3. Duties of the Representaiive Payee. The specifics

of this provision engendered no comment. However, one reviewer suggested

that it was awkward to handle both guardianship and representative payeeship

standards in a single document. She noted that the two mechanisms are

different and that guardianship/conservatorship standards should be higher

than standards required of a representative payee.

The drafters agree that, ideally, separate standards should be

promulgated for representative payees. However, given the fact that no

standards currently exist for representative payees, the drafters believe it is

important to develop and include provisions dealing with representative payees

in this document. The power of the representative payee, although intended to

be limited, in reality may be quite broad. If the representative payee manages

benefits representing the bulk or all of the income of the person, the

representative payee may effectively exert control over a wide range of the

beneficiary's personal affairs and decisions. Control of an individuars money

provides control over the individual. This made the drafters believe it was even

more important to promulgate standards for representative payees. Perhaps, at

some future time, a separate document concerning representative payeeships

only will be developed.

As a final note, any confusion caused by handling both guardianship and

representative payeeship standards in a single document may be outweighed

by the convenience and ease of having to refer to only one document. Many

surrogate service providers provide both guardianship and representative

payee services. Having all standards in a single document may be more

convenient, thereby promoting the use of the standards.

Standard 4. Avoidance of Conflict of Interest. This standard sets

forth those activities or relationships that a program shall not undertake, in order

to avoid a conflict of interest, or even the appearance of a conflict of interest.

Because many of the provisions within this standard engendered heated

debate, each provision is discussed separately.

Standard 4(Al(1I prohibits a program from providing housing, medical, or

social services to a person if that program also provides guardianship or

representative payee services to the individual. Provision by a single entity of

both surrogate decisionmaking services and housing, medical, or social

services raises several problems.

First, a surrogate decisionmaker who stands to benefit financially from

services received by the ward or beneficiary may be influenced to provide such

services even where they are not truly needed. The impetus to implement

unnecessary services may exist even where the program does not receive

payment from the client for services. This is because continued public funding

for services provided free to clients often depends upon a program's ability to

demonstrate the continuing or increasing need for such services. This subtle

pressure upon service providers to generate clients may be enough to put them

into a conflict situation if they also have responsibility for making decisions

about services needed by wards or beneficiaries. Second. a surrogate

decisionmaker will find it hard to advocate for needed improvements in

services, if such services are being provided by the surrogate decisionmaking

agency. For example, the operator of a board and care facility (e.g. adult foster

care facility, residential care facility) who receives and dispenses the personal

needs allowances for residents of the facility (for whom the operator also serves
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as guardian or representative payee) may not object to the failure ofbeneficiaries to receive their personal needs allowance. A less extremeexample would be the guardianship program which also provides homemakerservices. That program may be unable to fully advocate for improvements In thedelivery of homemaker services (e.g. strengthened regulations) because of theirinvolvement in the provision of such services.

At the current time, it appears that many guardianship and representativepayee programs provide additional services, namely social services, whichwould put them in violation of the provisions of this standard. To answer someof the concerns of these programs, the provision provides an exception to theprohibition. Where a program can demonstrate that strict application of thisprovision would cause a hardship to a ward or beneficiary -- e.g. there is onlyone agency capable of providing both services -- that program may receive alimited waiver to provide both services. Some of the reviewers, however, wereconcerned about the potentially huge loophole the waiver provision couldcreate. In response to these concerns, a sentence has been added thatrequires the waiver-granting agency to design specific procedures for thegranting of waivers. These procedures must require a showing of hardship tothe ward or beneficiary before a waiver will be granted.

Because of local variations in surrogate service provision and inimplementation and enforcement of standards, it was unnecessary to furtherdefine the procedures for granting of waivers. States that adopt their ownversion of standards should consider delineating further the procedure forgranting waivers. If waivers become the rule rather than the exception, the localcommunity or state should work to implement additional and separate programsto provide the services which are the cause of the potential conflict and forwhich the waivers are being granted. Repeated waiver granting should be seenas only a temporary measure.

Finally, many guardians who have reviewed the standards raisedquestions about the definition of social services. Specifically, they askedwhether it was intended to preclude the provision of case managementservices. As noted in the discussion of definitions, social services, as definedherein, do not include alternatives to guardianship. It would be contrary to thefundamental principles to forbid guardianship programs from providingalternatives to guardianship. Accordingly, those services provided in an effort toavoid the need for guardianship are exempted from the definition of socialservices. In general, this would mean that guardianship and representativepayee programs may also provide case management as an alternative service.ft is important to note, however, that case management services are not a truealternative if they are not voluntarily accepted. Such services, because of theabsence of court scrutiny, can potentially be more dangerous than guardianshipservices, if they are coercively and inappropriately imposed.

StandaraL4A)(2 prohibits a program providing formal advocacy servicesfrom serving as guardian or representative payee to any person. This provisionraises concerns similar to those raised by Standard 4(A)(1). A formal advocacyprogram providing guardianship and representative payee services will find itdifficult to challenge its actions as guardian or representative payee. Thestandard gives three examples of the kind of advocacy seMce which should notprovide surrogate services: legal services providers, ombudsman programs,and Protection and Advocacy Services (i.e. for the mentally ill and thedevelopmentaily disabled). Reviewers suggested additional advocacy servicessuch as associations for retarded citizens, mental health associations, alliancesfor the mentally ill, and organizafions of retired persons which should also beincluded within the prohibition. After much debate, these additionalorganizations have not been included as examples of formal advocacyservices.

As the term is used here, formal advocacy services are publicly-fundedservices which have as their primary purpose the protection of individual rights.The services named in this provision all provide specialized services which arenot easily obtained from other service providers. The groups suggested byreviewers did not fit within this strict definition of formal advocacy groups. Theintent of the prohibition against advocacy programs providing surrogatedecisionmaking services is to leave open to vulnerable wards and beneficiariesthe services of these specialized agencies. To interpret formal advocacyservices too stringently is likely to rule out some of the best qualifiedguardianship and representative payee service providers. Because theguardianship and representative payee standards set out here require vigorousadvocacy efforts, programs with expertise in advocacy should not automaticallybe excluded. However, where those programs offer specialized advocacyservices which cannot easily or appropriately be delivered by another agency,the danger of closing off advocacy avenues for vulnerable wards andbeneficiaries requires. that such programs be prohibited from providingsurrogate decisionmaking services.
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Standard MAIO prohibits programs from acting as the petitioner in a
guardianship proceeding, or serving as guardian ad fitem or as court-appointed
visitor or investigator in a guardianship proceeding. This conflict-of-interest
provision prevents the guardianship program from being in a position to
influence a guardianship hearing or its outcome. It is important to remember
that these standards apply to surrogate decisionmaking programs, and
therefore this provision would in no way prohibit a family member trom filing a
guardianship petition for a relative. This provision does not limit the prohibition
against involvement in the appointment process to those cases in which the
program will be appointed guardian. The drafters of the standards beteve that
a blanket prohibition is advisable in order to avoid any chance that a
guardianship program might instigate or affect a petition and then subsequently
be named as guardian.

A few reviewers objected to a prohibition on guardianship programs filing
petitions for guardianship. They indicated that in some locales the
guardianship program is the only entity available and willing to file petitions for
some individuals. A reviewer from California indicated that in her state the
conflict of interest issue was resolved by the requirement that a petition contain
specific statements, from an agency other than the filing agency, about the need
for guardianship. A reviewer In Michigan suggested that this provision was
unnecessary because the judge hearing the petition should be capable of
distinguishing appropriate from Inappropriate petitions.

These comments notwithstanding, the prohibition has been retained.
The drafters and the majority of reviewers believe that the prohibition provides
one more very important safeguard against the possibility of improperly
imposed guardianships. In addition, the authors' research indicates that most
guardianship programs are extremely busy and have very high caseloads. This
prohibition would force communities to consider and use an alternate service
provider to petition for guardianship, thereby allowing guardianship programs to
concentrate exclusively on providing services to their existing wards.

Standard 4(ALi4) prohibits commingling program funds or staff members'
personal funds with the funds of a ward or beneficiary. As noted in the text, this
provision does not prohibit consolidation of clients' funds in joint accounts.
Several reviewers indicated that such commingling of client funds should be
prohibited as the possibilities for abuse are too great. In this instance, the
drafters have been convinced by guardianship service providers that the
benefits of allowing consolidation outweigh the potential dangers. However,
the provision also notes that such consolidation shall only be permitted where
the program has personnel with expertise in accounting procedures. The
program must keep accurate individual accountings of the funds in the joint
account and must credit each client the interest that his/her funds have earned.
Finally, the standards provide an extra safeguard by requiring annual audits of
funds in the account for at least a random 20 percent of clients.

Standard 4iA)16S prohibits a program or its staff from borrowing funds
from, or lending funds to, a ward or beneficiary. In response to comments
received from reviewers, the drafters added language to this provision to allow
no-interest advances to clients made for the purpose of off-setting a short-term
emergency situation. For example, occasionally clients' checks will fail to arrive
when scheduled. In such cases, the program may make a no-interest advance
to the client until the funds arrive. The provision also permits loans if approved
by the court or the benefit-administering agency.

Standard 5. Rights of Wards and Benefticiaries. Pursuant to this
standard, guardians and representative payees are required to inform clients of
those rights which they still retain. The rights which all wards retain are
enumerated in Standard 51Af1l - (i8. Additional rights, which may depend on
the scope of the power granted and upon the laws of the jurisdiction, are
enumerated in Standard 5(A1I91 - (131. The provision currently requires the
guardian to request guidance from the courts with respect to such additional
rights. If this provision is adopted within a particular jurisdiction, it is suggested
that the additional rights of wards in that jurisdiction be clearly specified in the
standards document or compiled in a list for distribution by guardianship
programs, rather than asking programs to consult with the judge in every case.
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As a result of comments by reviewers, language has been added to
Standard 5(A) and Standard 5(B) that would require guardians and
representative payees to inform clients of their rights both orally and in writing.
Notification of rights should occur even where it appears that clients are
incapable of understanding the notification. In addition, the program is required
to obtain the client's signature on a copy of the written rights document and to
deliver that copy to the court or the agency administering benefits. The purpose
of this language is to try to ensure that clients are truly and meaningfully notified
of their rights. If the client is incapable of signing, a disinterested third party can
sign indicating that (s)he witnessed the delivery of both an oral and written
explanation of rights to the client. At least one reviewer stated that asking the
client to sign such a document would be meaningless and would likely frighten
the client. This is certainly an issue which should be considered when adopting
or implementing these provisions. Nonetheless, the drafters have retained the
provision for lack of a better safeguard to ensure clients are properly notified of
their rights. If a jurisdiction has a system which can better ensure proper
notification of their rights -- e.g. using court personnel to explain rights to wards
-- the drafters would applaud the use of that system.

Standard 6. Initial Steps. This standard examines the activities
which must be undertaken upon appointment. To deliver quality surrogate
decisionmaking services, surrogates must have in-depth knowledge of their
wards -- what forms of support they have; what support they need; what their
values, desires and beliefs are; what financial resources they have; their health
status; and so forth. Acquisition of this information requires the guardian to
engage in factfinding and investigation, as detailed in Standard 6(A)(4) and {11.

Standard 6(A)(8) stresses the importance of drafting and following a
client plan that outlines the goals for the guardianship or representative
payeeship. This is valuable in that it encourages a goal-oriented rather than a
maintenance approach to the surrogate's duties. As a result of reviewers'
suggestions, this provision requires participation of clients in formulation of
plans to the extent possible. The specific issues to be addressed by the client
plan were suggested by reviewers and borrowed in part from the Model
Guardianship and Conservatorship Statute, prepared by the Developmental
Disabilities State Legislative Project of the American Bar Association
Commission on the Mentally Disabled (1979) §§17(2)(a) - (b). These issues
stress the use of least restrictive interventions, conditions and services, and the
need to make plans suited to the unique situation of the ward or beneficiary. In
order to ensure the plan is seriously devised and conscientiously followed, the
provision calls for review of the initial client plan at the next scheduled review of
cases and for submission of the plan to the court or benefit agency, as well as to
other relevant parties. Submission of the plan to these agencies or persons
allows for third party monitoring of efforts to implement the plan.

Standard 7. Personal Contact and Ongoing Responsibillties.
This standard lays out the day-to-day, ongoing duties of the surrogate
decisionmaker. Sitandard 7 reiterates the need to monitor the client plan set
out in Standard 6(A)(8) and to make changes to that plan as required by
changes in the client's circumstances. Standard 7(B) stresses the importance
of cooperation between and among surrogate decisionmakers. The duties of
guardian of the person, guardian of the estate, and representative payee are
not always delegated to, and exercised by, the same individual or program. For
example, a bank or law firm may act only as guardian of the estate. Duties of
guardian of the person might be delegated to a family member or a local
guardianship program. In order to ensure the needs of the ward are met, these
two decisionmakers must work together. For example, the guardian of the
person may need to ask the guardian of the estate for additional or
extraordinary funds in an emergency situation. If these different surrogate
decisionmakers cannot work cooperatively, the client may suffer. The need to
work cooperatively, however, should not prohibit one surrogate decisionmaker
from informally monitoring the work of another and, if necessary, reporting
improper conduct to the court, benefit agency, funding source, or other
appropriate monitoring or advocacy agency.

Standard 7(C) and Standard 7fD1 discuss the visitation requirements of
surrogate decisionmakers. Because surrogate decisionmakers have
tremendous powers and are granted authority to determine important matters
for another, it is crucial that they be fully apprised of the person's circumstances.
To be so apprised requires regular contact with the person and others
responsible for his/her care.
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In trying to set a minimum standard of visitation, some reviewers noted
the variety and uniqueness of each client's circumstances. In many instances
the need for visitation may depend upon the power exercised by the surrogate
(the greater the power, the more need for contact), the living situation of the
client (clients in the community generally require more assistance than clients in
supervised settings), the availability of family and other support systems, and
the stability of the client's circumstances (health, functional abilities, finances,
etc.). Some guardians indicated that it is inappropriate to set any visitation
requirement; and that requiring prescribed visitation of all clients might limit the
time available to visit clients with more pressing needs.

Guardians also raised practical problems with respect to visitation of
clients who are very far away. In some situations, clients may be moved out of
the county or even out of the state without a change in surrogate
decisionmakers. In Michigan, for example, it is not unusual to have a public
guardianship program with a client 300 miles away. In implementing visitation
requirements, some thought must be devoted to the handling of visitation when
clients are living at a great distance from program offices. In most
circumstances, it would be best to have the court in the jurisdiction in which the
client is located appoint a nearby surrogate.

Standard 7C) requires that guardians of the person -- surrogate
decisionmakers who may be asked to make such Important decisions as what
medical treatment a ward will receive or where the ward will live -- visit with
wards at least monthly. Originally Standard 7(C) contained an. alternative
provision which stated: 'Guardians of the person shall attempt to have
meaningful visits with their wards no less than once a month, but shall visit at
teast once quarterly. If wards are not visited at least once monthly, the guardian
shall have monthly telephone contact with the ward or some individual in
personal contact with the ward. This altemative provision is viewed by many
guardians and funders of guardianship services as more realistic given the
large caseloads of many guardianship programs. All seemed to agree,
however, that the preferred standard would be monthly visitation.

In an effort to set out an ideal standard of visitation, only the provision
requiring monthly visitation Is retained. Jurisdictions that cannot realistically
expect guardianship service providers to meet a monthly visitation requirement
may wish to temporarily adopt the aitemative quarterly visitation provision.
However, this should only be a provisional measure. If quality guardianship
services are to be provided, programs must have the staff and resources to visit
all wards for whom they serve as guardian of the person at least monthly.
Without such frequent contact, the program cannot ensure wards that sufficiently
informed decisions will be made on their behalf. It is important to note that this
minimum should not become a maximum. Many wards may be in
circumstances where their conditions are changing so rapidly that more
frequent visitation is required.

Standard 7(C) also requires quarterly visitation for guardians of the
estate and representative payees. Because these surrogate decisionmakers do
not have the power to make the personal care decisions granted to the
guardian of the person, the visitation requirement need not be as stringent. In
general there was liltle opposition to the requirements of this provision. Again.
however, it is worth noting that the guardian of the estate or the representative
payee, through the power they exercise over money, may greatly affect the life
of the client. Accordingly, this requirement should also be regarded as a
minimum. It circumstances dictate more frequent visitation, such visitation
should be undertaken.

Standard 7D) describes the activities to be undertaken it visitation is to
be meaningful. Some guardianship service providers objected to the term
meaningful visit." They felt that 'meaningful visit' did not suggest the significant

and serious nature of the contact described in this provision. After searching
long and hard for a substitute term, the term meaningful visit' has been
retained. While 'meaningful visir may have unintended connotations to some.
the drafters have no better alternative term. Others who subsequently adopt
these standards may wish to give the matter further thought.

The only other comment on this provision suggested that meaningful
visits did not have to be limited to visiting at the ward's current residence, and
that guardians should be encouraged to take wards for outings appropriate to
the wards capabilities. While the drafters would encourage such personal
interaction between the guardian and the ward. the visitation provision requires
observation of the ward's circumstances and conferences with caregivers. In
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order to comply with these requirements, the guardian must spend at least partof the visitation time at the ward's residence. -Having done so, there is noreason that guardians should not be encouraged to spend additional time withwards outside the residence.

wiatdhard jE addresses the need to keep a written record of contactswith the client and with other care providers. This is necessary for manyreasons. First, a program serving many clients cannot expect to remember thecircumstances and the actions taken on behait of individual clients. In order toensure continuity and consistency in the services provided, the surrogate mustkeep a record of impressions, plans, actions taken, decisions made, etc.Second if the program has a number of staff, the same staff person may notalways handle the affairs of a particular client -- e.g. in an emergency, whenregular staff is on vacation. when there is staff turnover, or when duties for clientcare are split among stall. Third, records of contact facilitate case review andreporting to the court.

Finally, Standard 71F0 reminds the surrogate of Fundamental Principle 2requiring the surrogate to work toward maximizing the autonomy andindependence of the person.

Standard 8. Ward's living Situation. The guardian of the personhas the authority to determine the residence of the ward. Decisions aboutwhere the ward will reside are among the most crucial guardianship decisions,in terms of the effect on the well-being of the ward. The provisions in Standard8 stress the need to carefully assess and monitor the living situation of the ward.Criteria for assessing the living situation are set out in Stanadard8(A. Theylocus much attention on quality of life (e.g. opportunities to exerciseindependence) and other non-physical aspects of the living situation.

Standas 8(B) requires that moves to a more restrictive environment onlybe made after considering the criteria in Standard 8(A) and afier consultationwith professionals actively involved in the care of the ward. In addition theprovision strongly encourages the guardian to consult with an objective thirdparty. 'Objective third party' is defined in the definition section and in Standard8(B) itself. Examples of possible 'objective third parties' are given.

Staadard_8(C) addresses decisions to move a ward into a morerestrictive 'tacility.' 'Facility' is defined in the definitional section. Guardiansare restricted trom placing wards in settings which meet this definition withoutfirst getting the court's approval to do so. The manner in which this approval isobtained is not detailed in the standard. It could be a fairly informal procedureor it could be done in a formal hearing. The purpose of requiring court approvalis not to give the court the power to make decisions about wards placement, butinstead to have a mechanism for ensuring that these most important decisionsare made carefully and with tull consideration of the criteria provided for in thestandard. To this end, the guardian is required to make known to the court therecommendation(s) of the objective third party.

A very important caveat to this provision states that no guardian may'voluntarily" admit a ward to a facility for the inpatient treatment of persons withmental illness. The consent of the guardian is not the consent of the ward. Aguardian is appointed because the person does not have the ability to consent.Guardianship proceedings should not be used as a backdoor to commitment.Accordingly, the procedures for involuntary commitment required by the law ofthe jurisdiction must be followed to admit the ward to such a facility.

Standard 9. Securing Medical Services and AuthorizingMedical Treatment. These provisions contain guidelines for medicaldecisionmaking. Standards 9(A) and 9(B) set out general requirements for allmedical situations. Preventive medical intervention is stressed. Standard .,Arequires that the guardian actively promote the health of the ward. This is to bedone, in part, by obtaining annual dental and medical exams for wards. Somereviewers pointed out that in many instances wards may be without the funds topay for such exams. In those cases compliance with the standards will result inadditional expense to the program. This requirement has been retained despitethe likelihood of the additional expense that will result. The drafters believe thatannual exams are important enough that resources must be found to allow suchexams for all wards. A resourceful program may be able to identify physiciansand dentists willing to provide pro bono (tree) exams to clients who are unableto pay.

97-857 - 89 - 7
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Standard g(B) sets out general criteria for any medical decisionmaking.
These criteria are listed in order of preference -- i.e. if the criteria in Standard
9(B)(1) are met, then the guardian has no need to examine other criteria listed
later. In compliance with the fundamental principles, these criteria require
observance of client wishes as expressed prior to appointment of the surrogate.
Therefore, specific declarations of intent -- e.g. living wills -- are controlling in
decisionmaking. If such specific intent is unascertainable, then the guardian is
to rely on substituted judgement decisionmaking. Only where no evidence of
prior wishes is available is the guardian to move to 'best interests'
decisionmaking. Additional factors to be considered in making a best interests
decision are set out in Standard 9(B)(3).

Standards 9(C), 9(D), and 9(F) categorize various medical treatment
decisions by order of seriousness. Different decisionmaking procedures are
required by each category, unless the client has executed a living will or other
declaration of intent which addresses the particular decision to be made. It
state law requires the guardian to engage in a different decisionmaking
procedure, such law overrides the requirements of these provisions., If a
jurisdiction chooses to adopt these standards, it is expected that specific
standards provisions made inapplicable by state law would be deleted.
Standard 9(E) discusses emergency medical decisionmaking. Each of these
provisions is discussed briefly below.

Standard 9Q sets out those decisions which can be made upon the
recommendation of one doctor and do not require a second opinion. These
decisions involve routine medical and dental procedures and administration of
minor medications.

Standard 9(DI sets out those decisions which are so serious that they
cannot be made without substantiating opinions of two examining physicians.

Standard 9(F) sets out those decisions which require prior approval of
the court. These are decisions which may advance the death of the ward or
seriously affect the ward's fundamental right of privacy. A number of questions
were raised by reviewers about this provision, and some reviewers believe that
the court should not be involved in medical decisionmaking of this nature. The
following arguments against this provision were advanced.

Reviewers opposing it argued that its adoption would have great
financial and administrative costs to the guardian and to the courts, and that
courts do not have the time or resources to make these decisions. To require
the guardian to go to court would often mean long periods of waiting for a
decision which may come too late to benefit the ward. They also indicated that
requiring court approval of such decisions takes time away from other important
and more appropriate affairs of both the guardian and the court. In addition they
noted that courts do not have any expertise which makes them better
decisionmakers than guardians: and the decision rendered by a judge may be
highly arbitrary and may be influenced heavily by personal beliefs and values of
the judge.

Opponents also argued that wards' interests are adversely affected by
the requirement of court approval. Not only may the court's crowded docket
prevent quick and satisfactory resolution, but the mere fact of having a court
make the decision may be harmful. The principles upon which these standards
are founded stress the importance of treating the ward as much like a person
who is not subject to a guardianship as possible. Requiring that persons with
guardians have their medical affairs decided in a court of law does not comport
with this philosophy. What is normally an intensely private and personal
decision is made into a public matter involving several parties.

This provision has been retained despite these very important objections.
In response to the issues raised by the reviewers, the following thoughts are
offered. First, this provision may indeed involve financial and administrative
costs to both the court and the guardian. The drafters believe, however, that
such costs cannot be avoided in light of the need to guarantee wards that these
most serious and extraordinary decisions are not made lightly.

Second, the drafters agree that courts do not have expertise in making
medical decisions. However, this provision does not ask the court to make the
decision. Rather the court is asked to approve the decision made by the
guardian. It is intended to be a check on the guardian -- i.e. to ensure the
guardian has consulted with all necessary medical professionals, the ward,
and, where appropriate, the wards family or friends: and to ensure that the
guardian is applying the correct criteria for decisionmaking. Because of this
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limited role of the court, the drafters believe that court approval can be obtainedwithout a large investment of time. The guardian must gather the information tobe relayed to the court in any event if the decision is to be thoughtfully made. Itis important to note that the types of decisons included under this provision --e.g. use of experimental treatment -- will not likely be made in emergencysituations so that courts will have time to render decisions. It is fully expected,however, that where a medical issue needs to be decided quickly, courts wouldact accordingly.

Third, the intrusiveness of a court hearing is acknowledged, but aguardianship is by its very nature an intrusive proceeding. The ward's affairsare necessarily subjected to scrutiny in the imposition of the guardianship. If weare going to continue to protect persons whom the court has determined are inneed of protection, then the requirement of court approval for very seriousmedical interventions is a justified intrusion on the privacy of the ward. It shouldalso be reiterated that these standards apply to guardianship programs. Inrequiring that only program guardians go to court for approval of such medicaldecisions, we are not interfering with the personal decisionmaking of family andfriends who act as guardian.

Standard LQ requires that in emergency situations the guardian abideby provisions of Standard 9 to the extent there is time to do so. In no event,however, may the guardian make any decision with respect to emergencymedical care without first consulting with the treating or attending physician.

Standard 10. Disposition of Property. This provision providesguidelines on the disposition of both real and personal property. It sets outdecisionmaking criteria to guide the guardian in determining when suchdisposition is appropriate. Standard tld requires that the guardian obtaincourt approval before disposing of real property of the ward. The harm that canoften be done by inappropriately or prematurely selling a person's home isimmeasurable. Il is reasonable to assume that the ward will interpret such asale as evidence that he/she will never return home and will see it as the lastnail in the coffin.' Physical and psychological consequences may then causethe ward's tears to come true.

Standard 11. Death of a Ward or Beneficiary. This provisionexplains the activities to be undertaken upon the death of a client. Some of theprovisions of this standard may go beyond statutory duties of the guardian --e.g. making funeral arrrangements. The drafters believe, however, that wherepermitted by the court, guardians should nonetheless engage in this activitybecause there is often no belter-suited person to make such arrangements.

Standard 12. Programmatic Requirements. This provision dealswith the procedures and practices necessary to the operation of a qualityguardianship or representative payee program.

Standard 1V2A) requires that the program have sufficient staff toadequately carry out the duties required by these standards and by the lawsand authority pursuant to which appointment was made. Reviewers were askedto comment on the advisability of including a minimum staff-to-client ratio toensure that programs were adequately staffed. In addition, reviewers wereasked to suggest such a ratio. Many reviewers approved of the notion of a ratio.They were unsure however what that ratio should be. Those reviewers that hadideas about numbers suggested ratios of 1 to 30. 1 to 35, and t to 50. Otherssuggested that the ratio should vary from program to program, or should vary inaccordance with the complexity of the cases handled by a particular staffmember. One reviewer suggested that in addition to having a staff-to-clientratio, no program office should be responsible for more than 500 clients.

Studies and anecdotal evidence would suggest that the majority ofguardianship and representative payeeship programs have staff-to-client ratioswell above the numbers suggested by reviewers. In those instances, asignificantly lower staff-lo-client ratio might protect overburdened stall.However, this decrease cannot occur without an increase in funding resources.One guardian, paid from client funds, noted that she must have at least a 50-ward caseload to 'eke out a living.' Yet as one reviewer noted 'to do the jobcorrectly, there must be a very low staff-to-client ratio. Whether programs canexist under these circumstances is an open question.'
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The issue of setting a caseload limit was also raised at a conference

attended by guardians. Based on feedback from conference attendees as well

as the comments of reviewers, the drafters have decided not to include a staff-

*o-client ratio. Conference participants argued that maximum caseload size

necessarily varied, depending on a number of factors that ofen could not be

Dredicted. These factors included many of the issues noted in the discussion of

visitation requirements, for example:

the geography of the area being served (it clients are spread
geographically, more time must be expended in visitation and
consequently fewer clients can be served);

-- the number of clients in institutional placement as opposed to

placement in the community (generally clients in the community
require more assistance than clients in an institutional setting);

-- the stability of the caseload (a good deal of time is expended in the
initial stages of case-handling);

the work that program staff does which is unrelated to particular
guardianship cases (e.g. diverting cases from guardianship);

the power exercised by the surrogate (the greater the power, the more
time must be expended on the case); and

the stability of ciients circumstances (the handling of clients with
many problems requires a good deal of time).

Conferees also noted that a staff-to-client ratio may not necessarily protect
overburdened guardians. The ratio could instead have a negative effect on the

guardian's ability to deliver services by becoming a driving force in the system.
Although one guardian may have the ability to handle 30 wards, another may

only be able to handle 15. A staff-to-client ratio might be used to demand that
the guardian handling 15 wards take on additional wards that he/she cannot

serve adequately.

The removal of a staff-to-client ratio from these proposed model

standards is not meant to preclude adoption of such a ratio in circumstances
where the variables noted above are better known. For example, a program

providing only guardianship of the person services to older persons living in the
community in a particular city may be better able to determine what an
appropriate staff-to-client ratio is for that program.

Standard 12 (B. requires that all staff having responsibility for client care

and/or the handling of client finances undergo a criminal record check and a
reference check. Surrogate decisionmakers are given the power to exercise
great control over the person and the money of another. It is crucial that anyone
given such power be trustworthy, responsible, and honest. This provision

forbids a program from hiring or retaining staff who have been convicted of a

crime evidencing reckless or intentional disregard for the property or person of

another. The standard of 'reckless or intentional disregard for the property or
person of another is used in lieu of a category of crime -- e.g. a felony. The

crimes within a particular category vary from jurisdiction to jurisdiction. In

addition, not all crimes within a particular category are of a nature which

evidences bad character. Nonetheless, the standard of "reckless or intentional

disregard for the person or property of another is not without its own problems.
One reviewer commented on the broad nature of this standard, noting that it

could be argued that a guardian convicted of speeding has committed a crime

evidencing 'reckless or intentional disregard for the person or property of
another." Programs or jurisdictions adopting these Model Standards may wish
to further define Standard 12(B).

Standard 12(Cl requires programs to implement alternatives to

guardianship where such alternatives are not currently available in the
community. The reasons for such a provision have already been detailed in the

discussion to Fundamental Principle 1. At the suggestion of a reviewer, this
provision also requires that the program engage in activities to educate the

community on the appropriate use of alternatives and the risks and advantages
of each, as alternatives to guardianship are not without their own dangers. The
provision also lists the alternatives that a program must implement if they are

not already available in the community.

Standard 1 2L addresses training requirements for professional staff --
i.e. staff directly involved in the provision of guardianship services. This
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provision defines staff to include both paid staff and volunteers. As one
reviewer aptly noted, volunteers require a lot of staff time if they are to be
effective. Their services are not without cost. Unless the program is willing to
commit staff to recruiting, training, monitoring and supporting volunteers, it is
probably best to use volunteers only in the performance of discrete tasks such
as clerical help in the office, acting as a friendly visitor to clients, or helping
clients with transportation needs. If volunteers are used in that manner, they will
not require the full training set out in these standards.

This provision sets out curricula for initial training of surrogates and
requires that such training be at least 30 hours in length. Additional annual
training must be at least 8 hours (a full day) in length. The draft of standards
sent to reviewers had a requirement of 20 hours of orientation training and 15
hours of continuing education. Reviewers suggested that 20 hours of
orientation training was not sufficient. The current 30 hour/8 hour requirement
was set after examining training and education requirements of other
professions. The 8 hour continuing education requirement is not to be
interpreted as the ideal for continuing education. It is considered to be the
minimum that should be expected of surrogate decisionmakers, taking into
account the pressures of their work.

Standard 12 (1 is largely the product of reviewer suggestions. In order
to guarantee clients quality service, staff must have the ability to quickly access
information on each client served by the program. This information allows staff
to fill in for absent co-workers. It allows for effective review of cases by both staff
and court, and it allows for a smooth transition if a staff worker leaves the
program. Not only must all files be easily accessible, but the information within
files must be kept in an orderly and pre-arranged location.

Standard 13. Fees. This provision attempts to ensure that all fees
charged by the guardian or representative payee are reasonable. This
provision sets a limit on the amount of fees which the surrogate can take and
sets out criteria for determining when such fees may be taken. In general, fees
may not be taken if the client's income is at or below the current federal poverty
level. The provision requires that all fees be reasonable and be approved by
the court or agency which appointed the guardian or representative payee.
Fees also may not be taken if to do so will reduce the client's personal needs
allowance permitted under certain benefit programs. In some jurisdictions
guardians can take fees from Medicaid-eligible clients whose total income goes
to payment for their care. The client's patient-pay amount is reduced by the
amount of the guardianship fee, and Medicaid picks up a greater share of the
reimbursement. The client is therefore left in no worse position because, with or
without payment of the guardianship fee, the client only has discretionary
income in the amount of the currently mandated personal needs allowance.

Several guardians have criticized the use of the federal poverty level
income guideline to determine when fees may be taken. They have argued that
wards can have incomes below the federal poverty level and nonetheless be
accruing significant savings. If the ward has savings, these guardians believe
they should be allowed to use them to cover their costs in providing services. In
addition, guardians have noted that wards' resources and assets should be
considered in deciding whether a fee can be collected. In spite of these
suggestions, the drafters have decided to stay with the income test: and any
savings of clients with incomes at or below the poverty level should be used to
meet their current or future needs. Even clients with fixed expenses may need
or want to buy personal items. Similarly, if proceeds from the sale of resources
such as houses, cars, stocks and bonds, etc., can be used to pay surrogate
fees, the surrogate may be influenced to dispose of such items. Putting
surrogates in such a conflict of interest could easily lead to abuses. The drafters
recognize that additional problems of using a strict income standard will likely
reveal themselves as the standards are implemented. Further consideration of
the matter should be made by jurisdictions or programs that adopt the
standards.

This provision also limits the fees surrogates may collect to 5 percent of a
client's income. This limit applies to the rendition of ordinary services. If the
surrogate renders extraordinary services -- e.g. selling a house or other large
property -- the surrogate should petition the appointing agency for guidance on
the fee for such service. The primary issue in drafting this part was not what
percentage the limit should be, but whether any limit should be set. It has been
argued that a ceiling on fees will become a floor, and all surrogates will expect
to receive 5 percent of the client's income, no matter how minor their services
and no matter how large 5 percent may be. Nonetheless, upon the
recommendations of reviewers, the 5 percent cap has been maintained.
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Information available to the drafters indicates that programs have an
endless variety of ways to determine tees. Some charge an hourly rate; some
charge a flat fee: and some take a percentage of the client's income. Some
collect fees at the end of the year: others take a fee every month or every
quarter. The 5 percent limit is not meant to force programs into any particular
method of calculating or taking fees. Programs should continue whatever
method they have determined to be reasonable, provided that no ordinary tee
ever exceeds 5 percent of the client's income.

At one time the drafters considered inclusion of a requirement that
programs serve a minimum percentage of clients at no cost to the client. The
provision was to be aimed at publicly-funded programs. Because this provision
would only have further burdened laudable publicly-funded programs while
allowing privately-funded programs to turn away poor clients, this requirement
has been dropped. Its consequences on both publicly-funded and proprietary
programs is difficult to predict. The drafters did not want to recommend such a
policy without further study of its effects. In place of the contemplated provision,
'programs are encouraged to provide pro bono services to indigent clients."

Standard 14. Review of Cases. This standard focuses on review of
individual cases handled by a program as opposed to a review of the program
itself. Program review is addressed in Standard 15. Standard 1 4(A addresses
the frequency, method, and criteria for case review by staff. Reviewers were
asked to comment on the requirement that staff engage in case review at least
monthly. All reviewers that commented approved of the monthly requirement.
The monthly review needs to include only a sampling of cases. However, every
case must be reviewed at least every 6 months. If staff cannot review all cases
every six months using a monthly system, reviews may have to be done more
frequently. In fact, the drafters would suggest that the monthly review period is a
minimum and that programs interested in providing quality services should
have more frequent reviews.

Review is required even where the program is staffed by only one
person. The single staff program is required to review cases with an objective
third party, a representative of the funder, or a community advisory committee.
When review is conducted by, or with the assistance of, persons who are not
program staff, this provision requires that identifying information on any
documents be masked to protect the confidentiality of clients. Given the
logistical and practical problems of getting together with the non-program
reviewer, case reviews for a single staff program need occur only quarterly.

StandardA.41.) requires that a program allow a review of a sampling of
cases by a committee of objective third party reviewers at least every 6 months.
This committee could consist of legal services attorneys, social workers,
families of persons subject to surrogate decisionmaking, former clients of the
program, doctors, nurses, and other persons who have an interest in, or an
understanding of, the issues involved in the provision of such services. It is
hoped that such individuals would be willing to volunteer their time to such an
endeavor and that therefore the cost would be minimal. In all cases of outside
review, the provision calls for masking client identifying information to protect
client confidentiality. At the suggestion of a reviewer, this provision requires the
program to invite court personnel to sit on the committee. The program must
also invite court staff to review on their own all, or a sampling of, program
guardianship cases annually.

One reviewer suggested that the filing of an annual report with the court
might make outside review unnecessary. The drafters disagree. First, studies
indicate that courts often do not have the time or resources to monitor the filing
of reports or to adequately evaluate reports which are tiled. Secondly, the
review contemplated by this provision is a much more in-depth review than that
which can be provided by the court in most circumstances.

Standard 15. Review of Program. This provision requires an
annual review of the program and sets out the criteria for that review. The
individual(s) or organization which performs the review is left open, provided
such individual(s) or organization is not affiliated with the program. The
standard provides suggestions on possible reviewers. A jurisdiction adopting
this provision may wish to specify a reviewing individual or agency. Some
jurisdictions are currently contemplating the creation of a separate board to
oversee and monitor the provision of guardianship services. If such a scheme
were in place, the board might be able to assume the function of annually
reviewing programs. Such a scheme has obvious benefits but will probably be
somewhat costly, even if board members volunteer their time. As in the case
with Standard 14, the provisions of Standard 15 address issues of
confidentiality that arise in program review.
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DEFINITIONS

As used, unless the context requires otherwise:

(1) "Best Interests" means that course of action which, in the absence of
reliable evidence of the ward's or beneficiary's views prior to appointment of
the surrogate decisionmaker, is the least intrusive, most normalizing, and
least restrictive course of action possible given the needs of the individual
ward or beneficiary. In considering the needs of the ward or beneficiary, due
weight shall be given to the desires and objectives of the ward or beneficiary.

(2) 'Beneficiary' means a recipient of government benefits for whom a
representative payee has been appointed.

(3) "Client" means a person for whom a program has been appointed
guardian or representative payee.

(4) "Facility" means an adult foster care facility, a congregate home, a
convalescent home, a home for the aged, an institution or community
residential program, a long term care unit of a hospital, a mental hospital, a
nursing home providing intermediate and/or skilled care, a psychiatric
hospital or psychiatric unit, a regional center, or any similar facility which is
licensed by the state.

(5) "Fiduciary" means an individual, agency or organization that has agreed
to undertake for another a special obligation of trust and confidence, having
the duty to act primarily for another's benefit and subject to the standard of
care imposed by law or contract.

(6) "Funder" means an agency, organization, or governmental unit
contracting with or reimbursing a program for its services as guardian or
representative payee.

(7) "Guardian" means an individual or organization named by order of the
court to exercise any or all powers and rights over the person and/or the
estate of an individual.

(8) "Guardian of the Estate" means a guardian who possesses any or all
powers and rights with regard to the property of the individual.

(9) "Guardian of the Person" means a guardian who possesses any or all
powers and rights with regard to the personal affairs of the individual.

(10) "Interested Person" means an adult relative or friend of the guardian or
beneficiary, or an official or representative of a public or private agency,
corporation, or association concerned with the person's welfare.

(11) "Least Intrusive" means a mechanism, course of action, or situation
which allows the ward or beneficiary the greatest opportunity for autonomy
with a minimum of intervention.

(12) "Least Restrictive" means a mechanism, course of action, or
environment which allows the ward or beneficiary to live, learn, and work in
a setting which places as few limits as possible on the ward's or beneficiary's
rights and personal freedoms and is appropriate to meet the needs of the ward
or beneficiary.

(13) "Normalization" means making available to wards or beneficiaries the
patterns and conditions of everyday life which are valued by society and
which are as close as possible to the normal or usual patterns of the
mainstream society.

(14) "Objective Third Party" means any individual, agency or organization
which has no interest, financial or otherwise, in the resulting actions or
services undertaken pursuant to a particular guardian's or representative
payee's decision, and is not involved in the day-to-day delivery of services to
the ward or the operation of the program as a whole.

(15) "Partial Guardian" means a guardian who possesses fewer than all of the
legal rights and powers of a plenary guardiam.
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(16) 'Plenary Guardian" means a guardian who possesses the legal rights and
powers of a full guardian of the person, or of the estate, or both.

(17) "Program' means an individual, agency, or organization that provides
guardianship or representative payee services to five (5) or more individuals
and receives funding or compensation, other than reimbursement for out-of-
pocket costs incurred in providing services, or acts at the direction of an entity
that receives funding or compensation for services provided as a guardian
and/or a representative payee.

(18) "Property' means both real and personal, tangible and intangible, and
includes anything that may be the subject of ownership.

(19) "Representative Payee" means an individual, agency, or organization
named by a governmental agency to receive government benefits on behalf
of, and for the benefit of, the beneficiary entitled to such benefits.

(20) "Social Services" means services provided to meet social needs. For
purposes of this document it does not include services which are generally
used to divert individuals from guardianship. The "alternative services"
which are exempt from this definition include power of attorney services,

trust arrangements, money management services, representative payeeships,
and case management services.

(21) "Staff" means paid and volunteer personnel.

(22) "Stand-By Guardian" means a person, agency or organization whose
appointment as guardian shall become effective without further proceedings
immediately upon the death, incapacity, resignation, or temporary absence or
unavailability of the initially appointed guardian.

(23) "Substituted Judgment" means the principle of decisionmaking which
requires implementation of the course of action which comports with the
individual ward's or beneficiary's known wishes expressed prior to the
appointment of the guardian or representative payee, provided the
individual was once capable of developing views relevant to the matter at
issue and reliable evidence of these views remains. Current opinions and
desires of the ward or beneficiary shall be examined and are relevant to a
determination of the ward's or beneficiary's views prior to appointment of
the guardian or representative payee.

(24) "Temporary Guardian" means a guardian whose authority is temporary.

(25) "Ward" means a person for whom a guardian has been appointed.

FUNDAMENTAL PRINCIPLES

The standards set out in this document are based on several fundamental and
overriding principles. These principles shall be observed by each guardian or
representative payee and shall be considered by the guardian or
representative payee when implementing and applying the standards set out
in this document. These principles are:

PRINCIPLE 1

Guardianship and representative payeeship programs are required to
implement, provide and actively seek out alternatives to guardianship where
appropriate. Guardians should always be searching for ways to use less
restrictive interventions to ensure that guardianship is only utilized where it
is truly needed. To foster the use and growth of alternative services,
guardianship programs should be required to provide such services in
addition to providing guardianship services. Alternative services should
include not only representative payee services but durable power of attorney
arrangements, trust arrangements, money management services, and case
management services.
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PRINCIPLE 2

A guardian shall actively work toward the goal of limiting or
terminating the guardianship. A representative payee shall actively work
toward dissolution of the representative payeeship. To this end, a guardian
or representative payee shall encourage the ward or beneficiary in the
appropriate restoration, maintenance, or development of maximum self-
reliance and independence. The purpose of the guardianship or
representative payeeship is restoration, maintenance or development of
independence and capacity, wherever feasible. Guardianship and
representative payeeship should not be viewed as enduring for life or as a
means to handle a troublesome individual.

PRINCIPLE 3

A guardian or representative payee shall actively pursue that course(s)
of action which comports with the principle of substituted judgment. Where
reliable evidence of the ward's or beneficiary's views prior to appointment of
the guardian or representative payee does not exist, a guardian or
representative payee shall actively pursue the best interests of the ward or
beneficiary, although these interests may conflict with the interests of the
community, neighbors, caretakers, families, and other third parties. In
pursuing the best interests of the ward or beneficiary, the guardian or
representative payee shall attempt to effectuate the desires and objectives of
the ward or beneficiary with respect to all matters, unless such desires or
objectives are clearly not in the best interests of the ward or beneficiary. The
focus of these standards is on honoring the client's volition as much as
possible. Even where volition is no longer clear, every attempt should be
made to determine what the client's desires would have been in such a
situation. Only where absolutely no evidence of volition exists should the
client be presumed to have wanted what social norms deem is in the best
interests of the individual.

PRINCIPLE 4

Where a guardian has such authority, a guardian shall maintain the
ward or, if necessary, move the ward to the most normalized, and least
restrictive, appropriate environment that manifests opportunity for
independence and autonomy. Not only should the guardian make every
effort to assist in decisionmaking in the least restrictive manner, but in
addition, the guardian should make every effort to ensure that the
environment in which the ward lives, works, and engages in recreational
activities is as free and culturally normative as possible.

PRINCIPLE 5

A guardian or representative payee shall not exceed the bounds of
his/her authority as described by the court and/or the laws and regulations
under which he/she is appointed. Whatever rights and powers have not
been delegated to the guardian or representative payee remain with the
individual. This distinction may seem simple but in practice a guardian or
representative payee may have trouble leaving decisions, over which the
guardian or representative payee has been granted no authority, to the ward
or beneficiary when the guardian or representative payee feels the ward or
beneficiary is not making the correct decisions. This is especially true in those
instances in which the surrogate decisionmaker has power over the finances
of the individual. Pursuant to this principle, a representative payee does not
have the power to withhold money from the beneficiary until the beneficiary
agrees to remain in suitable housing or until the beneficiary agrees to follow a
regimen of prescribed medication.

PRINCIPLE 6

All wards and beneficiaries, whether elderly, developmentally disabled,
mentally ill, or subject to some other categorization, shall be accorded equal
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procedural protections and safeguards. The standards set out in this
document attempt to avoid all artificial distinctions which may have been
aeated by statute. In some states there is more than one statute governing
the imposition of guardianship. The procedure for obtaining a guardian and
the authority and duties of the guardian will vary depending upon the
categorization of the proposed ward's disability - i.e. whether the individual
is developmentally disabled, mentally ill, or an older person. These standards
require like treatment of all individuals subject to similarly restrictive state
interventions.

PRINCIPLE 7

All wards and beneficiaries shall be delivered services in keeping with
the standards set out in this document, no matter what their financial status
or ability to pay for such services. This does not mean that an indigent client
must be provided with additional or more costly services not required by this
document (e.g. a live-in maid rather than chore services, transportation by
taxi rather than by bus, etc.). This principle requires that the services and
requirements of decisionmaking mandated by this document be provided to
all clients - whatever their financial status - who are served by programs
coming under the provisions of this document. For example, all clients are
entitled to second medical opinions pursuant to Standard 9(D) regardless of
their ability to pay for such consultation. This principle is meaningless if
programs do not have adequate resources to provide quality services to all
clients. This principle is as much a mandate to funders of guardianship and
representative payee services as it is to providers.

PRINCIPLE 8

A guardian or representative payee shall treat the ward or beneficiary
with dignity and respect.

PRINCIPLE 9

A guardian or representative payee shall keep confidential the affairs of
the ward or beneficiary, except: (I) for purposes of reporting to the court or the

agency responsible for administering the benefits which are the subject of a
representative payeeship; (2) when it is necessary to disclose such information

for the best interests of the ward or beneficiary; or (3) when the ward or
beneficiary, if capable, has given his/her informed consent to the disclosure of
such information. The imposition of a guardianship. or representative
payeeship automatically reveals the individual's affairs to the surrogate
decisionmaker and to the sautiny of the agency appointing the surrogate

decisionmaker. To preserve the right of privacy of the individual as much as
possible, the surrogate decisionmaker must not reveal information about the
individual or his/her circumstances unless such revelation is necessary to the
well-being of the individual.

STANDARDS PROVISIONS

STANDARD 1. DUTIES OF THE GUARDIAN OF THE PERSON

l(A) If the guardian of the person has been granted such authority by the
court, the guardian shall have the following duties and obligations to
the ward:

(I) To see that the ward IS aporopriatelv housed. Performance of this

duty shall involve consideration and compliance with the
provisions of Standard 8. Proper performance of this duty
requires the guardian to have frequent and meaningful visits with
the ward pursuant to the provisions of Standard 7.

(2) To ensure that provision is made for the support care, comfort
health, and maintenance of the ward. This includes the duty to
make certain that the ward has applied for any financial, health
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care, or other public or private benefits for which (s)he may be
eligible. To this end, the guardian has the duty to become
knowledgeable of, or seek out the assistance of, persons
knowledgeable of existing services and legal entitlements to which
the ward may be eligible. The guardian also has the duty to ensure
the availability of someone, either the guardian himself/herself or
another person, who has the knowledge and the ability to pursue
the application and appeals procedures, including administrative
and judicial procedures, necessary to obtain the entitlements.

(3) To make reasonable efforts to secure for the ward medical
psychological and social services. training education, and social
and vocational opportunities that are appropriate and that will
maximize the ward's potential for self-reliance and independence.

(4) To keep confidential the affairs of the ward except when it is
necessary to disdose such affairs for the best interests of the ward.

(5) To file with the court all reports required pursuant to state statute,
regulations, court rule, or the particular court pursuant to whose
authority the guardian has been appointed.

(6) To the extent that the guardian of the person has been authorized
by the court to manage the ward's property the guardian shall
adhere to the requirements of Standard 2.

(7) To carry out all other duties required by state statute, regulations,
court rule, or the particular court pursuant to whose authority the
guardian has been appointed.

STANDARD 2. DUTIES OF THE GUARDIAN OF THE ESTATE

2(A) The guardian of the estate shall have the duty to manage the ward's
property to the extent authorized by the court and by statute, court rule,
or regulation. In carrying out this duty, the guardian of the estate shall
maintain the ward's lifestyle to the extent possible. If the guardian has
the appropriate authority, this responsibility entails the obligation to:

(1) Act as the fiduciar of the ward. performing duties responsibly and
honestly for the benefit only of the ward (and where appropriate,
for the support of the ward's dependents), pursuant to the
confidence and faith with which the guardian has been entrusted.

(2) To keep confidential the affairs of the ward except when it is
necessary to disdose such affairs for the best interests of the ward.

(3) To keep accurate records of all payments, receipts, and financial
transactions undertaken on behalf of the ward.

(4) To ensure that all goods and services purchased on behalf of the
ward are properly delivered and rendered.

(5) To allow the ward the opportunity to manage funds as
appropriate. Many wards are capable of managing limited
spending money. Wherever possible wards should be afforded
this opportunity. Even if wards are prone to lose money,
providing them with small amounts of cash - e.g. $5 or $10 - may
be beneficial in promoting feelings of independence.

(6) To post and maintain a bond sufficient for the protection of the
ward's estate.

(7) To comply with all requirements of the court including, but not
limited to:

(a) the duty to file an inventorv of the ward's assets;

(b) the duty to file accountings and other reports as required by
the court.
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(8) To carry out all other duties and obligations required by state

statute, regulation, court rule, or the particular court pursuant to

whose authority the guardian has been appointed. This may

indude the duty to:

(a) apply the ward's income, principal and other resources for

the comfort and support of the ward and the ward's

dependents;

(b) prosecute or defend against legal actions in any jurisdiction

for the protection of the financial resources of the ward;

(c) perform contracts entered into by the ward before the onset of
the ward's disability;

(d) when authorized by the court, execute and deliver any bill of

sale, deed, or other instrument;

(e) settle, contest, or release daims against the ward;

(f) pay taxes and other reasonable expenses incurred on behalf of

the ward;

(g) invest funds of the ward, as would a prudent person

managing his or her own financial resources, for the ward's

future needs. Prudent investments include deposits in an

interest or dividend bearing account in a bank or trust

company, or in a savings and loan association if federally

insured, or otherwise insured in accordance with state law

requirements and United States obligations of which both the

principal and interest are guaranteed unconditionally by the

United States.

STANDARD 3. DUTIES OF THE REPRESENTATIVE PAYEE
4

3(A) The representative payee has the duty to receive and manage benefit

payinents on behalf of the beneficiary. This responsibility entails the

obligation to:

(1) Act as the fiduciary of the beneficiary with respect to those benefit

payments which the payee has been appointed to manage,

performing duties responsibly and honestly for the benefit of the

beneficiary, pursuant to the confidence and faith with which the

payee has been entrusted.

(2) To keep confidential the affairs of the beneficiary except when it is
necessary to disclose such affairs for the best interests of the

beneficiary.

(3) Sr-end avyments for the benefit of the beneficary. Payments shall

be spent for the following purposes and in the priority listed:

(a) for the current maintenance of the beneficiary. Current

maintenance includes costs incurred in obtaining food,

shelter, clothing, medical care, and personal comfort items;

(b) for the current maintenance of the beneficiary's legal

dependents

(c) if the expenses in (a) and (b) above have been met, to cover

ymst debts.

4 In generat, prmvisions in this document which pertain to the duties of representative payees can
only be enforced by the agency responsible for payment of benefits and appointment of the
payee. However an atematve method of ensuring comprtance is possible where payee services
are provided by a program funded by some source other than the wards or beneticiary's estate.
In those Instances, the lunders of such programs can require compliance with the representative
payee provisions of this document as a condition of continued fundaing.
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(4) After paying expenses listed in (3) above, invest, as would a
prudent person managing his or her own financial resources,
those funds remaining for the beneficiary's future needs. Prudent
investments include deposits in an interest or dividend bearing
account in a bank or trust company, or in a savings and loan
association if federally insured, or otherwise insured in accordance
with state law requirements and United States obligations for
which both the principal and interest are guaranteed
unconditionally by the United States.

(5) Ensure that all goods and services purdhased on behalf of the ward
are properly delivered and rendered.

(6) File accountings and other reports as required or requested by the
agency administering the benefits.

(7) Promptly notify the agency responsible for administering the
benefits on the death of the beneficiary or any other chanee in the
beneficiary's circumstances which may affect his or her
entitlement to the benefits.

(8) Keep accurate records of payments, receipts, and financial
transactions undertaken on behalf of the beneficiary.

(9) Carry out all other duties and obligations required by the agency
administering the benefits.

STANDARD 4, AVOIDANCE OF CONFLICT OF INTEREST

4(A) A guardian or representative payee shall avoid all conflicts of interest
and even the appearance of a conflict of interest. An appearance of a
conflict of interest arises where the guardian or representative payee
has a personal or agency interest which has the potential to adversely
affect the interests of the ward or beneficiary. Specifically:

(1) A program shall not provide housine. medical or socil services to
an individual if the program is also acting as guardian or
representative payee for that individual. The program's duty is to
coordinate and ensure the provision of all necessary services to
the ward or beneficiary rather than to provide those services
directly. To insure that the guardian or representative payee
remains free to challenge inappropriate or poorly delivered
services and to advocate vigorously on behalf of the ward or
beneficiary, the guardian or representative payee should be
independent from all service providers. As defined in this
document, social services does not include alternative services
that are used to divert individuals from guardianship. However,
where a program can demonstrate unique circumstances
indicating that no other entity is available to act as guardian or
representative payee, or to provide needed social services, a
limited waiver with regard to the provision of social services may
be granted by the funder, court or other monitoring agency as to
individual wards or beneficiaries. Procedures for granting such
waivers shall be designed by the waiver granting agency and shall
require a showing that in the absence of a waiver, hardship to the
ward will result.

(2) A program providing formal advocacy services shall not serve as
guardian or representative payee to any person. The possibility
that a ward or beneficiary might need the services of the advocacy
program in order to air grievances or to challenge actions of the
program in its capacity as guardian is too great to allow such a
program to provide guardianship or representative payee services.
This prohibition would exclude such programs as legal services
providers, ombudsmen, and Protection and Advocacy systems
from providing guardianship services.

(3) A program shall not act as the petitioner in a guardianship
proceeding. or serve as guardian ad litem or as court appointed
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visitor or investigator in a guardianship proceeding. Programs
should not be in a position to initiate or influence the
appointment of guardians.

(4) A guardian or representative oavee shall not commingle personal
or program funds with the funds of a ward or beneficiary. This
prohibition does not prohibit a guardian or representative payee
from consolidating and maintaining a ward's or beneficiary's
funds in joint accounts with the funds of other wards or
beneficiaries. However, if the guardian or representative payee
does so, (s)he shall maintain separate, accurate, and complete
accountings of each ward's or beneficiary's funds under his/her
control. Where an individual or organization serves several
individuals, it may be more efficient and cost-effective to combine
the individuals' funds in a single account. In this manner,
banking fees and costs are distributed among the individuals,
rather than being born by each separately, and higher interest can
be earned. The use of such joint accounts should only be
permitted where the guardian or representative payee has
available personnel with expertise in accounting procedures, so
that accurate records are kept of the exact amount of each client's
funds in the account and the interest which is attributable to each
individual ward or beneficiary. In addition, client accounts shall
be audited annually pursuant to Standard 12(J).

(5) A guardian shall not sell. transfer, convey or encumber any
interest in real or personal property to staff of the program. a
spouse of a staff member, a board member-of the program. a
spouse of a board member, an agent or attorney of the program. or
any corporation or trust in which the program or its staff has a
substantial beneficial interest unless the transaction is approved by
the court after notice to interested persons and others as directed
by the court.

(6) A program or its staff shall not borrow funds from, or lend funds
to. the ward or beneficiary unless the transaction is approved by
the court or the agency administering the client's benefits after
notice to interested persons and others as directed by the court or
the agency. This standard does not prohibit advances made to
clients for purposes of off-setting a short-term emergency
situation, provided that such advances are made at no-interest.

STANDARD 5. RIGHTS OF WARDS AND BENEFICIARIES

5(A) Rights of the Individual under a Guardianship

In general, a ward retains all legal and civil rights guaranteed to
residents under the State and United States Constitutions and all the
laws and regulations of the State and the United States except those
rights which by court order have been designated as legal disabilities or
which have been granted to the guardian by the court. These rights
include, but are not limited to:

(1) The right to exercise control over all aspects of his/her life not
delegated to a guardian by the court.

(2) The right to be treated with dignity and respect.

(3) The right to guardianship services suited to his/her condition and
needs.

(4) The right to privacy -- the right to privacy shall indude but is not
limited to the right to body privacy, the right to unimpeded,
private, and uncensored communication with others by mail and
telephone, and the right to visit with persons of his/her choice.

(5) The right to have personal desires. preferences, and opinions
given due consideration in decisions being made by the guardian.
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(6) The right to petition the court for termination or modification of
the guardianship - notification of this right shall include an
explanation of the steps necessary to initiate the procedure.

(7) The right to procreate.

(8) The right to bring a grievance against the program (see Standard
12(G)).

Depending on State law. the ward may also have additional rights. The
guardian has a duty to request guidance from the court with respect to
such additional rights and, where such rights are not clearly removed.
to inform the ward of the existence of such rights. These additional
rights may indude, but are not limited to:

(9) The right to marry.

(10) The right not to undergo sterilization solely for the purpose of
birth control.

(11) The rght to vo

(12) The right to execute a will. living will, durable power of attorney.
or any other declaration of intent.

(13) The right to retain an attorney.

The guardian shall work to help the ward attain these rights and shall
respect these rights at all times. Upon appointment, or at the first
meeting between the guardian and the ward, the guardian shall explain
the rights to the ward in a manner most likely to be understood by the
ward and shall deliver a written copy of these rights to the ward. The
guardian shall secure the ward's signature on a copy of the document
setting out these rights, which signature shall indicate that the ward
has been informed of his rights and delivered a copy of the rights
document. In no event shall the ward's signature constitute a waiver
of any of the ward's rights. The rights document shall contain a
provision stating the same. The guardian shall deliver the signed
rights document to the court. If the ward is incapable of signing, the
guardian shall obtain the signed statement of a disinterested third party
indicating that the guardian provided the ward with a copy of the
rights document and shall deliver this statement to the court.

5(B) Rights of the Individual under a Representative Paveeship

(1) An individual subiect to a representative payeeship retains all
rights guaranteed to State residents under the State and United
States Constitutions and all the laws and regulations of the State
and the United States with the exception of the right to receive
and manage those funds which are the subject of the
appointment.

(2) The representative payee shall explain to the beneficiary at the
first meeting of the beneficiary and the representative payee that
the beneficiary has the right to petition the agency which
appointed the representative payee for termination of that
representative payeeship. Notification of this right and an
explanation of the steps necessary to initiate the process shall be
made both orally and in writing. The representative payee shall
secure the beneficiary's signature on a copy of the document
setting out these rights, which signature shall indicate that the
beneficiary has been informed of his/her rights and delivered a
copy of the rights document. In no event shall the beneficiary's
signature constitute a waiver of any of the beneficiary's rights.
The rights document shall contain a provision stating the same.
The representative payee shall deliver the signed document to the
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funder of the program and/or to the agency which administers
such benefits. If the beneficiary is incapable of signing, the
representative payee shall obtain a signed statement from a
disinterested third party, indicating that the representative payee
has provided the beneficiary with a copy of the rights document
and shall deliver this statement to the funder and/or agency
administering benefits.

STANDARD 6. INITIAL STEPS

6(A) In the absence of need for immediate action, the guardian or
representative payee shall meet with the ward or beneficiary as soon
after the appointment as is feasible, but no later than two weeks
thereafter. At this first meeting, the guardian or representative payee
shall:

(I) Communicate to the ward or beneficiary the role of the guardian
or representative payee.

(2) Outline the rights retained by the ward or beneficiary and the
grievance procedures available to him/her. A written explanation
of the ward's or beneficiary's rights and the grievance procedure
shall be given to him/her and, upon request, to relatives, friends,
caregivers, and other persons designated by the ward or beneficiary
(see Standard 5).

(3) Assess the physical and social situation of the ward or beneficiary.
the educational, vocational, medical, and recreational needs, likes
and preferences, living conditions, and the support systems
available to the ward or beneficiary.

(4) Attempt to gather any missing necessary information regarding
the ward or beneficiary. A guardian shall document in writing the
following information as required by each individual case and as
permitted pursuant to the extent of his/her authority:

5

(a) client data. This includes such things as names, addresses,
and phone numbers of relatives, neighbors, friends and
physicians.

(b) functional status. A program having proper authority shall
make and record subjective evaluations of the ability of the
ward to function in terms of activities of daily living and
taking care of personal needs.

(c) medications. A program having proper authority shall
compile a list of all prescription and over-the-counter
medication administered to the ward or found in the ward's
residence. This list shall note the prescribing doctor, the date
the medication was issued, the dose size and the frequency
with which it is to be taken, the purpose for which it is taken,
and any possible side effects. It should also contain
observations about the ward's ability to self-administer
medications properly.

6(B) Immediately upon appointment or after the first meeting with the
ward. the guardian or representative payee shall complete intake by
gathering the following information and undertaking the following
activities:

5 The tat of intormatison to be gathered is dedved in part from the tis of inventory torms used by
Support Services to Elders, Inc., San Francisco, Caliornia. These forms are described and
duplicated in: Jack B. McKay and Chridstine Rouse, flfjicalion Manlial ISan Francisco: Support
Services for Elders, Inc.).

TWO-49
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(1) Physician's evaluation. Where the program has proper authority,
the ward's treating physician shall be asked to complete a medical
evaluation form. -This form shall provide the physician with a
checklist upon- which to note the ward's condition, treatment
(including the appropriateness of medication), and functional
status. If the ward has not been examined by a physician within
the last year, or if circumstances indicate that an examination is
needed, the physician shall be asked to examine the ward before
completing the form.

(2) Psychological evaluation if appropriate. Where the ward
demonstrates psychological dysfunction and the program has the
proper authority, a psychological evaluation shall be obtained.

(3) An inventory of property and income. A program having proper
authority shall list all the property of the ward, including the
amount and type of benefits currently received, the existence and
condition of assets, income, pensions, and other financial
resources and their location.

(4) An inventory of advance directives. A program having proper
authority shall obtain copies of all written statements of intent
made by the client. Such statements of intent would include, but
are not limited to, powers of attorney, living wills, and organ
donation statements.

(5) In general, a representative payee will only need information
necessary to insure that benefits are approOriately handled. This
will involve gathering information on beneficiary expenses and
may involve inquiries into the expenses of dependents and the
past debts of the beneficiary.

(6) Client budget. A program serving as representative payee or
guardian, and having proper authority, shall design a budget.
This budget shall be designed with the help and input of the
client.

(7) Notify relevant agencies and individuals of the appointment of a
guardian or representative payee. This would include notifying,
where appropriate to the scope of the authority granted, providers
of residential and in-home services, medical service providers,
financial institutions, social service providers, relatives, and
others.

(8) The proeram shall draft an individual client plan outlining the
goals of the program and the client, and the target date set for
completion of each goal. Plans shall address the unique situation
of the ward or beneficiary and shall demonstrate an adherence to
the fundamental principles set forth in this document. To the
extent possible, the client should participate in formulating the
plan. The client plan shall specify 6

(a) the specific problems and specific needs of the client;

(b) the appropriate least restrictive conditions and services
which are necessary to meet the client's needs;

(c) the means to be employed to meet the service needs of the
client -- both in the short-term and the longer term;

(d) the rationale for the provision of less desirable services;

(e) specification of staff responsible for obtaining or providing
needed services;

6 The tftoowing provisions of the clent plan were suggested by winsor Schmirdt, Director andAssociate Prolessor of Poticat Silence. Center for Heatth Services Research, Memphis StateUniversity, and Edca Wood, Assistant Stalf Director. AmerIcan Bar Association Commission onLegal Problenms of the Elderly. Proisions were also adapted ornm the Model Guardianship andConservatorship Statute. prepared by the Developmental Disabttes Stale Legislative Projec of
the ABA Commission on the Mentalty Disabled §,17(2)(a) * 'b) (1979).

97-857 - 89 - 8
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(0 the manner in which the guardian or representative payee
will exercise and share decisionmaking authority with the
ward or representative payee, where possible;

() the minimum conditions for limiting or terminating the
guardianship and/or representative payee service and the
probability of such an occurrence;

(h) such other items as will assist in fulfilling the needs of the
client and the duties of the guardian or representative payee.

The client plan shall be reviewed at the next scheduled review of cases
(see Standard 14(A)). The individual client plan shall be submitted to
the court or the agency responsible for administering the benefits
which are the subject of a representative payeeship and to any other
relevant parties as determined by the court or the benefit-
administering agency.

STANDARD 7. PERSONAL CONTACT AND ONGOING
RESPONSIBILIES

7(A) The guardian or representative payee shall formulate short and long
range Rlans for the ward or beneficary in accordance with Standard
6(B)(8) and shall engage in ongoing activities and responsibilities to
effectuate those plans. Through personal contact with the ward or
beneficiary, the guardian or representative payee shall continually
monitor the ward's or beneficiary's situation, assessing the continued
benefit of current plans. The guardian or representative payee shall
promptly make changes in the ward's or beneficiary's situation, or
secure services, in order to ensure that mechanisms, situations and/or
courses of action which comport with the principle of substituted
judgment are instituted or, in the absence of reliable evidence of the
ward's or beneficiary's views prior to appointment of the guardian or
representative payee, that mechanisms, situations and/or courses of
action which are in the best interests of the ward or beneficiary are
secured.

7(B) A program shall work cooperatively with other surrogate
decisionmakers. including another guardian and/or representative
payee, to further the interests of the individual.

7(C) Guardians of the person shall have meaningful visits with their wards
no less than once a month. Guardians of the estate shall have
meaningful visits with their wards no less than quarterly.
Representative yayees shall visit with beneficiaries no less than

Quarterl. Visits by guardians of the estate and representative payees
will be made for the purpose of ensuring that all goods and services for
which payment is made are properly delivered and rendered.

7(D) Where the guardian or representative payee has proper authority. a
meaningful visit shall consist of but is not limited to, the following
activities:

(I) Communication with the ward or beneficiary. In
communications with the ward or beneficiary, the guardian or
representative payee shall, where appropriate to the authority
granted, make every effort to ascertain the ward's satisfaction with
the current living situation, the extent of the ward's or
beneficiary's current disability or impairment, and the current
needs and desires of the ward or beneficiary.

(2) Conferences with service providers/caregivers. Where applicable,
this may include conversations with physicians, psychologists,
nurses, social workers, physical or occupational therapists,
teachers, and residence operators. If care conferences are held at
the living site, the guardian shall ask to be informed of their
scheduling and make every attempt to attend and participate in
care conferences concerning wards. If unable to attend, the
guardian shall obtain information about what occurred at the
conference.
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(3) Examination of any charts or notes kept regarding the ward.

(4) Assessment of the appropriateness of maintaining the ward in the
current living situation considering social, psychological,
educational and vocational, and health and personal care needs.
In making this assessment the guardian shall consider all other
factors listed in Standard 8.

(5) Assessment of ward's physical anpearance and psychological and
emotional state.

(6) Assessment of the repair, cleanliness, and safety of the living
situation.

(7) Assessment of the adequacy and condition of the ward's personal
possessions. This would include such items as clothing, furniture,
TV, etc.

7(E) The guardian or representative pavee shall keep a written summary of
all nersonal contact with the ward or beneficiary, whether in person or
by phone, and with other care providers. This summary shall be kept
in an orderly manner accessible for use by the program and for review
by the court and shall describe the date and approximate time of the
contact, the reason for the contact, the nature of the contact, and the
outcome or result of the contact.

7(F) Guardians and representative payees shall petition the court or the
agency for limitation or termination of the guardianship or naveeship
when the ward or beneficiary no longer meets the standard pursuant to
which the guardianship or payeeship was imposed, or when there is an
effective less restrictive alternative available.

STANDARD 8. WARD'S LIVING SITUATION

8(A) Guardian of the Person's Duty to Monitor the Living Situation

Where the guardian has appropriate authority, he/she shall carefully
monitor the living situation of the ward. The following factors should
be examined and evaluated in monitoring the ward's living situation:

(1) The ward's wishes with respect to his/her living situation.

(2) Where the ward is in a facility, the quality of life offered by that
facility. In making this determination, consideration should
include, but is not limited to:7

(a) the onportunity for active habilitation and rehabilitation to
maximize the ward's potential to return to independent
living. This includes, but is not limited to, the availability of
supoort services. physical therapy. occupational therapy and
counseling. and recreational, educational and productive
activities especially individually designed activities,
appropriate to the ward's needs and interests, designed to
promote opportunities for engaging in normal pursuits
including religious activities of the ward's choice;

(b) the atmosphere and physical condition of the living situation
including, but not limited to, such aspects as cleanliness,
freedom from pests, safety, comfort, homelike atmosphere,
availability of windows and light. availability of secure and
private closet space, accessibility to the outdoors, the setting

7 The Hst enumerated here is derived in pan from the Proposed Condiions of Participation of the
Health Care Financing Achinistration pubhshed in the Pederat Register, October 16, 1987.
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and surroundings in which the residence is located, and
upkeep of the buildings and furnishings;

(c) treatment of the ward by staff and other residents. This
should include consideration of whether the ward is treated
with dignity and respect and in an age-appropriate manner;

(d) the appropriateness of the peer group

(e) opportunity for privacy and esercise of self-determination by

the ward. Among other things, this should include

consideration of such factors as whether the ward is allowed:

to select friends and visit with family and friends both inside

and outside the facility; to control personal money; to have

personal possessions; to choose activities, schedules and

health care consistent with his/her interests, assessments and

plans of care; and to have reasonable body privacy;

(f) opportunity for independence offered by the living situation;

(g) availability of culturally appropriate food prepared by

methods that conserve nutritive value. flavor. and

appearance and that is served in a manner that is attractive
and at the proper temperature;

(h) opportunity afforded the ward to influence decisions made
about the faclity, e.g. to participate on a residents' council;

(i) compliance by the facility with state and federal laws
pertaining to residents' rights.

(3) Whether the living situation provides the most aoprooriate. least

restrictive living arrangement available.

(4) Wvhether the living situation meets the needs of the ward with

minimal needed intrusion on the orivac and autonomy of the

ward. In making this determination the availability of needed
support systems shall be considered. Support systems include, but
are not limited to. the help and care given by family and friends,

social and in-home services, medical and psychological services,
and transportation services.

(5) The physical condition of the living situation, including

cleanliness, repair, and safety.

(6) The effect a change in living situation would have on the ward's

psychological, emotional, socal, and physical condition.

(7) The geographical proximity of the living situation to visiting

family and friends.

(8) The effect the geographical location of the living situation has on

the guardian's ability to see to the care, comfort, and maintenance

of the ward.

8(B) Authorizing a Move to a More Restrictive Environment

A guardian having the appropriate authority shall not authorize

moving the ward to a more restrictive environment until (s)he has

carefully considered the factors listed in Standard 8(A) and has

consulted with professionals actively involved with the care of the

ward. A more restrictive environment is an environment which

places greater limits on the ward's rights and personal freedoms. Prior

to authorizing the move the guardian should make every effort to

consult with an objective third party who has considered the factors

listed in Standard 8(A), on the advisability of such move. As noted in

the definition section, the objective third part may be any person or

group which has no interest, financial or otherwise, in the resulting

actions or services undertaken pursuant to a particular guardianship

decision and which is not involved in the day-to-day delivery of
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services to wards or the operation of the program as a whole.
Accordingly, the objective third party cannot be affiliated with the
current or prospective residence of the ward. The objective third party
might include: the probate judge; a court visitor, investigator, or other
monitor of guardianship services; a committee of community advisors;
or a consulting social worker or other health professional.

8(C) Need for Court Approval Before Placement in a More Restrictive
'Facility'

If a guardian having the appropriate authority determines based on
the factors listed in paragraph 8(A), that the ward should be placed in a
more restrictive 'facility". the guardian shall first seek the approval of
the court before placing the ward in the "facility." A more restrictive
'facility' is a 'facility" which places greater limits on the ward's rights
and personal freedoms. In seeking such approval, the guardian shall
make known to the court the recommendation of the objective third
party, consulted pursuant to Standard 8(B). In no event shall a
guardian admit a ward to a facility for the inpatient treatment of
persons who are mentally ill without an involuntary commitment
proceeding as provided by State law.

8(D) Emergency Or Forced Move

A guardian having the authority to determine the living situation of a
ward shall be aware of State and federal laws and regulations
pertaining to the involuntary transfer or discharge of residents of
facilities and shall pursue administrative and judicial remedies
available under such laws if (s)he feels that the individual is being
forced to move without proper cause.

STANDARD 9. SECURING M ICA AND AUTHORIZING
MEDICALTIREAEbW

9(A) Duty to Promote the Maintenance of the Ward's Health

A guardian having appropriate authority has the duty to actively
promote the maintenance of the ward's health. This includes not only
the duty to react to any medical situations which demand attention,
securing and authorizing necessary medical treatment, but in addition
the duty to ensure the ward receives regular preventive medical and
dental services. Accordingly, a guardian shall ensure that the ward
undergoes annual dental and medical exams. If the ward is a resident
of a facility or a patient in a hospital, the guardian shall periodically
examine the medical records of the ward and speak with attending
physician(s) and other caregivers to ensure that the ward is receiving
proper and necessary medical care.

9(B) Criteria for Making Medical Decisions

A guardian having appropriate authority shall proceed in the manner
indicated when called upon to make a medical decsion for a ward:

(I) The guardian's decision shall be controlled by any specific wishes
of the ward. expressed prior to appointment of a guardian
including but not limited to wishes expressed in a living will, a
durable power of attorney, or any other specific oral or written
declaration of intent.

(2) If the ward made no specific declaration of intent prior to
appointment of a guardian, the guardian shall use whatever
general knowledge (s)he has of the ward to make a decision based
on a substituted judgment standard. Such standard shall allow

8 Standard 9 was derived with the help o agency polcy of the Kalamazoo Coutry Guardan. Inc..Katarnazos. MWdgan and the tindsl Office d State Guardian OCfidal Poides and Precedents.
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consideration of the current wishes of the ward. In soliciting the
ward's wishes the guardian shall first inform and explain to the
ward the details of the information gathered in Standard 9(B)(3)
below. In addition, the guardian should encourage the ward to put
such wishes in writing for future reference by guardians, courts,
health care professionals, and others.

(3) Where reliable evidence of either the ward's prior specific or
general wishes does not exist. the guardian shall make a decision
based on the perceived best interests of the ward. In determining
the best interests of the ward the guardian shall consider the
current wishes of the ward. The guardian shall make an informed
judgment and shall not consent to treatment until the following
information has been gathered:

(a) the reason for, and nature of, the treatment;

(b) the benefit/necessity of the treatment;

(c) the possible risks and side effects of the treatment;

(d) alternative treatments or measures that are available and
their respective risks, side effects and benefits.

In determining any of the above factors, the guardian should consider
information arising out of personal contact with the ward, information
arising out of the contact of family or close friends with the ward,
information and opinions imparted by attending physician(s) and/or
relevant medical professionals, and an other relevant information.

9(C) Decisions About Medical Interventions that Can Be Made Without a
Second Opinion

Certain medical interventions if performed without anesthesia or with
only a local anesthetic may be authorized by the guardian alone
considering the factors listed in paragraph 9(B), and do not require the
guardian to obtain a second medical opinion. If the ward has made a
prior specific declaration of intent with regard to the issue at hand, that
declaration shall be controlling. Unless State law requires the guardian
to undertake additional steps before authorizing a specific medical
intervention, this paragraph applies to the following medical
interventions:

(I) Diagnostic physical examinations.

(2) Examinations.

(3) UmitedAuse of -rays.-

(4) Routine dental examinations. This would include such things as
teeth cleaning, bridgework, fillings, crowns, replacement of
dentures, etc.

(5) Physical therapy.

(6) Minor medications both prescription and non-prescription. This
would include such medications as aspirin, cold medications,
vitamins, penicillin, etc.

(7) Routine low risk immunizations.

9(D) Decisions About Medical Interventions Requiring a Second
Substantiating Opinion
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Absent an emergency or execution of a living will, durable power of
attorney or other declaration of intent which clearly indicates the
ward's desires with respect to that action, a guardian having the
appropriate authority shall not grant or deny authorization for the
following medical interventions until Wsihe has given careful
consideration to the factors listed in paragraph 9(B) and has obtained
two substantiating medical opinions from physicians who have
examined the-ward. at. least one of whom is not affiliated with a health
care institution in which.the ward is placed. Unless State law requires
the guardian to undertake additional steps before authorizing a specific
medical intervention, this paragraph applies to the following medical
interventions:

(1) Medical interventions requiring general or major anesthesia or
involving a moderate to significant risk to the ward.

(2) Administration of potentially damaging drugs, regimen. or
therapy.

(3) Extensive use of x-rays.

(4) Interventions which drastically affect the appearance or
functioning of the ward. such as surgery, amputation, eye surgery,
and cosmetic surgery.

(5) Any treatments which require restraints whether chemical or
mechanical, or any adversive behavior modification. Before these
treatments shall- be authorized the guardian shall explore and
exhaust all less restrictive alternative interventions.

(6) Interventions which pose a significant risk to the ward due to the
ward's condition or unique vulnerabilities. By way of illustration,
unique conditions or vulnerabilities would indude such things as
allergic reactions, poor health, bleeding problems, and heart
conditions.

(7). Administration of anti-psychotic or psychotropic drugs.

(8) After-death donations of organs.

(9) Prescriotion of contraceptives if deemed medically necessary.

(10) Any other treatment or intervention which would cause a
reasonable person to seek a second medical opinion.

9(E) Emergency Medical Treatment

In the case of emergency medical treatment falling within any of the
situations listed in paragraph 9(C) or 9(D), a guardian having proper
authority shall grant or. deny authorization of medical treatment based
on a reasonable assessment of the factors required by paragraph 9(B).
within the time frame allotted by the emergency. In all emergency
situations the guardian shall speak with the treating or attending
physician before authorizing or denying any medical treatment. If
State law provides -for the performance of additional steps prior to
granting or denying authorization,. the guardian shall undertake such
additional steps.

9(F) Extraordinary Medical Actions Requiring Prior Authorization By the
Court

Extraordinary procedures cannot be undertaken without prior
authorization from the court, unless the ward has executed a living
will or. durable power of attorney which dearly indicates the ward's
desire with respect to that action. This would be most likely to cover
those situations in which 'do not resuscitate' orders might be
applicable or in which removal of life support is contemplated. Unless
State law requires the guardian to undertake additional steps before
authorizing a specific medical intervention, this paragraph applies to,
but is not-restricted to, the following medical interventions:



210

(1) Organ transplants to or from a living ward.

(2) Entry of do not resuscitate orders.

(3) Experimental treatment.

(4) Removal of life support.

(5) Abortion.

(6) Hysterectomy or any other treatment which would have the side
effect of rendering the person incapable of procreation- provided it
is medically necessary and is not for the purpose of birth control.

(7) Medical treatment for persons whose religious beliefs prohibit
such treatment. By way of illustration this would include blood
transfusions for a Jehovah's Witness or medical treatment for a
Christian Scientist.

(8) Any other treatments or interventions which the court must
approve pursuant to State law.

In the absence of a clear legal directive from the ward (i.e. living will or
durable power of attorney) in the above listed ir.stances, the guardian
shall elicit the written opinion of the hospital or nursing home ethics
committee, if one exists, before bringing the matter before the court.

STANDARD 10. DISPOSION OF PROPERTY

10(A) If reliable evidence exists of the ward's views prior to the appointment
of a guardian. the guardian of the estate having the appropriate
authority, shall not sell, encumber, convey, or transfer property of a
ward or an interest therein, unless such sale, encumbrance.
conveyance, or transfer is in keeping with the principle of substituted
judgment.

10(B) In the absence of reliable evidence of the ward's views prior to the
appointment of the guardian, the guardian of the estate. havin#.the
appropriate authority, shall not sell, encumber, convey, or transfer
property of a ward. or an interest therein, unless such sale.
encumbrance. conveyance, or transfer is in the best interest of the ward.
In considering whether it is in the best interests of the ward to dispose
of property, either real or personal, the guardian shall consider. but is
not limited to a consideration of, the following factors:

(1) Ability of the disposition of the property to improve the life of the
ward.
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Item 3

Congressional Research Service
The Library of Congress

W.iwtee, D.C. 540

February 24, 1989

TO House Select Committee on Aging Subcommittee on Housing
and Conmumer Interests

Attention. David Deen

FROM Cerol O'Sbaughnesy, Riheard Price, end Cermen Solomon
Specieliets in Social Legislation
Education end Public WelfereDividion

SUBJECT Ch bmologoof Significant Federal Aetivtties Related to
- Board end Cam Hoam

This is in reeponse to your requeet for e chronolog of significant Federal
ectivities related to issuee onboerd-and are facilities.

The chronoloD begins with the enactment of the Keys amendment in
1976. It contains information on relevant Federal activities related to
implementation of the Keys amendment, as well as enactment of provisions
under other laws related to the Keys amendment, such as under the Older
Americans Act end Medicaid

Also lited are mejor federally sponsored researcb effortb in the e of
board end care end en administrative action taken by former Secretary
Schasiker to4lhoprove the quality of care in such facilities (Eight Point
Program to Improve Implementation of HHS'a Keys Amendments
Responsibilities). We did not include references to the results of the reearch
cited nor to the impact of the Eight Point Program. Note that some of the
actions identified in the Eight Point Program were never implemented, such
as the withholding of Older Americans Act finds in the event of State
noncompliance with the Keys amendment and the directive that State
standards for board end care facilities be sent to the Administration on Aging
(AoA).

Note that there are other research and demonstration efforts on board
and care iseuee which are not reflected here. For example, AoA awarded funds
is 1987 tn the Florida Department of Health and Rehabilitative Services to
study quality of care in domiciliary homes. There may be other such research
efforts which we have not identified.

We hope this information is of _instes to you.

CEHONOLWGT O SIGNIFICANT DERAL ACIVITIS RELATED
TO BOARD AND CARE HOMES, 1976-198

1976 (October 10) Section 1616(e) of the Social Security Act, known as the
Keys Amendment, wes enacted as part of Plr 94-566, the Unemployment
Compensation Amendments of 1976. The Keys Amendment requires each
Stret to establish or designate one or more State or local authorities to
establish, maintain or imsure the enforcement of standards (governing such
matters as admisiln policies, safety, sanitation, and protection of civil rights)
for group living arrangements in which a 'eiuikicent number of Supplemental
Security Inome (E recipients is residing or is likly to reside." It requires
States to make avilable for public review a summary of the standards. It
also requirs each State to rify annually to the Secretary of the then
Department of H t Education, end Welfare NW) that It is in compliance
with the requirements of the Keys A ndment In addition, the Keys

' In the same 1aw (P1. 94W66) Congress modified the original ban on
SSI bensfits for perons living in public institutions by excluding from the
definition of public institution a publicly operated community residenca which
serves no more than 16 residents.'
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Amendment requires that a recipient's SSI benefit be reduced by an amount
equal to State payments for medical or remedial care provided by the board
and care facility if the SSI recipient resides in a facility that is not approved
as meeting the health and safety etendards mentioned above. (The Keys
Amendment became effective October 1, 1977.)

1977 (June 8) A hearing was held before the Houae Select Committee on
Aging, The National Crisis in Adult Care Homes, 95th Congrem., let Seasion.

1978 (January 31) The Department of HEW isaued final regulations on
atandard-satting requirements for medical and non-medical facilities where SSI
recipient. reaide (i.e., the Keys Amendment). According to the Federal
Regiater eummary of the regulations, the purposes of the regulations are: (a)
to encourage development of eafe and appropriate residential settings as an
alternative to institutional living for appropriate elderly and handicapped
children and adult.; (b) to limit the use of SSI fonds for substendard facilities
for such pereons; and (c) to publicize the atandards and their enforcement
procedures through the public review procese of the Title XX annual services
plan.

1978 (February 10) A hearing was held before the House Select Committee
on Aging, Adult Boarding Homes, 95th Congress, 2d Session.

1978 (October 1, date grant period began) The Administration on Aging
(AoA) awarded a grant to the Hebrew Rehabilitation Center for the Aged to
conduct a nationwide study of domiciliary care. One of the objectives of the
study wea to aaseea the appropriateness, adequacy, and quality of domiciliary
care services.

1978 (October 18) The Older Americans Act was amended (by P.l 95-478)
to require State agencies on aging to establish and operate a long-term care
ombudsman program to inveatigate and resolve complaints of residents in
long-term care facilitlee. Long-term care facilities were defined as skilled
nursing facilities and intermediate care facilities, and 'any other similar adult
care home.'

1979 (April 25) A hearing was held before the House Select Committee on
Aging, Firee in Boarding Homes: The Tip of the Iceberg, 96th Congress, lot
Session.

1979 (September) The Office of the Assistant Secretary for Planning and
Evaluation in the then Department of HEW awarded a contract to the Denver
Research Institute to review board and care homes. On. of the objectives of
the project was to collect, review, and eoaee. State standards used to evaluate
board and care facilities pursuant to the Keys Amendment

1979 (September 30, date contract period began) The Social Security
Administration (SSA) contracted with the Hebrew Rehabilitation Center for
the Aged to aecertain how States with SSI supplementary programs supervise
board and care facilities.

1979 (November 19) The General Accounting Office (GAO) issued a report
entitled Identifying Boarding Homes Housing the Needy Aged, Blind, and
Disabled: A Major Step Toward Resolving A National Problem. The purpose
of the GAO review was to ascertain how the location of boarding homes which
house significant numbers of SSI recipients could be identified in order to
develop an approach to implement the Keys amendment. GAO also tested
the usefulness of a computerized data retrieval system to apply to SSA records
in order to identify addressee where SSI checks were being sent each month.

The GAO report made the following recommendations: The Secretary of
HEW should (d) notify each State that a data retrieval process using SSA
State Data Exchange files can be used to identify boarding homes housing SSI
recipient.; (2) provide computer end programming assistance to any State
lacking the capability to manipulate the State Data Exchange file to produce
data in a format usable for identifying potential boarding homes; and (3)
monitor States' efforts to enforce the Keys amendment and help resolve
problems encountered.
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1981 (Jamuay) The Health Care Financing Administration (HCFA) sigid
an interagecy agreement with the National Bureau of Standards (NES) to
develop a Fire Safety Evaluation System for board and care homes.

1981 (March 9) A hering was held before the House Select Committee on
Aging Boarding Home Fires: NeM Jersey, 97th Congress, let Seasion.

1981 (March.SePtemober) HCFA entered into an agreement with the Federal
Emergency Management Agency (Fire Administration) to canvene a task force
to identify and prioritize key issues relative to fire safety in board and care
homes.

1981 (June 25) A hearing was held before the House Select Committee on
Aging Fraud and Abuse in Boarding Homes, 97th Congres, 1st Session.

1981 (July 28) A hearing was held before the House Select Committee on
Aging, Oversight Hearing on Enforcement of the Keye Amendment, 97th
Congres, let Session.

1981 (August 18) Titde XX of the Social Security Act was amended (by PL1
97-34) to become a block grant program for social services to States. Many
requirements that existed prior to enactment of the block grant provisions
were eliminated, including a requirement that States submit Tile XX plans
to the Federal government. This change removed the vehicle to which States
were to attach a summary of their standards for board and care homes
pursuant to the Keys Amendment.

1981 (August 18) The Medicaid program was amended (by P1. 97-35) to
authorize States to cover a broad range of home and community-based services
for persons who would otherwise be eligible for nursing home care or other
institutional care under the State's Medicaid plan. These services are often
referred to as *2176 waiver services,' and can be provided in a variety of
community settings, including board and care homes. In order to provide
these services, States must make special application to the Secretary of Health
and Human Services (HHS) and provide the Secretary a number of assurances.
Among other things, Medicaid law requires States to assure that they will
take necessary afeguards to protect the health and welfare of individuals
served

1981 (December 29) The Older Americans Act was amended (by P1. 97-
115) to require that State long term care ombudsman responsibilities under
the titie Ell program include investigation and resolution of complaints of
residents in board and care facilities. The law defined these facilities as
including any category of institutions regulated by a State pursuant to the
provisions of section 1616(e) of the Social Security Act,' the Keys Amendment.

1982 (April) The Office of the Inspector General in the Department of
Health and Human Services (HHS) issued a report entitled, Board and Care
Homem, A Study of Federal and State Actions to Safeguard the Health and
Safety of Board and Care Home Residents.

The report made the following recommendations: (I) HHS should
designate a single unit within the Department to be responsible for board and
care activities; (2) HEIS should identify a specific mechanism for States to use
to publish standards for board and care homes as specified by the Keys
amendment (since title XX no longer required States to submit State plane to
the Federal government); (3) HHS should consider an alternate method of
sanctions to facilitate enforcement of the Keys Amendment, other than
penalties levied against SSI recipients as called for by the Keys Amendment;
(4) the Secretary should grant home and community-based waivers under the
Medicaid program for services in board and care fecilities only in cases where
such facilities meet standards as defined by the State; (5) SSA should approve
representative payee status to board and care proprietors only if the
proprietors submit to SSA evidence of compliance with applicable State
standards; (6) HHS should provide assistance to States in their efforts to
assure quality care in board and care facilities; (7) HHS should develop a
model statute governing standards in board and cmre facilities; (8) HHS should
continue funding to the NES for development of model fire safety standards
for board and care homes. - -
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18 (April 21) The Secretary of HHS, Richard Schweiker, issued an 8-point
program to improve implementation of the Keys Amendment and to respond
to the recommendations of the Inspector General's report (Memorandum from
the Secretary, Eight-Point Program to Improve Implementation of HHS's Keys
Amendment Responsbilities).

The program included the foliowing (I) AnA would become the Federal
entity to receive the States' summary of board and care standards under the
Keys amendment; (2) Older Americans Act funds would be subject to anction
in the event of noncompliance with the Keys amendment; (3) board and care
home proprietors would be approved - protective payees for SSI funds only
if the proprietors eubmit to SSA evidence of compliance with State standards;
(4) HCFA would be prohibited from approving home and community-baaed
waivers for board and care under Medicaid, unless the Stata certified that
board and care facilities are in compliance with State standards; (6) HHS
would contract for the development of a model State statute for board and
care facilities; (6) HHS would conclude fire safety reaearch efforts with the
NBS; (7) the Office of Human Development Services (OHDS) would be
responsible for providing technical assiatance to States on board and care
Octivitis; and (8) a unit within OH 8 would be responsible for coordinating

Departmental efforts for board and care activities.

IM (March 1) In respoe to the deletion of the reference to Title XX in
the Keys Amendment (by PL. 95-36), the OHD0 issued a final rule, with a
60-day comment period, on standard setting requirements for medical (not
certified for Medicare or Medicaid) and nonmedical facilities where SSI
recipients reside (ie., the Keys Amendment) to specify how States must now
comply with the Keys Amendment The rule said that in addition to making
the summaries of the standards available for public review, a State must send
the summaries of the standards and of the enforcement procedures to the
Assistant Secretary of OHS. It also required States to designate a State
official to assist in the implementation of the requirements of the Keys
Amendment

18 (March) The NBS iseued ite report on fire safety in board and care
homes, entitled A Fire Safety Evaluation System for Board and Care Homes
(Report NBS-IR-83-2659). (This project was funded over a number of years
by various Federal agencies including the Administration on Developmental
Disabilities (ADD) and HCFA. The NBS system was subsequently adopted by
the National Fire Protection Aseociation as part of its life safety code.)

1983 (March-April) The American Bar Association (ABA) under a grant
from HHS conducted a survey of the States to determine how States regulated
board and care facilities. The findings were published in 'Board and Care
Report An Analysis of State Laws and Programs Serving Elderly Persons and
Disabled Adults.' The survey was the first step in the AbA's development of
a model statute on the regulation of board and care facilities.

1983 (November 30) In response to commenta made on the rule on
standard setting requirements for medical and nonmedical facilities where SSI
recipients reside, the OHDS published a final rule allowing States to charge
a fee for providing copies of standards, procedures, or other information on
board and care facilities.

1984 (March-April) A document prepared by the ABA for the Department
of HHS, entitled, A Model Act Regulating Board and Care Homes: Guidelines
for States, was published.

1985 (March 13) The Secretary of HHS issued final regulations pertaining
to the Medicaid home and community-based waiver program. These
regulations require States to assure that ail board and care facilities covered
by the Keys amendment, in which Medicaid home and community-based
services are provided, are in compliance with applicable State standards for
board and care faculiies.
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1987 (November 29) The Older Americans Act was amended (by PL. 100-
175) to require the Commissioner on Aging to conduct a study of the impact
of the long-term care ombudsman program on residents of board and care
facilities and other similar adult care homes. The study is to include
recommendations for expanding and improving ombudsman services in such
facilities. The law requires the study to be submitted to Congress by December
31, 1989.

1988 (March) As part of the work of the Interagency Committee on
Developmental Disabilities chaired by ADD, a subcommittee on fire safety in
board and care homes was convened. The subcommittee has recommended
that the Federal government undertake an evaluation of the extent to which
States have adopted and are using the evaluation system for fire safety in
board and care homes issued by the NBS in March 1983 (see above). To date,
a number of Federal agencies, including ADD, AoA and HCFA have committed
funds for this project. Other agencies are currently in the process of assessing
their ability to commit funds for the project which would be undertaken by
the NBS.
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Item 4

Testimony on Board and Care
Senate - House Joint Hearing, Committees on Aging
March 9, 1989
Presented by Barbara B. Jameson, Ph.D.
National Association of Residential Care Facilities

The National Association of Residential Care Facilities

welcomes Congressional attention to the issues surrounding

housing and supportive services for the elderly and mentally and

physically disabled adults. State Provider associations and

individual caregivers in states across the country have advocated
for these vulnerable populations and feel that more of the

nation's resources need to be allocated for quality care.

Licensed residential care facilities have developed as a

significant component of the nation's housing & long-term care

services. They have been an important non-medical alternative to

nursing homes for elderly who are not in need of skilled nursing

care, and for the chronic mentally ill who would otherwise be in

institutions or on the street. Ideally, residential care
facilities are family-like, quality environments, that utilize
other appropriate community resources, and encourage independent
functioning to the fullest extent possible.

Providers of these care services, through their state and
national associations, are endeavoring to provide services of

increasing quality. Some 600 providers around the country are
enrolled in our Administrator Certification Program, which

requires 40 contact hours of instruction on some 12 content

areas. At the same time, given economic pressures, providers are

also concerned about the trend to a dual system, one track for

low-income persons, a separate track for those who can afford to

pay private fees, with a consequent differential in quality of

care.

We believe there are a number of issues that need to be

addressed. We would hope that in future hearings, the Senate and

House committees on Aging will look at how federal involvement

can clarify and enhance the environments for these citizens.

We have heard a great deal in these Hearings about resident

abuse, poor quality facilities, and lack of state agency
monitoring. In looking at how to overcome these problems, we
must first look at the context of these accusations. There are

three general categories:

1. Licensed residential care facilities. (Board and care)

2. Unlicensed homes (giving personal care but with no
official sanction).

3. Rooming houses, SRO's, senior housing, etc. (housing

which offers no additional support).

It is important to understand these differences because the

solutions to problems differ according to category.

In the case of licensed care facilities, if they do not meet

standards of human decency, solutions should be viewed in terms
of A) need for better regulations, B) need for monitoring and

enforcement of regulations, C) increased public funding for low

income residents, and D) better training for the staff of

licensed care homes.

In states with a large number of unlicensed facilities that

claim to or do give personal care, the solutions can be found in

A) incentives for being licensed, B) efforts to find and

require facilities that should be licensed, C) instructions to

social workers not to make placements in non-licensed care homes,

and D) tighter definitions of who reeds to be licensed,

including facilities for private pay residents.
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The issue of very poor housing, where poverty stricken
elderly and mentally disabled live, are part of the -scandal of
lack of housing for low income people. There is also a lack of
understanding on the part of many placement workers of the role
of licensed care homes. For example, the unfortunate people in
Sacramento who were placed in Mrs. Puentes rooming house probably
should have been in a licensed care home. Placement staff should
not assume that a person's independence is taken away if they are
placed in residential care. Residential staff need to be trained
to encourage independence, but good supportive services can
prevent further deteriorization. Also, because a person is
alcoholic, very frail, or chronically mentally ill, does not mean
that they are not worth the .extra funds needed for protection in
a licensed home. There was a licensed care home around the
corner from Mrs. Puentes'. Did those poor men not deserve such
a placement? Didn't the two women in D.C. who struggled in a
pest infested rooming house at least deserve a licensed care
home. The licensing component, at minimum, provides a basis for
government action-if proper standards are not met.

A sample of other issues that should be addressed are as
follows:

1. Since many homes caring for the low income, SSI
recipient are managing to give quality care, what are the
ingredients of a successful home versus a poor quality licensed
home? (Example, size, type of staff, kind of resident, available
community support services).

2. Are there incentives that can be built into the system
to reward private pay facilities that want to include some SSI
residents in their homes? Currently such homes are being
"punished" because private pay residents can no longer be charged
enough to cover the loss for SSI residents and the extra paper
work for taking SSI residents is a disincentive in and of itself.

3. Can new creative ways be found to meet the need for
guardianship or designated payee? Most facility operators do not
seek the responsibility, but fill a vacuum.

4. Can national guidelines be developed that would give
consistency to licensed care homes in overseeing medications, to
the training of staff, to fire safety requirements, and to a
level of support for activities of daily living.

5. Can federal guidelines and incentives be developed to
increase the number of facilities that maintain the
characteristics of a family; that is, caring relationships,
concern for all aspects of a person's life, and encouragement of
self-sufficiency and responsibility for self. Can ways be found
to maintain accountability without converting residential care
facilities into "institutional environments?"

Because so many elderly and chronic mentally ill persons
will be isolated and vulnerable to a range of abuse and neglect
without quality residential care facilities, finding solutions to
these issues is important to us all.

The hard working and concerned caregivers that provide
quality residential care want to work with Congress to assure
that every person who needs a safe environment, special personal
care; and community services have that opportunity, regardless of
their financial resources, geographic location, or special
problem.
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NARCF asked associations to supply information on the current

status of support for low income residents in their state, the

inspection process, and legislative initiatives. Ten states were

able to reply in time for this hearing.

Significant variation in the number of licensed care home

residents receiving SSI and other benefit rates is found between

states. The spectrum ranged from a high of 73% of residents in

Colorado to a low of 3.5% in Rhode Island, where SSI payments are not

high enough for the services of licensed care homes. On the average,

54% of the residents in these facilities are currently receiving ssi

and other benefits.

Reimbursement to providers also varies notably from a high of

$55.00/per day in Connecticut to $388.00/month in select counties of

Tennessee (less than $13.00/day). A table compiled by NARCF of SSI

payments with optional state supplements added has been attached to

this testimony for review. Personal allowances also range from a

high of $124.00/month in Connecticut to a low of $24.00/month in

South Carolina. Residents are also expected to purchase clothes, and

other personal items such as cigarettes from this allowance.

licenThe cost of licensed residential care compared to other types of

care in the long term care system differ greatly for appropriate

populations, RCF's are far more economical. The differentials in

funding in North Carolina are illustrated in the table below:

1i Skilled Nursing Facilities (SNF) $ 1,871.70/Mo. 2)

Intermediate Care Facilities (ICF) $ 1,355.10/Mo. 3) Rest

Homes (Nome for the aged

and Family Care) $ 678.00/Mo.

4) Intermediate Care Facilities for

the Mentally Retarded (ICF/MR) $ 4,258.33/Mo.

5) Home Health Care (HHA) $ 54.00/Vst.

RN,LPN,PT

OT,ST:and

$ 30.00?Vst.

for aide

6) LICENSED RESIDENTIAL CARE FACILITY $ 687.00/Mo.

Adequate funding is of utmost importance to resident and

provider. Costs are on the upswing, yet pending legislation as in

Connecticut, for example, is attempting to reduce state spending by

5% in the following ways:
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A) Lower the fair rental value rate of return component

on a prospective and retrospective basis;

B) Eliminate the return on equity component;

C) Eliminate the efficiency adjustment component;

D) Lower the real wage growth percentage component;

D) Lower the GNP deflator percentage component.

Similarly, in Nevada a bill designed to raise the monthly

reimbursement to residential care facility providers by $50.00/month
has been pending since 1979.

Also, for those residents that move into licensed care

facilities, assistance programs such as food stamps, home heating oil

and chore services are discontinued. Furthermore, while non profit

organizations enjoy discounts and sales tax exemptions, for-profit

licensed RCF's that often have fewer resources do not. In other

words, the federal government actually saves money by witholding

benefits in licensed care that other elderly recieve and by taxing

those operations.

Nationwide, facilities that seek licensing are often compelled

to modify their premises in order to comply with local construction

and fire regulations. While compliance is essential, federal low

interest loans must be made available in order to aid facility

operators in meeting these standards. Furthermore it is important to

note that frequently the same standards and regulations are applied

to all care facilities, regardless of size, within a given state.

Facility capacities can range from less than five beds to large units

of over two hundred residents. Consequently the application of

blanket operating criteria to all licensed facilities statewide is

unrealistic.

In order to maintain quality, licensed residential care

facilites should be monitored so that regulations are consistently

adhered to. There was great variation in the number of inspectors

per favcility. Tennessee led reporting states with 67 RCF's, or (708

beds ) per inspector. Whereas Connecticut has the lowest ratio of 5

RCF's, or (128 beds) per inspector. New Hampshire has the lowest

ratio with, 126 beds or 20 Rcf's per inspector. Legislation is needed

to asure more efficient oversight.

0
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A positive note is Virginia legislation HB 1420 that allows 
semi

mobile residents to reside in licensed residential care 
facilitiesif

these meet safety and fire codes. While a step in the right direction

such laws are overshadowed by the plight of the chronically 
mentally

ill. Current federal legislation will force the release of numerous

mentally ill residents from nursing homes. As a result most of these

people will settle in residential care facilities. If quality care

is to be provided to them prompt action on the part of 
the

legislature is necessary in order to assure funding, training and

useful regulations to the licensed residential care facility

industry.
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Item 5

Arkansas Department of Human Services
Division of Economic and Medical Services
Seventh and Main Straets

Bil Caknton P.O. Box 1437
G- Little Rock, Arkansas 72203-1437

wat Pflnei Knny WhMask
Odo Doo, 0-

March 7, l989

Mr. John Monahan
Senata Special Committee on Aging
fDirkeen Senate Office Building
Room G31
Washington D.C. 20510

Dear John:

I would like to thank you for your interest in the
residential care program and for allowing me to have an
input.

I have only been in the residential care program for 2 1/2
years, but prior to that I was in the nursing home program
for 16 yearn with the last I of those yearn as Administrator
of that program. In these 2 1/2 years I have found that the
regulations developed by the Office of Long Term Carle have
produced some outstanding facilities and provided a
mechanism to close several subetandard facilities. The
licensed Residential Care Facilities in Arkansas are homes
that the elderly can feel safe and secure in. I feel that
the residential care program is the greatest program ever
developed for the elderly and most of the residents in our
residential care facilities would agree.

The residential care program has often been referred to as
an alternative to nursing home care, I strongly disagree, it
is a totally new oncept. It is a program for people who do
not need nursing home care. The people residing in
residential care must be independently mobile, able to
self-administer their own medication, unable to live
independently for a variety of reasons and require some
supervision. If many of the elderly would avail themselves
of this service, in all probability they would never require
nursing home placement. Many of the elderly in nursing
homes are there because they have not taken their medication
properly; did not eat properly while they were at home; and
have sustained a fall where they were not discovered for
hours and sometimes days. If the residential care program
had been utilized nursing home placement would dot have been
necessary.

-nha Aaasa Opfment of Hama Ser on ile bin mIanitt . 1T5N VI end o Vii at t CMil 51ght At ad il emated.
maaged Nd delna aervnie tlesegrdimage. ilgik.% edip, isa, sae eno neknil OrtIhn.R
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Most of the time residential care facilities are not

utilized because the general public is not aware of any

service other than nursing homes. If they are aware of the

services they are not utilized because there is no funding

available. They cannot afford the private pay rates so they

choose nursing home placement because of medicaid

reimbursement.

In Arkansas the residential care program is one where we

discourage the institutional appearance, our aim is to see

that each licensed facility provides a safe home like

atmosphere, that the residents are provided personal care

i.e. assistance in bathing and dressing and reminded to take

their medication and provided three nutritious meals daily.

We presently have 95 licensed facilities in Arkansas, of

those we have approximately 80 that are doing an outstanding

job. Approximately 10 are doing an average job and 5 are

borderline facilities. Our greatest concern with those 5 is

the physical plant, these facilities house predominately

mentally ill clients, who tend to be more destructive than

the clients in other facilities.

One of the biggest problems for the residential care

facilities is being identified as a "boarding home" or

'nursing home". Until the general public is educated as to

what a residential care facility is and until there is some

kind of regulation for "boarding homes" the residential care

facilities will have problems being identified as a

legitimate step in a continuum of care for the elderly.

I am including a copy of the regulations for Long Term

Residential Care facilities in Arkansas. Over all we are

pleased with our regulations even though we plan on making

some changes in the very near future, concerning

qualifications of the facility managers and clarification of

some areas, where we have a conflict because of different

interpretations. I feel that the residential care program

should receive as much attention from our government for

those independent elderly who need some supervision and

personal care as does the nursing home patients. There are

far more elderly who fall into this classification.

Thank you for you interest in the program, and if I can be

of any assistance at any time please let me know.

Sincerely,

) g
4 V R'ayb inie ator

otesiG ntial and dult Day Care

Office of Long Term Care

(501-682-8468)

JNR/am
enclosure (1)



223

Item 6

SCOTT'S COMMUNITY RESIDENTIAL FACILITY
2103 First Street, N.W.
Washington, D.C. 20001

Telephone Numbers: (202) 265-5599 or 265-4096

To the Chairman and Committee members of the Senate

Special Committee on Aging -- Good Morning.

My name is Mary T. Scott, Past President of the Capitol

Association of Community Residential Facilities, Incorporated.

I am here today on behalf of the Community Residential

Facility operators in the District of Columbia. I am pleased

to have this opportunity to testify before this committee

today on Board and Care Facilities Regulations and

Standards.

I do not believe most of you know how difficult it is

to operate a Community Residential Facility in this day and

time, with the very low rates we are paid to provide quality

care for our clients.

We, as operators of Community Residential Facilities,

do a very good job. We know there are a few bad facilities,

but most of us provide the best care our residents have

ever received. Our facilities are neat, clean, attractive

and some of them are simply beautiful. Our residents receive

three good, wholesome, well-balanced meals each day plus

snacks and tender loving care.

We are mothers, fathers, sisters, brothers, barbers,

nurses, beauticians, social workers, counselors and their

transportation to and from, doctors offices, clinics,

recreations, etc. Some of us purchased special vans just

for transportation for our clients. Community Residential

Facility operators provide 24 hour supervision, this is

just to mention a few of the tasks we provide for our

residents .

Regardless of the amount of work we do, increases in

food prices, repairs, plumbing, insurance, etc. we cannot

pass this on to our clients as most businesses do.

We are not even compensated for half the work we

perform.
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We as operators of Community Residential Facilities

provide a most needed and vital service to our residents,

not to mention our government.

We have been asked to treat our residents as family in

which we have done.

Growing old or tying to survive in this land of plenty

is living hell.

Our residents deserve better and so do we. They molded

and paved the future for most of us, and made this city what

it is today.

We have all spent our life savings doing a good job for

our residents and our government. It is time that we are

compensated for the work and service we provide. It is

time the government assume their responsibilities and care

for its most vulnerable population. Just think about the

money we have saved the government over the years.

We only receive $ 460.20 per month. If we do a little

calculation, that is only $ 15.34 per day. Not even 64 cents

per hour, just $ 6,000 per year. This is not even minimum

wage. Minimum wage is $ 4.75 per hour.

Nursing homes get at least 0 48,000 per year per

client and they do not provide quality care like the

Community Residential Facilities. A day care program gets

0 118.00 per day per client and their clients are only there

for 3 1/2 to 4 hours with lunch.

If you are able to write up a proposal that the

Government and Mental Health Commissioners will accept,

then United Way will provide matching funds.

These Community Residential Facilities get $ 15,000 per

year per client. This includes funds from Social Security,

Supplementary Social Security and private funds. Most of us

are unable to write up a beautiful proposal, but we know

how to provide quality tender-loving care and all the

necessities that our clients need. Most of us provide the

very same care as the operators who get the contracts.

Contracts are not even mentioned to small operators, but

we have to abide by the some strenuous regulations and laws

as people with contracts.
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I have seven (7) residents. Most homes have from I to

4. When we go to the grocery store, our bread, eggs, milk,

chicken, hamburger, etc. cost us the same as yours.

In 1985, I replaced all windows in my facility at 2103

First Street, NW, the cost was $ 7,500.00. In 1986, I

replaced both upper and lower rear porches. This home

improvement cost over $ 1,500.00. I also had a new roof

put on at a cost of $ 2,200.00.

Some of the major expenses for 1987 were installation

of a new central heating and air condition system that cost

over S 6,000.00. These installations were done for my

clients convenience, pleasure and safety. other expenses

were as follows: gas for heating and cooking for $ 1,683.27,

electric bill $ 1,134.54, water bill $ 1,152.97, food

$ 7,041.58, insurance for Community Residential Facility

$ 1,927.00, insurance for van $ 1,362.00, gas for van

$ 1,086.31, installation of electric smoke detectors and

other electric repairs $ 750.00, mortgage $ 3,666.00, house

taxes $ 859.66, laundry bill $ 946.35.

I have been in the red for the last five years.

Attached are a listing of expenses for 1987 and my program

statement.

The government should be paying for the insurance we

have for our clients, such as: fire, theft and personal

property damage which is very expensive. I have no problem

with malpractice insurance if we were being paid a decent

salary.

Due t- the escalating prices of utilities, food, extra

demands put on us by the Department of Consumer and Regulatory

Affairs every time they visit our facility for relicensure,

civil infraction laws/fines, lawsuits by resident relatives,

and normal day-to-day living, the Community Residential

Facility Operators are requesting a pay increase of at

least $ 900.00 per month.
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I am involved in a lawsuit from a family of one of my

former residents who died seven (7) months after leaving

my facility. The lawsuit is for $ 3 million dollars plus

interest and cost of court for wrongful death of this client.

This is an untrue and unjust claim. This is another extra

expense for attorney fees and an increase in the rate of my

insurance.

In the future we want to be separated in the budget,

not lumped with other district/federal government agencies.

We would like to have funds set-aside specifically for

Community Residential Facilities.

Thank you.

Expenses 1987 - Scott's CRF

1. New roof - $ 2,200.00

2. New heating system E central air conditioning $ 6,000.00

3. New freezer S 632.81

4. New dish washer $ 500.17

5. Glass for dining room table $ 145.10

6. Gas for heat and cooking $ 1,683.27

7. Water bill $ 1,152.92

8. Electric bill $ 2,134.54

9. Trash removal service $ 480.00

10. Extermination $ 460.00

11. Advertisement $ 350.00

12. Magazines $ 110.00

13. Newspapers $ 134.80

14. Rome Box Office $ 269.40

15. Upholstery repairs $ 65.00

16. Vacuum cleaner S 269.00

17. Licenses for Community Residential Facility $ 7.00

18. Nurses licenses S 50.00

19. Tax services $ 250.00

20. Laundry bill $ 946.35

21. New grill $ 125.00

22. Insurance for van S 1,362.00

23. Gas for van $ 1,086.31

24. Tags for van $ 83.00

25. Telephone business $ 375.00
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26. House repairs such as paint, etc. $ 400.00

27. Insurance for Community Residential Facility $ 1,977.00

28. Van repairs $ 750.00

29. Installation of electric smoke detectors and other

electric repairs $ 750.00

30. Food $ 7,041.58

31. Mortgage payment $ 3,666.00

32. House taxes $ 859.63

33. Mortgage insurance $ 78.55

34. Hazard insurance $ 553.00

35. Doctor bills $ 918.75

36. Medications $ 512.00

37. Personal property tax $ 73.00
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SCOTT'S COMMUNITY RESIDENTIAL FACILITY

2103 FIRST STREET, N.W.

WASHINGTON, D.C. 20001

TELEPHONE NUMBERS: (202) 265-5599 OR 265-4096

PROGRAM STATEMEMr

Welcome to Scott's Community Residential Facility,

Mary T. Scott, Residence Director and Owner.

On behalf of my staff and myself, I welcome you.

Our program is designed to meet all the needs of those entrusted

to our care, efficiency and-thoughtfulness.

Our facility gives each resident a feeling of security and a

sense of well being.

We are dedicated to providing tender loving care, excellent

food and a clean and sanitary environment.

My home is centrally heated and, air conditioned for your

convenience.

My rooms are neat, clean, spacious, with.wall-to-wall carpet,

smoke detectors in all rooms and two smoke detectors in hallways;

battery and electric.

We are centrally located in Washington, D.C.. The metrobus

is within one to three blocks from my residence. The metrobus

can be used to connect to many forms of transportation, such as

the other metrobus lines, the metrorail, the Greyhound/Trailway

bus terminal, the Amtrak/Union station, and the National Airport.

,RULES AND REGULATIONS

We must respect each others rights and privileges.
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1. Residents that work wake-up on their own. If found that

they are over sleeping, they are awakened by the Residence

Director or staff person on duty.

2. Wake-up time for residents who do not work is 6:30 a.m..

3. Bath and oral hygiene daily.

4. Make-up beds and tidy rooms daily if necessary.

5. Come downstairs for breakfast.

1t d a foS

1. Breakfast served at 6:45 a.m. for working residents.

2. Breakfast served at 8:00 a.m;. for non-vorking residents.

3. Lunch served at 12:30 p.m..

4. Dinner served at 5:00 p.m..

1. Urine test at 7:30 a.m. with assistance for diabetics.

2. For residents on insulin, insulin will be administered

around 7:30 a.m. with assistance.

3. All other medications are taken between

6:30 a.m. - 7:45 a.m. with assistance.

4. For residents who receive medication three times a day,

the second dose is given between 1:00 p.m. and 2:00 p.m..

5. Bed time medications are taken at 8:30 p.m..

PROGRA14S

1. Residents who attend programs prepare for departure between

hours of 9:00 a.m. and 9:45 a.m..

2. Residents are scheduled to arrive at program at 10:00 a.m.

and return between the hours of 1:00 p.m. - 3:00 p.m..

3. Residents in work therapy return between the hours of

11:30 a.m. and 4:15 p.m..

4. After this, they prepare for dinner.

5. After 5:00 p.m., free time on their own: watch TV, play

games, take walks, visit family or whatever until 9:00 p.m..

6. Night time medication is taken at 8:30 p.m.. If out after

9:00 p.m., residents must notify Residence Director and

give his/her whereabouts and time expected to return.

Residents should call Residence Director when departing

for home.

1. No smoking in rooms.
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2. Smoking in designated areas only.

3. Designated smoking areas are: recreation room downstairs,

porch and other places outside.

4. If residents do not abide by these rules, he/she will be

asked to leave.

TOWEL AND LINEN CHANGE

1. Linen and towel change every Wednesday or as often as

needed.

naTING HOUS

1. Everyday from 9:00 a.m. - 9:00 p.m., if resident is not in

program. All other times must be approved ahead of time.

2. Resident may visit family as often as family permits:

overnight, week-ends, vacations, also annual trip to Wilson,

North Carolina; however if residents prefer not to attend

the family outing they are allowed to stay with their family

members until my return, all patients prefer attending the

outing.

7,flNIRION POLICIES

1. Physical examination thirty (30) days prior to admission.

2. Every resident must have his/her own doctor or a clinic

to attend.

3. Every resident must see a physician at least once a year

including X-rays.

4. No cooking.

5. No alcoholic beverages.

6. No visiting after 9:00 p.m..

7. No vulgarity and/or disruptive behavior will be allowed.

8. Smoking only in designated areas.

R&TEOLFAM

1. Our fees and charges are negotiable and are based on a

monthly payment to us by the resident or his/her relative.

2. The rates of pay per month are based on client's ability

to pay and level of care needed.

3. Rates of pay will be on a escalating scale with minimum

cost being the rate the SSI and District pay for a resident

to live in a Community Residential Facility. At present

the rate is $ 460.20 per month.

DISCHARGE PoLIcY
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1. If resident's condition improves enough to need less

restricted living environment.

2. Notification of resident relative and physician when

his/her condition deteriorates enough to need higher

level of care.

3. If resident causes confusion, and does not follow house

rules.

4. Discharge request by family and approved by doctor.

5. Not paying his/her bill on time. counseling will be

provided the first and second time the patient does not

pay his/her bill. If the patient does not pay his/her

bill, a letter will be sent asking him/her to find another

place to live.

6. In non-emergency situations, I will give the client

advance oral and written notice of discharge.

7. If it is an emergency, I will try to contact District of

Columbia Long Term Care Ombudsman Legal Counsel for the

Elderly - Ms. Ann Hart or Mrs. Beverly Bryant, 1909 K

Street, N.W., Washington, D.C. 20049, Telephone number

(202) 662-4933.

AGAIN, WELCOME TO SCOTT'S COMMUNITY RESIDENTIAL FACILITY. I

HOPE YOUR STAY WILL BE A PLEASANT AND REWARDING ONE.

I HAVE READ THE RULES AND REGULATIONS AND UNDERSTAND THEM AND

AGREE TO ABIDE BY THEM.

SIGN R_ _ _ _ _

DATE_______________

0o

97-857 (240)


