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MEDICAID FINANCING OF SERVICES FOR
DEVELOPMENTALLY DISABLED PERSONS

FRIDAY, SEPTEMBER 19, 1986

U.S. SENATE,
COMMITTEE ON FINANCE,
SuscoMMITTEE ON HEALTH,
Washington, DC.

The hearing was convened, pursuant to notice, at 9:36 a.m. in
room SD-215, Dirksen Senate Office Building, Hon. David Duren-
berger (chairman) presiding.

Present: Senators Durenberger, Chafee, Heinz, and Mitchell.

Also present: Senator James J. Exon.

[The press release announcing the hearing, and the prepared
written statements of Senators Dole, Durenberger, Chafee, and
%\Jitql]mell and a background paper prepared for the committee fol-
OWS:

) {Press Releass No. 86-070; August 7, 1986}

FINANCE SuBcoMMITTEE To EXAMINE MEDICAID FINANCING OF SERVICES FOR
DevELOPMENTALLY DisABLED PERSONS

The Medicaid program and its impact on the long-term care of developmentally
disabled individuals will be the subject of a hearing before the Subcommittee on
Healgl;a a%b Packwood (R-Oregon), Chairman of the Committee on Finance, ac-
coun ay.

Senator Packwood called for a hearing in order to examine carefully the current
funding provided through the Medicaid program, the range of services delivered and
ﬂt‘)? type of setting most appropriate for the long-term care of developmentally dis-
abled persons,

The hearing has been scheduled for Friday, September 19, 1986, at 9:30 a.m. in
Room 8D-215 of the Dirksen Senate Office Building in Washington.

Senator Packwood noted that in 1985, $4.7 billion in Federal and State Medicaid
funds had been spent providing care and services to 146,000 developmentally dis-
abled people living in intermediate care facilities for the mental%y retarded (ICF/
MR) while in 1876, expenditures totalled $685 million, and served 89,000 persons, In
addition, non-institutionalized developmentally disabled people receive a variety of
services in the community.

Senator Packwood stated that given the size of the ICF/MR p m and its rapid
g:owth over the last ten years it is time to evaluate where and ﬁow the funds are

ing spent and whether services are being provided in the setting most appropriate
to meet the needs of the individuals recei services.

The Chairman indicated that Senator Dave Durenberger (R-Minn,) will chair the
Subcommittes hearing. It is expected that the Department of Health and Human
Services, and other Federal agencies providing services to developmentally disabled
persons will present testimony. State organizations and national groups with a vari-
ety of viewpoints will be expected to te:ﬁfy

4))



REMARKS OF SENATOR DAVE DURENBERGER
SUBCOMMITTEE ON HEALTH
MEDICAID AND THE DEVELOPMENTALLY DISABLED
SEPTEMBER 19, 1986

Today's hearing will take a close look at the Medicaid
program and the needs of developmentally disabled individuals.
This is a very complicated and emotionally charged issue to deal
with. The needs of developmentally disabled individuals call
forth our most important responsibility as public policymakers --
how we respond to those needs is a test of our society's’
character and moral fiber.

In order to properly address the needs of these individuals,
we have to "begin at the beginning" and ask a number of very
basic questions -~ How many developmentally disabled
individuals are there? What services are available to them
through federal and state programs? What services do they need,
and in what setting?

This last question takes us to what quickly becomes the heart
of any discussion of Medicaid and the developmentally disabled -~
and that is the issue of institutional care versus
community~based services.

1 feel strongly that today's hearing should not be reduced to
an “either/or" situation, that we should not consider ourselves
here to declare a preference for either institutions 6r community
services. That kind of dichotomy or polarization obscures the
real issue.

What is that issue? 8imply this -- developmentally disabled
individuals have different needs which require different services
in different settings. I believe the real challenge we face as
policymakers is not to establish a preference for one setting
over another, but to adopt a policy which allocates federal
resources appropriately along the continuum of services that the
developmentally disabled need.

Does the Medicaid program have a bias toward institutional
care that is out of line with the needs of the clients? Does
that bias limit the expansion or availability of community
services that might be more desirable and effective for some
developmentally disabled individuals? What can be done to remove
any existing bias, and to instead promote the availability of
community services ~ without restricting the availability of
institutional care for those who really need it? These are the
kinds of questions 1 think we have to ask.

I have a statement here from the Minnesota Coalition of
Parents and Friends for Community Residential Services, prepared
by Galen Pate, the courageous father of a young woman with
multiple disabilities. I would like to share a part of Galen's
statement with you, because I believe it represents the view and
experience of a lot of concerned parents and family members.

“more=



Galen's daughter Elizabeth has been diagnosed as havaing
cerebral palsy, profound mental retardacion,”and a seizure
disorder. Because of the level of care that his daughter
requires, Galen was not able to care for her in his home.
Because he wanted to be closely involved in his daughter's
development, Galen began working with other families in his
community to develop a group home.

His original desire was to set up a small home for about six
people, but in the early stages of planning, it became evident
that the cost for meeting the needs of a profoundly handicapped
person would require a home designed on a larger scale, with a
higher staffing ratio, and more costly physical plant
requiruments. While he is still as involved as ever in Betsy's
life, his experience has tempered his earlier feelings about what
type of setting would provide Betsy with the best care.

Galen and other memhers of the Minnesota Coalition of Parents
and Friends for Community Residential Services have worked hard
to develop community residential facilities. But their
experience has shown that other kinds of facilities are also
needed - particularly for those individuals who are severely and
profoundly mentally retarded, medically fragile, or in nced of
significant bhehavior management.

- .1 think Galen's group speaks for many of us when it says:
"The system needs to be expanded in a planned and thoughtful
manner sqgythat the quality of care currently available to our
children is not compromised through a rus* to reduce the size of
the facility or the size of the federal Medicaid budget. The
range of service options needs to be expanded, not limited, 8o
that our children and all other children who will likely follow
them continue to have an effective array of choices available."

I wanted to share this statement with you because I know that
this is an emotionally charged issue and that many people here
today have loved ones whose very lives are on the line when we
talk about changes in federal programs. To you, let me say that
I have heard and understood your concerns as devoted parents and
supportive family members. I am not approaching today's hearing
with any preconceptions as to the outcome it should produce.

I simply believe that {t is time to ask a very basic question
-=- how can federal programs best ensure that the developmentally
disabled receive high quality services in a way which maximizes
their freedom, their safety, and their individual potential to
learn and grow? !

We have a long list of witnesses today ~ we've tried to
accommodate as many different areas of expertise as possible. In
order to hear from everyone and to have time for questions, we
will have to adhere strictly to the €ive minute rule - so I will
have to ask all our witnesses to be brief. Your full written
statements will be made a part of the record. Let's proceed to
our first panel.

~30~-
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STATEMENT OF SENATOR DOLE ' '
/ O

MR. CHAIRMAN, I THANK MY COLLEAGUE, THE SENATOR
.FROM MINNESOTA FOR HOLDING THIS HEARING ON SERVICES
FOR DEVELOPMENTALLY DISABLED PERSONS AND THE MEDICAID
PROGRAM. I AM CONFIDENT THAT THE DISTINGUISHED AND
CAPABLE ASSEMBLY OF WITNESSES WE WILL HEAR TODAY WILL
BE. OF GREAT ASBISTANCE TO US AS WE EXPLORE THE MANY
ISSUES AND MANY PERSPECTIVES THAT COME TO BEAR ON THIS
IMPORTANT SUBJECT.

AS MANY WHO ARE TESTIFYING HERE TODAY KNOW, MY
INVOLVEMENT WITH AND SUPPORT OF THE DEVELOPMENTALLY
DISABLED POPULATION IN MY OWN STATE OF KANSAS AND



THROUGHOUT THESE UNITED STATES GOES BACK A LONG WAY.
TODAY WE ARE GOING TO LOOK BACK OVER THOSE FIFTEEN
YEARS OF SUCCESS AND ACHIEVEMENT IN FEDERAL SUPPORT
PROGRAMS FOR PERSONS WITH MENTAL RETARDATION AND
DEVELOPMENTAL DISABILITY. NO ONE CAN CHALLENGE THE
FACT THAT WE HAVE COME A LONG WAY NOR CAN THEY DENY
THERE IS MUCH FOR ALL OF US TO LEARN. THAT'S WHY WE
ARE HERE. WE MUST DRAW ON OUR EXPERIENCE AND CAPTURE
THE PROGRESS BEING MADE ON MANY FRONTS, FROM
TECHNOLOGICAL ADVANCES TO MORE COST EFFECTIVE DELIVERY
MODES, TO MORE HUMANE SERVICES.

1 KNOW FULL WELL SOME OF THE DIFFICULT ISSUES WE
ARE FACING IN MY OWN STATE. RECENTLY, THERE WAS A
REVIEW AND SUBSEQUENT SHIFT IN THE ELIGIBILITY OF
CERTAIN INDIVIDUALS AT ONE INTERMEDIATE CARE
FACILITY. SOME INSTITUTIONALIZED RESIDENTS WERE
REQUIRED TO MOVE TO COMMUNITY-BASED CARE. THE MOVE
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BROUGHT WITH IT NEW AND GREATER OPPORTUNITIES ALONG
WITH SHORTER COMMUTES FOR SOME FAMILIES AND LOVED ONES
OF THE FORMER RESIDENT. HOWEVER, FOR SOME, THE
SCENARIO WAS LESS THAN ROSEY. COMMUNITY BASED CARE 1S
NOT EASILY ACCESSIBLE. IN THIS CASE THE CHANGE CAN BE
A WRENCHING ONE. WHILE I AM CONFIDENT THE PEOPLE WHO
HAVE WORKED ON THIS PROBLEM IN KANSAS HAVE BEEN AS
SUPPORTIVE AND HELPFUL A8 POSSIBLE, WE-WERE NOT ABLE
TO ESCAPE THE ANGUISH, CONFUSION, ALARM AND ANXIETY
THAT RESULTS WHEN DISRUPTIONS OCCUR.

ABOVE ALL WE MUST REMEMBER THAT WE HAVE A GREAT
OPPORTUNITY TO MAXIMIZE THE QUALITY OF LIFE FOR THOSE
ENTRUSTED TO OUR CARE.



STATEMENT BY Y e
SENATOR JOHN H. CHAFEF
“ oN

$.2209: THE DISARLED PERSONS ACT

MR. CHAIRMAN, | AM A co-sPoNsOR oF S. 2209, THe DisaBLED
PERSONS ACT WHICH WE ARE CONSIDERING TODAY. | COMMEND MY COLLEAGUE
FROM KANSAS FOR HIS INTRODUCTION OF THIS PROPOSAL. THI® LEGISLATION
1S OF GREAT IMPORTANCE TO DISARLED AMERICANS WHO WANT ToO
PARTICIPATE IN MANY FACETS OF LIFE, INCLUDING THE OPPORTUNITY TO RE
PRODUCTIVE MEMBERS OF THE WORK COMMUNITY. WHEN 1T 18 PASSED,
DISABLED INDIVIDUALS WILL HAVE SOMETHING TO CHEER AROUT = CONGRESS
WILL FINALLY ACKNOWLEDGE THAT INDIVIDUALS WITH DISABILITIES SHOULD
BE SUPPORTED AND ASSISTED IN THEIR EFFORTS TO JOIN THE WORKFORCE
RATHER THAN DISCOURAGED BECAUSE THEY CANNOT AFFORD THE HIGH COST OF
THEIR DISABILITY~RELATED HEALTH CARE NEEDS WITHOUT SOME HELP FROM
FEDERAL PROGRAMS.

BECAUSE 1T IS SUCH AN IMPORTANT 1SSUE, | ALSO ADDRESSED THIS
PROBLEM IN MY LEGISLATION, S. 873, THe ComMmuNiTY AND FAMILY Living
AMENDMENTS OF 1985. LINFORTUNATELY, THAT BILL DOES NOT SEEM TO HAVE
AS GOOD A CHANCE FOR FINAL PASSAGE THIS YEAR AS S$.2209, so | am
PLEASED WE ARE ADDRESSING THIS ISSUE TODAY.

Prion vto 1980, DISABLED INDIVIDUALS RAN THE RISK OF
JEOPARDIZING THEIR SUPPLEMENTAL SECURITY INCOME (SSI) ELiGIRILITY,
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WHICH WHICH DETERMINES AN INDIVIDUAL'S ELIGIBILITY For MEDICAID,
IF THEY WERE ENGAGED IN ANY SUBSTANTIAL GAINFUL ACTIVITY == AN
INCOME PRODICING JOB. IF AN INDIVIDUAL WHO HAD A SEVERE HANDICAP

| SUCCESSFULLY PERFORMED ANY INCOME PRODUCING ACTIVITY, TH@\ WAS
E VIEHé‘As A DEMONSTRATION THAT HE OR SHE NO LONGER LACKED THE

" CAPACITY FOR WORK. BEFORE JANUARY 1, 1981 GROSS EARNINGS ABOVE
4300 WERE A BASIS FOR DENIAL OF SSI RENEFITS.

IN 1980 A8 PART OF THE SoCIAL SECURITY ACT AMENDMENTS,
CONGRESS AUTHORIZED A THREE YEAR DEMONSTRATION PROJECT PROVIDING
SPECIAL CASH BENEFITS AND CONTINUED MEDICAID ELIGIRILITY TO
ENCOURAGE DISABLED SSI RECIPIENTS TO ATTEMPT TO RETURN TO WORK. IN
1984 THESE PROVISIONS, KNOWN AS SECTION 619, WERE EXTENDED THROUGH
June 30, 1987. WE ARE HERE TODAY TO DISCUSS THE PERMANENT
AUTHORIZATION OF SSI AND MepicAiD BENEF1TS UNDER SEcTion 1619.

1 FULLY SUPPORT EFFORTS TO ENCOURAGE DISABLED INDIVIDUALS WHO
WISH TO JOIN THE WORK FORCE TO HAVE THE CHANCE TO DO so. But we
MUST BE CERTAIN THAT BARRIERS THAT DISCOURAGE THEIR PARTICIPATION,
SUCH AS THE POSSIBLE LOSS OF SSI orR MEDICAID BENEFITS, ARE
ELIMINATED. ACCESS TO THE WORK COMMUNITY 18 CRITICAL IN ORDER TO
ASSIST DISABLED PERSONS TO PURSUE FULL AND ACTIVE LIVES.

WE ARE IN AN ERA OF CHANGING TECHNOLOGY AND EXPERIENCE. OuR
UNDERSTANDING OF THE CAPABILITIES OF THOSE WITH DISABILITIES 18
CHANGING QUICKLY. WE HAVE MADE TREMENDOUS STRIDES IN OUR ARILITY
TO HELP THOSE WITH DISABILITIES TO LEARN AND TO PARTICIPATE IN MANY
DIFFERENT FACETS OF LIFE+ THESE INDIVIDUALS REPRESENT A HIGHLY

..2..



MOTIVATED, DEPENDABLE WORK FORCE. THIS LEGISLATION WILL GIVE THEM

THE OPPORTUNITY TO FULFILL THEIR POTENTIAL.
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Statement of Senator George J. Mitchell
Health Subcommittee Hearing on
Medicaid Financing of Services for

Developmentally Disabled Persons

September 19, 1986

Mr. Chairman, I want to thank you for scheduling this hearing
today to examine Medicaid financing of services for

developmentally disabled persons in our society.

In recent years we.have witnessed a significant change in the
treatment of the developmentally dgsabled in our communities.
Thousands of persons who had been in large public institutions
have now been placed in community-based settings. This
movement towards community-based treatment facilities has been
a very positive experience for many of our citizens, but with
this movement away from large institutions has come new

challenges.

Individuals placéd in community-based settings may be in
greater need of new sgkills including socialization, self-help
and other adaptive skills necessary to reside successfully in

home and community-based facilities,
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It is important that this Committee has as accurate a view as
possible of the current situation with regard to the financing
of services for the developmentally disabled. We must look at
the type of facilities available, and make sure that our
current funding structure best mcets the nee@s of this

population.

I am pleased that so many witnesses are with us today, persons
and organizations that repre;ent a variety of perspectives on
how best to provide services for the developmentally disabled.
I would especially like to welcome Bonnie-Jean Brooks, the
Executive Director of Opportunity Housing in Bangor, Maine, who
is representing the National Association of Private Residential

Facilities for the Mentally Retarded,

I look forward to the testimony to be presented by our
witnesses and anticipate working with the Committee to continue
.to improve the important programs and services for the

developmentally disabled.

R 1 b Sl A AR 1 0 M 6 s Yy oA e £ i RO
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ABSTRACT

The major source of Federal support for persons with mental retardation
and developmental disabilities is the Medicaid progrem, title XIX of the Social
Security Act. This paper describes Medicaid services and other Federal
programs serving this population and discusses issues in the delivery of

services to these persons.

ST gyt S
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SERVICES FOR PERSONS WITH MENTAL RETARDATION AND DEVELOPMENTAL
DISABILITIES: BACKGROUND INFORMATION AND DISCUSSION OF ISSUES

INTRODUCTION

Services for persons with mental retardation and related conditions are
funded through a variety of Federal programs. The Medicaid program, title XIX
of the Social Security Act, provides the major share of Federal resources for
these persons. This paper describes the population of persons with mental
retardation and related conditions, identifies the major sources of program
support, and presents the amount expended. The development of services to this
population is presented beginning with the movement of some persons out of
large isolated custodial facilities into more socially integrated, community-
based settings. Although there is steady movement to increase community serv-
ices, there has also been a need expressed to maintain some level of comprehen-
sive care in larger facilities for some of these disabled persons. Issues
regarding services to this disabled population are discussed and relevant

legislation is summarized.
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I. BISTORY

Over the past 100 years many large institutions were built to provide care
for mentally retarded persons. These institutignl, which frequently served
many hundreds of residents, provided 24-hour maintenance and, in some facili-~
ties, therapeutic care. The institutions generally were built in rural areas
not adjacent to towns or cities, and for this reason, normal community involve~
ment of the institutionalized residents was not generally possible., Prior to
the 19508, such institutional services were virtually the only available source
of services for persons with mental retardstion, and many families were
encouraged by their physicians to institutionalize nevérely handicapped
newborns at birth, A General Accounting Office (GAO) report characterized
institutional care as follows:

Until the 1960s, mentally disabled persons who could not afford

private care had to rely primarily on public institutions for their

care. Conditions in these institutions generally were harsh. Treat-

ment programs were limited; living quarters were crowded; few recrea-

tional or social sctivities were availablej and individual privacy

was lacking. In general, the institutions served as custodial set-

tings, often with unpleasant conditions, and many people remained
institutionalized for years. }/

1/ U.S. General Accounting Office. Summary of a Report. Returning the
Mentally Disabled to the Community: Government Needs to do Morej Report to the
Congress by the Comptroller General of the United States. HRD-76-152A, Jan. 7,
1977, Washington, 1977. p. 1.
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In the 1950s parents of retarded children began to organize and to encour-
age the development of community services so that their handicapped children
could receive specialized developmental services while living at homs. These
parents also worked to bring about improvements in institutions. This parents'
group is the Association for Retarded Citizens. The movement to improve com-
munity services and institutional conditions for mentally retarded persons was
supported by President Kennedy who appointed a panel to study the issue and
report to the President, The panel recommended that institutional care be
restricted to those retarded persons whose specific needs can be met best by
this type of service. The panel further recommended that local communities, in
cooperation with Federal and State agencies, undertake the development of
community services for retarded persons. Abuses and neglect of retarded in-
stitutionalized persons were reported in the press, and during the 1960s and
the 19708 efforts were made nationwide to improve conditions in institutions,
expand alternatives to institutionalization, and move residents from institu=
tional to community settings. This became known as the deinstitutionalization
movement ,

Over the past 15 years there has been a steady decline in the number of
mentally retarded persons served in public institutions. Services have been
developed in the community to help provide care for persons coming out of
institutions and to offer an alternative to persons who may otherwise have
required institutionalization,

Several pieces of landmark legislation have been enacted by the Congress

to provide services and protections for persons with mental retardation and

.related conditions. In 1971, Congress authorized Federal Medicaid funding for

care provided in intermediate care facilities for the mentally retarded and

persons with related conditions (ICFs/MR). ICPs/MR provide 24-hour care in a
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residential facility. The Medicaid program is a Federal-State matching program
that provides medical assistance for low-income persons who are aged, blind,
disabled, or members of families with dependent children. To receive funds,
1CPs/MR must meet Federal certification standards established under the Medi-
caid program. Regulations published in 1974 (42 C.F.R. 442 subpart G) were
intended to ensure a safe and therapeutic environment and iqclude provisions
for adequate staffing, health and safety requirements and minimum specifica-
tions for individual space and privacy. An updated regulation published March
4, 1986, is intended to increase the focus on active treatment of institution-
alized persons and to improve the ability of State survey agencies to assess
the quality of care. Today the Medicaid program is the largest source of
Federal support for services provided to persons with mental retardation and
related conditions.

In 1975, the Developmentally Disabled Assistance and Bill of Rights Act
(P.L. 94~103), included provisions intended to improve services to mentally
vetarded and other disabled persons in institutions. This law required that
States submit a plan to eliminate inappropriate placement in institutions and
improve the quality of institutional care. State plans were also required to
support the establishment of community programs as alternatives to institu-
tionalization.

Also in 1915, the Education for All Handicapped Children Act (P.L. 94-
142), required States to provide educational and supportive services in the
least restrictive environment for all handicapped children ages 3 to 21.

In 1980, the Civil Rights of Institutionalized Persons Act P.L. 96-247,
gave the U.8, Attorney General explicit authority to initiate and intervene in
litigation involving the constitutional rights of institutionalized persons.

The Attorney Cenersl is authorized to intervene if he believes that deprivation
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of rights is part of a pattern of denial, if the suit is of general public
importance, and if it is believed that institutionalized persons are beiLg
subjected to "egregious or flagrant" conditions which deprive such persons of
any rights, privileges or immunities under the Constitution or laws of the

United States.

-
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I11. BACKGROUND INFORMATION

A. Definition of the Target P‘gglagion

Medicaid law authorizes Federal support for certain institutional services

" Mental retar~

for "the mentally retarded or persons with related conditions,
dation is defined by the American Association of Mental Deficiency as signifi-
cantly subaverage intellectual functioning existing with deficits in adaptive
behavior and manifesting during the developmental period (during childhood or
adolescence). The current Medicaid regulation defining "persons with related
conditions" is based on the previous and current definitions of "developmental
disability" as set forth in the Developmental Disabilities Act.

A 1974 Medicaid regulation issued to cover care in ICFs/MR defined
“persons with related conditions” by referencing the definition of develop-
mental disability as set forth in a 1970 statute. 2/ This definition was
originally based on specific impairments including mental retardation, cerebral
palsy, epilepsy, and related neurological conditions. The current definition
of dovolopaent-l dk-nbility enacted in 1978 is a functional definition that
dencribc' the adaptive cupaclty of cllgiblc pernona, but duoc not include

specific impairments. A developnentll disability i| cnrrently def!ncd undcr

2/ Developmental Disabilities Services and Facilities Construction Act.
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the Developmental Disabilities Act as a severe, chronic disability which begins
by the time a person is a young adult and which substantially limits the
person’s ability to function independently. The statutory definition

states: 3/

The term "developmental disability" means a severe, chronic disabil~
ity of a person which?

(A) is attributable to a mental or physical impairment or combination
of mental and physical impairments}

(B) is manifested before the person attains age 22;

(C) is likely to continue indefinitely;

(D) results in substantial functional limitations in three or more of
the following areas of major life activity: self-care, receptive and
expressive language, learning, mobility, self-direction, capacity for
independent living, and economic self-sufficiencyj and

(E) reflects the persons' need for a combination and sequence of
special, interdisciplinary, or generic care, treatment, or other
services which are of lifelong or extended duration and are indi-
vidually planned and coordinated.

Because this definition does not include specific impairments, it can be inter-
preted to include mental illness, and mental illness is not covered under
Medicaid's ICF/MR benefit., Medicaid provides funds for services to the men-
tally ill apart from the ICF/MR program. Therefore, the Health Care Financing
Administration (HCFA) promulgated a new regulation to define "persons with
related conditions." (51 Federal Register 19181, published May 28, 1986.) This
definition includes components of the former and the current definitions of
developmental disabiiity and specifically excludes mental illness:

"Persons with related conditions" means individuals who have a

severe, chronic disability that meets all of the following condi-

tionst

(A) It is attributable to:

cerebral palsy or epilepsy or any other condition, other than mental

illness, found to be closely related to mental retardacion because

this condition results in impairment of general intellectual func-

tioning or adaptive behavior similar to that of mentally retarded

persons, and requires treatment or :ervicen sxmxlnr to those requ;red
for these persons. ’

3/ Section 102(7) of the Developmental Disabilities Assistance and Bill
of Rights Act.
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(B) It is manifested before the person reaches age 22.
(C) It is likely to continue indefinitely.
(D) It results in substantial functional limitation in three or

more of the following areas of major life activity: self-care,

understanding and use of langusge, learning, mobility, self-direc-

tion, capacity for independent living.

In summary, it might be said that the Medicaid program's support for
persons with conditions related to mental retardation is intended for persons
hose conditions cause severe intellectual or behavioral deficits requiring
services similar to those required by mentally retarded persons.

This paper will use the term persons with mental retardation or develop-
mental disabilities (MR/DD) to mean persons who are eligible for a variety of
Federal programsj the term includes those mentally retarded and persons with
other related conditions that ave eligible for Medicaid services as described

above.
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111, MEDICAID SERVICES FOR MR/DD PERSONS

The major source of Federal support for care for MR/DD persons is
the Medicaid program, authorized under title XIX of the Social Security Act.
The Medicaid program is a Pederal~State matching program which provides medical
assistance for low-income persons who are aged, blind, disabled, or members of
families with dependent children. Eligibility for Medicaid ias generally linked
to actual or potential receipt of cash assistance under the Federal Supplemen-
tal Security Income (SSI) program for the aged, blind, and disabled or the
federally assisted Aid to Families with Dependent Children (AFDC) program.
Most MR/DD persons who become eligible for Medicaid do so on the basis of their
disabled status under SSI, It should be noted that under SSI disability rules,
an individual is not considered to be disabled if he or she is able to engage
in “substantial gainful activity" (SGA), which the Secretary of Health and
Human Services (HHS) has defined as average counted earnings of $300 or more
per month., Por children under 18, disability must be of comparable severity.

All States cover the '"categorically needy" under their Medicaid programs.
In general, these are persons receiving cash assistance under 8S1 or AFDC.
States have the option of limiting Medicaid coverage of SS51 recipients by
requiring Lhem to meet any more restrictive eligibility standard that was in

effect on January 1, 1972 (before implementation of S§1). These States are
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commonly referred to as "209(b) States” in reference to the statutory provision
which gives them the option to use their 1972 eligibility standards instead of
88I's. States choosing the more restrictive criteria must allow applicants to

deduct medical exp from i in determining eligibility.  States may

also cover certain additional persons as categorically needy who do not
actually receive cash assistance. These might include persons who would be
eligible for cash nluingnnce. except that they are residents in medical
institutions (such as skilled nursing facilities or intermediate care facili-
ties). Many MR/DD persons who become eligible for medical assistance under
Medicaid are considered categorically needy recipients. 4/ It should be noted
that under 881 (and therefore Medicaid) eligibility rules, an institutionalized
individual is no longer considered to be living in the same household as
his/her parents or spouse after the first full month of institutionalization,
and income of the parents or spouse is not considered as available, unless
actus}+y~concf%buted, for the c~ 1 of the institutionalized person.

States are required to offer the following services to categorically needy
recipients under their Medicaid programs: inpatient and outpatient hospital
servicesj physician servicesj laboratory and x-ray services; skilled nursing
facility (SNF) services for individuals over 21} home health services for those
entitled to SNF care} early and periodic screening, diagnosis, and treatment
(EPSDT) for individuals under age 21§ and family planning services and sup~

plies. States may also provide coverage for a broad range of optional

4/ Generally HR/DD persons who are categorically needy recipients are
permanently and totally disabled individuals eligible to receive SSI assis~
tance, In addition, MR/DD persons may become eligible for Medicaid assistance
if they are "medically needy."” The medically needy are aged, blind, disabled,
or members of families with dependent children (1) whose income and/or resour-
ces are slightly in excess of standards for SSI or AFDC cash assistance, and
(2) who incur medical expenses which reduces their income to the State's medi-
cally needy income eligibility level.
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services, including drugs, intermediate care facility (ICF) services, and eye-
.glasses. States are permitted to establish limitations on the amount of care
provided under a service category (such as limiting the number of days of
covered hospital care or the number of physician services). Because States
have flexibility in defining the services that will be covered under their
Medicaid plans, the actual services that an MR/DD Medicaid recipient receives
will therefore vary from State to State.

In general, HCFA, which, together with the States, administers the Medi-
caid program, does not collect data on the utilization by MR/DD eligible recip-
ients of most categories of services covered by the States in their Medicaid
programs. However, HCFA does report data on certain institutional services
frequently used by this population. In addition, data from a special study on

services used by the MR/DD population are discussed later in this paper.

A. Institutional Services Covered under Medicaid
for MR/DD Individuals

Under Medicaid, States provide institutional services to MR/DD persons
primarily through facilities known as intermediate care facilities for the
mentally retarded (ICFs/MR). Medicaid law defines in section 1905(c) of the
Social Security Act an ICF as an institution whichs (1) is licensed under
State law to provide, on a regular basis, health-related care and services to
individuals who do not require the degree of care and treatment which a
hospital or skilled nurging facility is designed to provide, but who, because
of their mental or physical condition require care and services (above the
level of room and board) which can be made available to them only through
institutional facilities; (2) meets standards prescribed by the Secretary as he

finds appropriate for the proper provision of this care; (3) meets standards of
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safety and sanitation which are established by the Secretary in regulation in

-addition to those applicable. to nursing homes unéor State law} and (4) meets
requirements for protection of patients' funds.

Medicuid statute also specifies in section 1905(d) that intermediate care
facility services may include services in a public institution (or distinct
part thereof) for the mentally retarded or persons with related conditions if,
among other thingst (1) the primary purpose of the institution (or distinct
part thereof) is to provide health or rehabilitative services for mentally
retarded individuals and the institution meets such standards as may be
prescribed by the Secretaryj and (2) the mentally retarded individual is
recefving active treatment. These facilities are known as ICPs/MR.

In PY 1985, only one State, Wyoming (in addition to Arizona which is
operating an alternative demonstration program), did not cover ICF/MR services
under its Medicaid program. According to HCFA approximately 150,000 persons
were served in ICPs/MR in FY 1985. Pederal and State expenditures for ICF/MR
care totaled $4.7 billion in FY 1985,

Some MR/DD persons are also served under Medicaid in ICFs and SNFs, that
are not ICFs/MR. According to HCFA, ICFs and SNFs are generally not considered
to be appropriate settings for care for MR/DD individuals. However, if an
MR/DD individual has reached the capacity of his intellectual and social devel~
opment or requires primarily skilled medical care, then an ICF or SNF may be an
appropriate setting for his care. HCFA estimates that up to 10 percent of
residents of ICFs and SNFs are mentally retarded persons. (In PY 1985, there
were 826,966 recipients of ICP care nﬁd 547,051 recipients of SNP care.
According to the HCPA estimate, about 140,000 of these persons were mentally

retarded.
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B. Home and Community-Based Services for the MR/DD Individuals

Section 1915(c) of Medicaid law authorizes the Secretary of HHS to waive
certain Medicaid requirements to allow States to provide a broad range of home
and community-based services to individuals who would otherwise require, and
have paid for by Medicaid, the level of care provided in a SNF or ICF. Home
and community~based services waivers are frequently referred to as 2176 waivers
after the section in the Omnibus Budget Reconciliation Act of 1981, P,L. 97-35,
which authorized them. Although certain home and community-based services
could be covered by the States under their Medicaid plans prior to the amend-
ment, the 1981 legislation provides States with increased flexibility to offer
an expanded range of such services, to determine individuals to be covered, and
to define the geographic areas to be served.

Under the this waiver authority, HCFA is allowed to waive two specific
Medicaid requirements: (1) a requirement that Medicaid services be available
throughout a State, and (2) a requirement that covered services be equal in
amount, duration, and scope for certain Medicaid recipients. By allowing the
Secretary to waive these requirements, States are given flexibility to offer
selected 2176 home and community-based services in only a portion of the State,
rather than in all geographic jurisdictions as would be required absent the
waiver, and to offer selected services to certain State-defined individuals
eligible for Medicaid assistance, rather than offering such services to all
eligible individuals.

In order to receive approval for a waiver, States must provide a number of
assurances to the Secretary, including one requiring that the estimated aversge
per capita expenditure fo; medical assistance under the waiver for those re-

ceiving wavered services in any fiscal year not exceed 100 percent of the
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average per capita expenditure that the State reasonably estimates would have

-been incurred in that year for that population if the waiver had not been

granted. In addition, States must assure that necessary safeguards (including
adequate standards for provider participation) have been taken to protect the
health and welfare of individuals provided services under the waiver and to
assure financial accountability for funds expended for these services.

States may cover the following services under 2176 waivers: case manage-
ment, homemaker/home health aide services, personal care, adult day health,
habilitation services, respite care, 3/ and such other services requested by
the State and approved by the Secrevary. These other services have included
home modifications, non-medical transportation, nutritional counseling, and
congregate and home-delivered meals.

The client groups most frequently served by States under the waiver have
been the aged/disabled and MR/DD. Since the inception of the program, HCFA has ‘
approved 144 waivers in 47 States. As of August 25, 1986, 104 approved waivers
are active in 44 States. Of the total active waivers, 46 are currently serving
MR/DD persons in 35 States. A HCFA survey of active waivers as of September
30, 1985, showed that 21,109 MR/DD persons were being served at that time. The
most frequently offered services to MR/DD individuals unher the waiver program
have been case management, habilitation, and respite care. A provision in the
Consolidated Omnibus Budget Reconciliatiéﬁ Act of 1986, P.L. 99-272, defined ..
habilitation services, for purposes of 2176 waivers, as services designed to. .
assist individuals in acquiring, retaining, and improving the self-help, soci-
nliz;tion, and adaptive skills necessary to reside successfully in home and .

community-based settings, including prevocational, educational, and supported

5/ See Glossary at Appendix A for definitions of these terms.

67-659 0 - 87 - 2
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employment services. 6/ Habilitation services provided under the waiver
-authority cannot include specisl education and related services as defined in
the Education of the Handicapped Act which otherwise are available through a
local educational agency, or vocationasl rchabilitctionvuerviceo 1/ which

otherwise are available through a program funded under the Rehabilitation Act
of 1973, as amended.

C. Standards for Assurin, ali re for MR DD M icaid Recipients

As noted above, the Medicaid statute requires that services provided to
MR/DD recipients, whether in the community or an institution, meet certain

standards designed to protect the health and safety of the recipients of serv—
ices.

1. Home and Community-Based Waiver Services

For home and community-based services provided under 2176 waivers, final
regulations issued by HCPA March 13, 1985, require States to provide assurances

that necessary safeguards have been taken to protect the health and welfare of

the recipients of these services. The regulations specify that safeguards

include adequate standards for all types of providers that furnish services
under the waiver as well as standards for board and care homes where a signif-

fcant number of SS8I recipients are residing or likely to reside and where home

and community-based services may be provided. If the State has licensure or

certification requirements for any services or for individuals who furnish

¢/ Ibid,
: 1/ 1bid.
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these services under the waiver, it must assure HCFA that the standards in the
licensure or certification requirements will be met. The preamble to interim
regulations on the waiver program pointed out that the regulations do not
attempt to define these safeguards or to prescribe how they are to be devel-
oped. Rather they leave to the State the responsibility for determining what
the necessary safeguards are, to define them or specify how they will be devel~

oped and implemented, and to explain how they satisfy the statute.

2. 1CP/MR Services Under Medicaid

Medicaid statute requires ICFs/MR to meet certain definitional require-
ments as well as standards prescribed by the Secretary for safety and sanita-
tion and for the proper provision of care. These standards were originally
published by the S8ecretary in regulations in 1974 and have not been signifi-
cantly revised since then. HCFA has proposed a general revision of these
standards in a rule published March 4, 1986, According to HCFA, this revision
is intended to increase the focus on the provision of active treatment services
to clients, clarify Federal requirements, maintain essential client protec-
tions, and provide State survey agencies with a more accurate machanism for
assessing quality of care.

Current standards prescribe requirements for staffing, resident living
areas, residents' rights, medical, nursing, and dental services, food and
nutrition services, among others, which an ICF/MR must meet in order to parti-
cipate in Medicaid.

Regulations also define in greater detail certain other requirements
contained in Medicaid law for ICFs/MR. FPor example, regulations require that

active treatment provided by ICFs/MR includes (1) teghlar participation by the
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recipient in professionally developed and supervised activities, experiences,
or therapiess (2) an individual written plan of care that sets forth measurable
goals or objectives for desirable behavior and a program for reaching them; (3)
an interdisciplinary professional evaluation; (4) reevaluation at least an-
nually by the staff involved in carrying out the resident's individual plan of
care to review progress made toward meeting the plan's objectives, the appro-
priateness of the plan, continuing need for institutional care, and considera-~
tion of alternative methods of care; and (5) an individual pootlnltitution;i'
plan of care that is developed before discharge and that specifies appropriate
services, protective supervision, and other follow-up services needed in the
resident's new environment.

States must certify that ICFs/MR meet these various requirements and
standards before Faderal payments may be made for care provided to eligible
recipients in these institutions. Medicaid law requires the State Medicaid
agency to contract with a State survey agency to determine, through inspection,
vhether facilities meet the requirements for participation in the Medicaid
program. The survey agency may certify s facility that fully meets require-
ments and standards for up to 12 months. Survey agencies may also certify a
facility for participation if it is found to be deficient in one or more stan-
dards if the deficiencies, individually or in combination, do not jeopardize
the health and safety of patients and if the facility submits an acceptable
plan of correction for achieving complisnce.within a reasonable period of time.
A facility with deficiencies that do not jeopardize the patient's health and
safety may continue to be certified under Medicaid for a period of up to 12
months while it corrects the deficiencies.

In the Omnibus Reconciliation Act of 1980, P.L. 96~499, Congress author~

ized the Secretary of HHS to "look behind" a State's survey of nursing homes
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and make an independent and binding determination regarding a facility's com-
pliance with program requirements and standards. If the Secretary finds that a
facility fails to meet program requirements and standards, he is authorized to
terminate the fagility'l participation until the reason for the termination has
been removed and there is reasonable assurance that it will not recur. In‘FY
1985, HCFA completed 464 look-behind surveys of ICFs/MR. In that year, 72
fuciiitie-, or 15 percent of the total number inspected by HCFA, were notified
of some form of possible adverse action by HCFA., Eight facilities were actu-
ally terminated or voluntarily withdrew their participation following HCFA
inspections. In FY 1986, HCFA has completed 514 look-behind inspections as of
August 1, 1986, and 80 facilities, or 12 percent of the total inspected, have
been notified of the possibility of some kind of termination proceedings.

In addition, before the enactment of P.L. 96-499, if a State survey agency
made a determination that a facility could not comply with requirements and
standards for care, the only available sanction was to terminate the facility's
provider agreement. P.L. 99-499 provided HCFA and State Medicaid agencies with
an alternative intermediate sanction for deficient ICFs and SNFs. When a
finding is made that a facility no longer)substantially meets the law's re~-
quirements and standards of care, and deficiencies do not immediately jeopar-
dize the health and safety of the facility's patients, the Secretary and/or
State may, instead of terminating the facility's participation in the program,
refuse to mage payments on behalf of eligible individuals later admitted to.the
facility., However, if it is determined that the deficiencies do immediately
jeopardize the health and safety of the facility's patients, the Secretary or
State must terminate the facility's participation in the program. If the
decision is made to deny program payment instead of terminating a facility's

participation, the facility must achieve substantial compliance with program
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requirements or be found to have made a good faith effort to correct its defi-
ciencies by the end of the 1lth month following the month when a decision is
made to deny payment. Final regulations implementing these provision were
published July 3, 1986, and became effective August 4, 1986.

The‘Conlolidated Budget Reconciliation Act of 1985 (COBRA), P.L. 99-272,
enacted April 7, 1986, provided States additional options under which ICFs/MR
that are found by the Secretary to have substantial deficiencies that do not
pose an immediate threat to recipients' health and safety may remedy those
deficiencies. These provisions in COBRA allow the State Medicaid agency to
submit written plans to the Secretary either to make all necessary corrections
in such facilities, including staff and physical plan corrections, within 6
months of the approval date of the plan, or to reduce permanently the number of
beds in certified units within 36 months of the approval date of the plan.
These options apply only to correction and reduction plans approved by the
Secretary within 3 years after the effective date of final regulations.

Proposed regulations for these COBRA provisions were published by HCFA July 25,

"1986.
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1V, FRDERAL EXPENDITURES FOR PROGRAMS SERVING THE
MR/DD _POPULATION

It is estimated that in FY 1985, $4.7 billion in Federal funds was used to
support various services for the MR/DD population. 8/ Of this Pederal total,
$2.7 billion or 57 percent, was used for room and board, health, and rehabili-~
tative services delivered in ICFs/MR. The next largest Federal estimate was
$930 million for Medicaid services delivered to MR/DD persons who were not in
/ 1cPa /MR,

The following services may be delivered in or out of institutions, but are
primarily community-based services. Human development services accounted for
$347 million and included grants to States for developmental disabilities
programs and social services, State developmental disabilities services are
focused primarily on community living services, employment-related activities,

child development services, and case management services. State grants for

8/ Data in this paragraph are from: Braddock, David, Ph.D. Federal
Spending for Mental Retardation and .Developmental.Disabilities. Public Policy
Monograph Series no. 7. University of Illinois at Chicago. July, 1985. p. 31
and 71. This research was partially supported by the National Institute of
Handicapped Research, U.S. Department of Education and by the Administration on
Developmental Disabilities, U.S. Department of Health and Human Services. The
data for this report were obtained directly from the States and, to a lesser
extent, from HCFA., This research provides the most comprehensive analytis of
expenditure data for MR/DD persons by source of support.

In addition to the Pederal funds discussed here, States provide funding
for services for the MR/DD population that is in excess of the Federal amount.
The voluntary sector also provides funds for MR/DD services.
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social services, authorized under title XX of the Social Security Act, may be
used to assist the MR/DD population in areas such as protective services, day
care services for adults, training, and employment services. For special
education services to MR/DD children, $320 million in Pederal @ollnro vas
expended. Vocational rehabilitation services used to train and place MR/DD
adults into employment accounced for $134 million., Chart 1 shows the total
Federal support for MR/DD services in PY 1985, 82.2 percent of which is used
for public health services. Chart 2 shows Federal spending for public health
services for HR/DD persons in FY 1985, Table ) summarizes individual eligi-
bility and services covered under the major Federal programs serving the MR/DD
population.

In addition to Pederal funds, States provide funding for services to MR/DD
persons. A recent study estimates that in FY 1984, State funds accounted for
84 percent of the cost of institutional services and 70 percent of the cost of

community services. 9/

9/ Braddock, David, et al. Public Expenditures for Mental Retardation
and Developmental Disabilities in the United States. State Profiles, Public
Policy Monograph Ssries no. 5. University of Illinois at Chicago. Dec. 1984.
Pe 19.
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Major Federal Support for MR/DD Services:

Services Covered and Eligibility

Program

Services covered

Eligibility

Medicaid
ICF/MR

Medicaid
Not ICF/MR

Human development
services
(delivered in or
out of institu-
tions)

Health and rehabilitative
services, including active
treatment in an institution

certified as meeting various

requirements and standards.

Services which States are

required to offer to certain

recipients, including

inpatient hospital services,

physicians services,
laboratory and x-ray

services, and other optional

services which States may
cover such as prescription
drugs, eyeglasses.

Developmental digabilities
services including child

development, employment-re~
lated services, alternative

community living arrangement

services, and case manage-
ment services. Also in-
cluded are developmental
disabilities interdiscipli-

nary training and protection

and advocacy grants.

This category also includes

a wide range of social serv-

ices under the Social Serv-

ices Block Grant, as well as

Child Welfare Services,
Headstart, and the Foster
Grandparent Program.

Generally, disabled per~
sons receiving cash sssis-
tance, or if in an insti-
tution, eligible to re-
ceive cash assistance
under SSI, or the medi-
cally needy who incur
medical expenses which
reduce their income to the
State's eligibility level.

Generally disabled persons
receiving cash assistance
under SSI, or the medi-
cally needy.

Persons meeting the de-
finition of developmental
disability,

These programs are gener-
ally available to MR/DD
and other persons.
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Major Pederal Support for MR/DD Services:
Services Covered and Eligibility—continued

Program

Services covered

Bligibility

Special education
(delivered in or
out of institu-
tions)

Vocational
rehabilitation
(delivered in or
out of institu-
tions)

Includes funds for special
education and related serv-
ices for handicapped chil-
dren in State-operated or
State~supported schoolss
funds for State grants to
provide special education
services to all handicapped
children and funds for
preschool incentive grants.
Special education includes
classroom instruction,
instruction in physical
education, home instruction,
and instruction in hospitals
and institutions. Related
services include transporta-
tion and such developmental,
corrective, and other sup-
portive services as may be
required, as well as early
identification and assess-
ment of handicapping condi-
tions in children.

Includes Federal allotments
to State vocational reha-
bilitation agencies to
provide comprehensive serv-
ices to handicapped individ-
uals including evaluation,
physical and mental restora-
tion, vocational training,
special devices required for
employment, job placement,
followup services, and any
other services necessary to
make the handicapped person
employable.

Handicapped children means
children with the follow-
ing disabilities who
require special education
and related servicest
mentsl vetardation, hear-
ing impairments, speech or
language impairments,
visusl impairments, ser-
ious emotional distur-
bance, orthopedic impair-
ments, specific learning
disabilities, other health
impairments.

Handicapped individual
means a8 person with a
physical or mental dis~
ability which results in a
substantial handicap to
employment} the individual
must be expected to bene~
fit in terms of employ-
ability from the services
provided.
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V. COSTS AND NUMBER OF PERSONS SERVED IN
RESIDENTIAL FACILITIES

A, Overview

There is no precise figure available of the number of MR/DD persons in the
U.S. or of the number of mentally retarded or persons with related conditions
eligible for Hedicaid. The numbers presented below are based on persons served
in different types of facilities, but do not include persons living with their
families, many of whom would request services if there were additional com-
munity-based residential services available. There is lack of uniformity in
the numbers presented below because data are from different agencies and
represent different years. The numbers also overlap. The type of facilities
that may care for MR/DD persons may be licensed by the State to provide some
level of care and services. Among licensed facilities, some may be certified
by Medicaid as ICFs/MR. Licensed facilities, including ICFs/MR, may be public
or private. Unlicensed facilities would necessarily be private,

In FY 1982, 243,669 persons were served in licensed care facilities. This
number includes public and private facilities, but does not include MR/DD
persons in unlicensed facilities. In PY 1984, 109,827 persons were served in
public institutions, most of which are ICF/MR certified. This number does not

include persons served in private facilities. The number served in ICFs/MR,
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158,616 in FY 1984, includes public and private ICFs/MR, but does not include
those in facilities not certified to receive ICFs/MR funding. It is estimated
that the number of persons potentially eligible for ICF/MR services is at least
double the number currently receiving such services. Annual costs of ICF/MR
services are presented and per diem ICF/MR costs are compared with costs in

facilities not certified as ICPs/MR.

B. Estimate of Total Number of MR/DD Persons

A recently-published study of the total number of persons who could be
eligible for ICF/MR services indicates that about 377,000, or slightly more
than double the present number of persons, are potentially eligible. 10/ This
number is based on an estimate of the number of severely and profoundly
retarded persons in the U,S., on the assumption that ICF/MR services are most
appropriate for this population. If mildly and moderately retarded persons are
also target populations of Medicaid-funded community-based services, the
potential eligible population could approximate 2 million, according to the

author of the article cited above.

C. Number and Characteristics of MR/DD Persons in Licensed Care
Facilities

A 1982 survey indicated that in that year there were 243,669 MR/DD persons
served in some type of facility specifically licensed for the care of mentally

retarded people: public or private institutions, nursing homes, supervised

10/ Lakin, Charles and Bradley Hill. Target Population, from An Analysis
of Medicaid's Intermediate Care Facility for the Mentally Retarded .(ICP/MR)
Program, Center for Residential and Community Services, University of
Minnesots, Sept. 1985, p. 2-37,
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group or individual living arrangement, foster care, and boarding homes. Table
2 shows the number of persons served by size of facility and the number of
facilities in each size category.

TABLE 2. Number of Persons with Mental Retardation or Related

Conditions Served in State Licensed Residential
Facilities as of June 30, 1982

Number of beds Number and (percent) Number of

in facility of persons served facilities
1-6 a/ 33,188 (14) 10,469
7-15 30,515 (12) 3,393
16-63 25,691 (10) 1,098
64-299 45,709 (19) 495
300+ 108,566 (45) 178

Total 243,669 (100) 15,633

a/ PFacilities of six beds or fewer are mostly foster care arrangements.

Source: Lakin, Charles, Ph.D. Center for Residential and Community
Services, University of Minnesota. From 1982 National Survev of Residential
Facilities for Mentally Retarded People. (Survey supported by a grant from the
Health Care Pinancing Administration (HCFA).)

o

-
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D. Public Institutions

Large institutions originally built to provide 24-hour care to mentally
retarded persons became, in many places, the only available residenti;l facil-
ity for persons with severe cerebral palsy, uncontrolled epilepsy, autism and
certain other severe, chronic or multiply handicapping conditions. Facilities
providing institutional care for these MR/DD persons range in size from 16 to
2,000 beds, although about one half of allvinstitutionalized MR/DD persons are

in State-operated facilities of 300 beds or over.
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Over the past decade, there has been a nationwide effort to move less
severely disabled persons out of large public institutions and into small
community-based facilities. As a result, the population of public institutions
decreased 42 percent between 1970 and 1984, from 189,546 to 109,827, 11/

As disabled persons were transferred éron institutions to community set~
tings over the past decade, those remaining in public institutions tended to be
the most severely handicapped persons. 1In 1982, 57.2 percent of the residents
of public institutions were profoundly retarded, 23.8 percent were severely
retarded, 12.3 percent were moderately retarded and 6.1 percent were mildly
retarded. 12/ Those remaining in institutions were also more likely to have
multiple handicaps. Of the institutionalized retarded persons: 12 percent
were also blind} 6 percent were deaf} 41 percent had epilepsy; 21 percent had
cerebral palsy; and 36 percent had an emotional handicap. 1In 1976, 34.4 per~
cent of the residents of public residential facilities were multiply handi-
capped} this number had increased to 43.1 percent by 1982. The percentage of
those with an emotional handicap nearly tripled during that period from 13.3 to
36.0 percent. In summary, of those residents remaining in public institutions,
81 percent are severely or profoundly ret;rded, 43 percent are multiply handi-
capped, and 36 percent have an emotional handicap.

The functional level of these institutionalized residents is characterized
as followss

0 29 percent could not walk without assistance;

o 61 percent could not dress without assistance}

o 40 percent could not eat without assistancej
0 28 percent could not understand the spoken word}

11/ See appendix B for the average daily population of persons in public
residential facilities from 1970~1984.

12/ Data from Charles Lakin, Ph.D. University of Minnesota.



46

CRS-33

o 55 percent could not communicate verbally; and
040 percent were not toilet-trained.

E. Program Costs and Persons Served in ICFs/MR

In FY 1984, the most vecent year for which such data are available,
158,616 MR/DD persons were served in the ICF/MR program at a cost of $2.6
billion in Federal expenditures. Table 3 indicates that ICF/MR expenditures,
as a percentage of total FPederal Medicaid expenditures, increased from 1
percent when the program began in FY 1972 to 13 percent in FY 1984. Although
the ICF/MR program absorbed 13 percent of the Federal Medicaid dollars in PY
1984, its beneficiaries accounted for less than 1 percent of the persons served
under the Medicaid program. The ICP/MR program grew rapidly in the first
decade, and experienced an average annual rate of increase of over 18 percent
between FY 1972 and FPY 1981, This rate of growth has declined in more recent
years, and averaged sn annual 9 percent increase between FY 1981 and FY 1985.
In FY 1985, there was only a 3 percent growth rate.

There is great variation in the.axtent to which States participate in the
ICF/MR program. Of all beds licensed or operated by the States for care of the
MR/DD population, the percentage of ICF/MR-certified beds ranged from a high of
98 percent in Minnesota to a low of 17 percent in West Virginia. Appendix C

- shows this percentage by State., It ‘n estimated that in PY 1986, approximately
77 percent of the Pederal ICF/MR funds are being used in public residential

facilities and 23 percent are being used in private residential facilities. 13/

13/ Braddock, David, et al. Public Expenditures for Mental Retardation
and Developmental Disabilities in the United States. State Profiles, Second
Edition, FY 1977-FY 1986. Public Policy Monograph Series no. 29. University
of Illinois at Chicago. Sept. 198G. p. 63.
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TABLE 3. History of ICF/MR Reimbursements
($ in thousands)
Total ICF/MR as %
Medicaid ICF/MR of Total Total

Fiscal Federal Reimbursements Pederal ICF/MR Medicaid

Year Punding Pederal Share Medicaid Residents Recipients
1972 (est.) §3,527,467 $36,872 1.052 12,188 18,311,978
1973 4,838,260 92,181 1.91 30,472 19,998,566
1974 5,590,413 113,835 2.04 40,008 22,008,607
1975 6,873,890 195,174 2.84 55,033 22,413,309
1976 7,913,889 336,904 4.26 85,633 24,666,253
1977 9,114,477 615,337 6.75 100,823 22,929,873
19718 10,066,544 817,393 8.12 100,496 22,206,577
1979 11,458,642 1,080,462 9.43 115,168 21,536,715
1980 13,291,174 1,479,285 11.13 125,328 21,710,516
1981 15,739,472 1,833,670 11.65 173,764 21,979,638
1982 16,743,303 2,170,314 12.96 154,305 21,936,446
1983 17,751,945 2,395,178 13.49 155,194 21,493,000
1984 19,884,000 2,572,336 12.94 158,616 22,487,000
1985 22,116,000 2,657,000 12.01 o 23,114,000

Source: Braddock, David, Ph.D. Federal Spending for Mental Retardation

and Developmental Disabilities.

University of Illinois at Chicago, July 1985. p.

12,

Public Policy Monograph Series no. 7,
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F. Per Diem Costs by Type of Facility

Numerous studies have attempted to identify the per diem cost differential
between institution and community-based residential programs for the MR/DD
population. A recent assessment of 11 of these studies shows that while there
were lower average per diem costs for community services, there was a wide and
unexplained range of costs even in supposedly compar?ble settings with com-
parable clients. Higher than average costs were found for persons with severe
and/or multiple disabilities and for school age disabled persons, regardless of
service settings, As MR/DD persons moved from institution to community care
settings, responsibility for funding of services shifted from Federal to State
and local governments. Generally higher functioning levels were found among
MR/DD clients served in the community, and there was an overall association
between community programs and improved client outcomes. 14/

Facilities certified as ICFs/MR may maintain higher standards of care than
non-certified facilities, and facilities of less than 16 beds tend to serve the
less severely disabled persons. According to one major study (see Table 4),
the most expensive facility was the State-operated ICF/MR with 16 or more beds.
The ICF/MR-certified institutions of 16 or more beds provide services for
persons who tend to be very severely impaired. The per patient per diem cost
of a State-operated ICF/MR ranged from a high of $145 per day.in the District

of Columbia to a low of $40 per day in Kansas and Oklahoma. 15/ The cost of a

14/ Kotler, Martin, et al. Synthesis of Cost Studies on the Long-Term
Care of Health-Impaired Elderly and Other Disabled Persons: Executive Summary.
Macro Systems, Inc., Silver Spring, Maryland, Sept. 16, 1985. See also
footnote .

15/ See appendix D for ICF/MR per diem rates by State. The variation in
per diem rate is based on differences in kinds and amounts of services provided
and differences in salaries and other institutional expenses, according to a
HCFA official.
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privately operated non-certified residence of 15 beds or fewer was the least
expensive option at $25 per day; this amount did not include the cost of com-
munity services received away from the residence.

TABLE 4. Per Diem Costs for Persons with Mental Retardation

or Related Conditions Served in
State Licensed Residential Pacilities, PY82

Number of beds Public facilities Private facilities
16+ beds
TICF/MR certified $87 §51
Non-certified 73 39
1-15 beds
ICF/MR certified 82 62
Non~certified 33 25

Source: Lakin, Charles, Ph.D. Center for Residential and Community
Services, University of Minnesota. Teleph conversation with the author,
June 21, 1985. Data from 1982 National Survey of Residential Facilities for
Mentally Retarded People.

The differences in employee salaries and benefits account for some of the
variation in per diem costs. Employees of State institutions tend to be union-
ized and to recgixg more employee benefits than do persons delivering care in
community facilities, e.g., a 1982 cost study in Pennsylvania found that the
average annual salary of an institution worker was $14,161 compared to $9,304
earned by community residential program workers. 16/ Institution fringe
benefits amounted to 36.4 percent of base salaries whereas fringe benefits in

community facilities were 21 percent of salaries. The specialization of labor

16/ Longitudinal Study of the Court-Ordered Deinstitutionalization of
Pennhurst Residents: Comparative Analysis of the Costs of Residential and Day
Services within Institutional and Community Settings. Human Services Research
Institute, Boston, Mass., Dec. 15, 1983. p. 57.
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in institutions and the medical focus of institution staff are major factors
contributing to increased staff costs in institutions.

Current and proposed ICF/MR regulations require a more intensive level of
care and habilitation and training than is generally found in non~ICF/MR
facilities. The level of care in ICPs/MR has been questioned by a study that
found the level of care required in an ICF/MR to be more than was needed for
certain institutionalized persons who could benefit from a more independent

residential setting where less costly services would be more appropriate. 11/

17/ U.8. Department of Health and Human Services. Placement Care of the
Mentally Retarded: A Service Delivery Assessment. National Report to the
Secretary, Office of the Inspector General. Oct. 1981.
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VI. SELECTED ISSUES REGARDING THE EXPANSION OF
COMMUNITY-BASED SERVICES

A. Increased Demand for Community-Based Services for
MRZDD Persons

Seversl factors contribute to the demand for increased community residen-
tial services and community-based daytime servicest the movement of MR/DD
persons out of institutions, the movement of young MR/DD adults out of special
education classes, and the increased demand for community-based services by
MR/DD persons who have been maintained at home and in non-medical board and
care facilities.

Over the past 15 years, many MR/DD persons have been moved from care
settings that fostered dependence and social segregation to settings that
facilitate community integration and maximum independence. This philosophy is
set forth in the Developmental Disabilities Act which is intended to promote
independence, productivity, and integration into the community. The movement
of MR/DD persons is facilitated by public and private efforts to devilop group
homes, daytime therapeutic programs, and empioyment opportunities. Daytime
programs include day activity programs, in which productive work is nct empha-~
sized; sheltered employment, in which subminimum wages are paid in proportion

to productivity; and supported employment, in which special supervision and
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assistance is provided to enable the disabled person to earn competitive wages.
Experience has shown that many MR/DD persons who were previously institutiona-
lized are capable of a degree of independent activity if the necessary

ttalnlng, tupervilion, and other anlintance is provided. For exunple, mnny

MR/DD persons who were prevxoully deternined to require inl:xtutionnl care are '

now living in small, nupervised community-based residences, taking public
transportation to sheltered or supported jobs, participating in community
recreation activities, receiving social services where needed, and leading
semi-independent lives. If a crisis should occur, the individual may require
intensive attention or retraining, or may require temporary institutionaliza-
tion. However, if the philosophy of the Developmental Disabilities Act is
being implemented, the individual would be offered opportunities to re-enter a

N'Q;;;niﬁa;;end:nt living and working life style after the crisis was resolved.

The mandate that States provide special education to all handicapped

children has generated rising expectation regarding the opportunities that will
be available to these young people when‘they leave the school systems. Fam—
ilies accustomed to having educational and other support services available to
their handicapped child see that with help, these persons are capable of some
degree of independence and productivity. Therefore, as these young people
leave school, their families are advocating for increased availability of group
homes, supported employment, and the array of intervention services required to
maintain the progress experienced during the developmental period. Because the
major source of funds for adult MR/DD persons is the Medicaid program, advo-
cates for MR/DD persons are looking increasingly to the Medicaid program to
help support the array of services needed to sustain MR/DD persons in com-

muni ty~-based settings. This raises a question about the appropriateness of the

A e b Ao = o <1 . -
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Medicaid program as the funding source for certain of these community-based
services, since Medicaid was originally intended to provide medical and
medically-related services.

As discussed earlier, the number of MR/DD persons potentially eligible for

-~ICR/MR services may be more than double the number currently receiving serv= -~ ==

ices. Persons being taken care by femilies or living in board and care facili-

" ties may not be getting the daytime habilitation services they need to progress

into supported employment or other productive activity. If additional commu-
nity-based services are made nv-if;&ié; additional demand can be expected to
arise on behalf of MR/DD persons.

The total number of MR/DD persons is affected by advances in medical care
and life-saving devices, which may be having a dual effect on the incidence of
MR/DD persons. (Data are not available to show the numerical effects of these
influences.) For eﬁgnple, intensive care for preuature‘infanta sllows some
newborns to survive who would have died in the past. However, some of these
infants are left with severe disabilities that require life-long care and
treatment. On the other hand, amniocentesis allows parents to know the
disability status of their unborn children, and this may reduce the incidence

of certain kinds of disabling conditions, because of termination of pregnancy.

B. Appropriate Settings for Residential Services for MR/DD Persons

There is considerable disparity of opinion regarding the type of service
setting considered most appropriate. Some professionals, parents of disabled
persons and other interested and informed persons, feel that family-style or
individualized living arrangements provide a superior residential and service

setting for the needs of all MR/DD persons by providing personalized care in a
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more normal, community-based setting. According to this position, large
facilities are dehumanizing and degrading and are often the locations of
flagrant abuse and neglect. Because these institutions tend to be isolated
from normal community interactions and normal role models, disabled persons can
institution, according to this argument. Some families of institutionalized
persons would prefer to have their disabled family member in a more normal
community setting near the rest of the family.

On the other hand, some ﬁrofeasionall, parents of disabled persons, and
other knowledgeable persons, have stated that not all MR/DD persons can be
adequately trained and cared for in the community. According to this position,
there should be available a continuum of care, ranging from small family-scale
residences to high quality institutions, to meet the diverse needs of the
severely disabled population. It is argued that the critical factors determin-
ing quality of care are quality of staff, staff-client ratios, active family
involvement, and on-site health and therapeutic services, not the size or
location of the residential facility. Some parents of institutionalized MR/DD
persons feel that their family member is getting appropriate, effective care in
an institution. These parents want the security that they feel they have in
the institutional setting. Such parents want the assurance that their off-
spring will continue to receive care after the parents die, Some such parents
fear that community services may become fragmented, may be discontinued, and
may not provide the total care provided in cne setting by an institution.

Litigation and legislation have focused public attention on abuses and

deficiencies in institutions for MR/DD persons. There is general agreement

"‘become less able to function in normsl comminity "s€ttings after entering anm - -~ o
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that ICF/MR regulations have been instrumental in significantly improving
conditions in institutions, and there are many institutions that provide
appropriate services in safe, humane environments. However, testimony,
presented at congressional hearings held in 1985, showed that abuse and neglect
_Mw*maﬁufgqfip?glfo be qeriqu§‘gg?§}fgl”ft some institutions for MR/DD persons. 18/
Witnesses told of physical and sexual abuse by other residents and staff, .. ..
verbal abuse, self-destructive behavior of residents due to neglect, excessive
use of medication, excessive solitary confinement, inappropriate use of
mechanical rvestraint, untreated injuries, filthy and foul-smelling facilities,
and inadequate reporting and correction of abuse by institution staff and
administrators. Such abuse and deficiencies have convinced some persons that
institutions are unsuitable settings for services for MR/DD persons. On the
other hand, persons who favor the option of larger residential facilities
advocate improvement in the quality of care delivered in institutions and the
correction of deficiencies in these.facilitiel- As discussed earlier,
administrative actions have been taken to address these problems. Also,
legislation has been introduced to help improve conditions in institutions.
Congressional hearings have not been held on possible abuses in community-based
facilities, and published, systematic studies are not available on this issue.
Although empirical researchxon institutional versus community care is not
conclusive, most studies tend to support the contention that community-based
services conducted in as normal a setting as possible are more effective than
in!titutional services in promoting developmental growth and independence of

MR/DD persons. A move from institutional to community settings tends to result

18/ U.8. Congress. Senate. Cosmittee on Labor and Human Resources.
Subcommittee on the Handicapped. Abuse of Institutionalized Handicapped Per-
sons. Hearings, Apr. 1, 2, and 3, 1985,

.
&
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in positive social adjustment and improved behavioral development for many
disabled persons. 19/ However, for developmental growth to take place, accord-
ing to research findings, thé community setting must include certain essential
features: effective teaching techniquei, friendship ﬁetuorkl for disabled

per-ons and actxve :nvolvement and po-xtxve attitudes of care providers. Some

research has found that larse institutions in which theae1fthures are presentl
are also effective settings for developmental growth and that reducing the size
of a facility does not necessarily change the daily pattern of care. 20/
Research indicates that there is great variation in community residential
facilities, To provide as normal an environment as possible, community facil-
ities need to be enriched with various therapeutic and rehabilitative program-
ming. Studies have shown that clients in community care facilities benefit
from increased interaction with qualified care providers within the community
facility and from involvement in community activities and services outside the

facility.

C. Service Settings and Costs of Residential Services for MR/DD Persons

Over the past 15 years, as MR/DD persons have been moving out of large
public institutions into smaller private facilities, group homes or sther
community-based living arrangements, the cost of the ICF/MR program has been

increasing.

19/ Conroy, James, et. al. A Matched Comparison of the Developmental
Growth of Institutionalized and Deinstitutionalized Mentally Retarded Clients.
American Journal of Mental Deficiency, v. 86, no. 6, 1982. p. 581-587.

20/ Selzer, Marsha, Ph.D, Known Effects of Environmental Characteristics
on Resident Performance, LINKS, Bed. 1981.
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Although the numbers of MR/DD persons served in public residential

«institutions decreased 42 percent between FY 1970 and FY 1984, from 189,546 to

109,827, the total number of residents in ICFs/MR rose steadily from the
beginning of the ICP/MR program in 1972 until FY 1981 when the ICF/MR
population peaked at 173,764, By FY 1984, the ICF/MR population had decreased
9 percent since the peak year, but the total Pederal ICF/MR reimbursement ..
increased by 40 percent from FY 1981 to FY 1984, However, part of this
increase was due to changes in the cost of living, which increased 15.7 percent
between FY 1981 and FY 1984, The average Federal ICF/MR per capita expenditure
in FY 1981 was $10,553; this expenditure increased to $16,217 in FY 1984. 21/
(The average total ICF/MR per capita expenditure in FY 1984, State plus
Pederal, was $30,598.)

This increase in ICF/MR costs may be due to the increased expenditures
required to bring facilities into compliance with standards and to the overhead
required to maintain a large, comprehensive service facility. Even if the
client population declines, staff of a large institution cannot be expected to

decline proportionately because division of labor in a multi-service facility

requires a large and diverse number of staff. Expenditures required to bring

the facility into compliance with ICF/MHR standards are prorated over time, and
cannot be expected to decrease unless parts of the facility are sold, leased,
or converted to another use. Therefore, even though MR/DD persons are increas-
ingl? placed in small, less expensive service settings, savings are difficult
to obtain while the large, comprehensive institutions continue to be main-

tained.

21/ These expenditures are based onh data presented in table 3. o
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Advocates for small, community-based facilities have stated that there is
mnot sufficient public funding available for the expansion of community-based
facilities while the large institutions absorb the major share of funds. This
dilemma hes led to legislative proposals requiring that public funding be
reduced in large institutions and be made available in small, community-based
facilities.”

Although data show that public facilities are more costly than smaller,
privately-operated facilities (see table 4), if staff salaries and benefits in
private facilities were brought up to levels of State employees, this differ~
ence would be reduced. Also, if services were made more broadly available in
the community, increased demand by persons not currently served could lead to
increased overall costs. One mitigating factor, however, is that it could be
less costly to provide community services to MR/DD persons who do not need the
level of care provided in ICFs/MR. That is, some persons currently getting no
community services may request some, but not all, of the services now made
available in the ICFs/MR. Also, some residents of ICFs/MR may require fewer

services than are required to be provided within the ICF/MR,
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VII. LEGISLATIVE PROPOSALS

Al 8, 873: The Community and Family Living Amendments of 1985

8. 873, introduced by Senator Chafee, would make Federal funds available
in small community facilities vhile phasing out most Federal funding for insti-
tutions of more than 15 beds. Companion bills have been introduced in the

House: H.R. 2523, introduced by Representative McDade, which is identical to

8. 873, and H.R., 2902, introduced by Repr tative Florio, which includes
minor differences.

These bills would encourage the development of community-based services
for severely disabled individuals, and would severely reduce the amount of
ICF/MR expenditures to be used for services in institutions after FY 2000. The
balance of ICF/MR funding, with limited exceptions, could only be used for
severely disabled individuals who resided in a family home or community living
facility. Community living facilities could not exceed three times average

,family household size, or approximately nine persons. States would enter into
asgreements with the Secretary of HHS to reduce the number of disabled persons
residing in facilities of more than nine beds. Beginning in FY 2000, the
amount of Federal funding available for use in larger residential facilities

would be limited to approximately 15 percent of the amount currently used. In

ATV A

P




60

CRS-48

addition, be 1 ag in FY89, the Federal matching rate for services delivered
in I;rger facilities would be progressively reduced.
The amendments would allow facilities of no more than 15 beds to continue

to receive funding if they were in operation on September 30, 1985.

B. 8. 1277 v..d H.R. 2863: Proposed Medicaid Home and
Community-Based Services Improvement Act of 1985

S. 1277, introduced by Senator Bradley and H.R. 2863, introducedAby Repre-
sentative Wyden are identical bills that would give States the option of pro-
viding home and community-based services under Medicaid. This legislation
would eliminate the current requirement that States obtain a waiver from the
Secretary to deliver such services using Medicaid funds. Under this proposal,
States would be authorized to deliver home and community-based services to
persons who would otherwise require care in skilled nursing facilities and
intermediate care facilities, the cost of which would be reimbursed under the
State medicaid plan. This could include aged persons and persons with mental
illness, mental rvetardation or physical disabilities who are eligible for

Medicaid services.

C. S. 1948: Proposed Quality Services for Disabled
Individuals Act of 1985

S. 1948, introduced by Senator Weicker, is intended to improve the quality
of residential services for persons with developmental disabilities or mental

illness and to authorize home and community-based services under the Medicaid
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program. This bill would establish a new Federal bureau to administer residen-
tial and community-based services funded under Medicare and Medicaid and to
monitor the quality of these services.

A major provision of S. 1948 is that States would be required to include
home and community-based services for the developmentally disabled as part of
their State plan for use of Medicaid funds. Currently, such services are
available only under the special waiver authority granted to the Secretary.
Home and community-based services would be defined to include case management,
homemaker or home health aide services, personal care including attendant care,
adult day health services, habilitatiQe and rehabilitative services, respite
care (short-term residential care), and other approved services excluding room
and board. States providing home and community-based services under Medicaid
would be required to maintain at least their fiscal year 1985 level of State

funding for such services, and current waiver authority would be repealed.

67-659 0 - 87 - 3
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APPENDIX A. GLOSSARY OF ITEMS

Adult day care consists of a variety of health and social services

provided to chronically i1l or disabled individuals in a group setting and
,often includes general nursing, personal hygiene, recreational activities,
counseling, transportation, and nutrition services.

Case management is commonly understood to be a system under which
responsibility for locating, coordinating and monitoring a group of services
for chronically ill or disabled persons rests with a designated person or or-
ganization.

Habilitation services are typically health and social services needed to

insure optional functioning in activities of daily living of the mentally
retarded or persons with related conditions.

Home healtﬁ aide services included health-related services provided by a

trained paraprofessional to persons unable to manage care for themselves or
others in the home. Services generally consist of extension of therapy
services, ambulation and exercise, assistance with medications, reporting
changes in the patient's condition and needs and household services essential
to the health care at home. These services are generally provided under the

supervision of a registered nurse.
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Homemaker services typically consist of general household activities (meal

preparation and routine household care) provided by a trained homemaker when
the individual regularly responsible for these activities is temporarily absent
;;-;nable to manage the home and care for himself/herself or others in the
home .

Personal care services are those that assist functionally limited
individuals with bathing, eating, dressing, toileting (generally referred to as
“activities of daily living").

Prevocational services are those services needed to develop basic work
habits and personal skills required for a disabled individual to take advantage
of vocational rehabilitation services.

Respite care is short term care provided to individuals unable to care for
themselves in order to provide relief for family or other persons normally
providing the care. Renpike care services may be provided in the individual's
home or in an approved facility, such as a hospital, nursing home, foster home,
or community residential facility.

Supported employment is competitive work in a setting with nondisabled
persons for individuals with severe disabilities who require special supervi-
sion and assistance to perform the duties of the job.

Vocational rehabilitation services are provided to disabled persons to

help make such persons employable. Services include physical and mental
restoration, vocational training, special devices required for employment, job

placement, and followup services.
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APPENDIX B. AVERAGE DAILY POPULATION CF MENTALLY RETARDED PERSONS IN
PUBLIC RESIDENTIAL PACILITIES: FY 1970-FY1984

190 ~ (182.54€)
(173.%978)
{186,24°)
160 > (183,584)

-
o
o
e

(181,112)

28,799)
119,338)

Fiscal Year

Source: Table taken from Public Residentisl Pacilities for the Meatally
Retarded, 1982, Published by National Associstion of Superintendents of Public
Residentisl Facilities for the Mentally Retarded. p. 4.

The 1984 number is from Public Expenditures for Mental Retardation and
Developmental Disabilities in the U.S,, Analytical Summsry, by David Braddock,
Ph.D,, et al, University of Illinois at Chicago. p. 15.

(109,821
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APPENDIX C. PERCENT OF TOTAL PUBLIC AND PRIVATE RESIDENTIAL CARE
POR THE MENTALLY RETARDED IN MEDICAID-CERTIFIED ICF/MR BEDS, BY STATE:
FY82
e e .

State . Percent

MinNNESOtaceesosveosessocrsavssscasscssnvesssovssnassace 98.1%

L re—

LOUTSTANA . sseessnvossessscssoenonsesanssncssnsesnesnes " 95,9
UtAhesesecesvatsecasssessscnncacacsosssssansssssessonas 88.8
T@XABioossossossasososnssncancsasesssssssssssvssrscsnee 88,6
Rhode I18land.ceecvesscosccesocstcocsscncsscasncsnssocnes 87,1
cesssessccasesssssnassenss 8541
Arkansas.es ... eesescsveanssasnsssascnss B83.8

OregONscesescscssssssssnsessostssncrsnonsssescvacsconnes 17,3

AlAbAMA .. evcoessstesnesssrcnsectssnasanssssnssasessanas 15,6
ColoradOsesvscsvonesscssscnsorsassessnvescvssvenssonecas 15.3
South CAroling@.cicessecscosscencsensrsoscanssssscccennes 13,2
CeOTrRiBcsvecesoressasonsssesssosstosncssscsssncasascans 12.8
Washington..eeessasaesoesssossesesonnsnsasessssonnssass 12,3
Kansas...
. Indiana..... )
TENNEBBCC e s asesrassossasssssassassenscsossssssascnass 670h
Kentuckyeesossossanvoscsnsnnas . 67.2
Delaware.cevecesvascscsennceosses . 67.1
New MexXiCOuuevseveescosssnsvasovsascsorcsasnosnsrsences 05,4
J11in0iBesassvesssessessnrsoscovsassvorcssncssscssscnss 64,0
North Carolinacecssceessscasssosesesscosscascoosscassss 63,0
WiBCONBin ceevetesssvocssnavssovessnsossnccsasessssases 02,4
Nebraskaesesossossesosaescsoersossssossasssscscssnsnsnee 0604
MiB8i88iPPlacecestacencravecuscnsrssecnsossnsnncesessas 60,3
OklahOmAs seeverevososvavncsosessesassosscossssrcssscsss 59,9
South DBKOLBscesearesocsnsesssccscesssosscesssanssassas 99,3
MassachusettBeessseseveveesoncosssocosaransensnscscscece 99,1
Nevadasesessosones 58.1
Maryland..eseoevss 57.0

1dahOsesses e ediWesvossosocssscsncsvosvocscssosnavesssnce 9640

TR X XXV RR RN E 2 B

R P T TR TR T e eeyengy [ Y

P Y]

sesssscene

OhiGseseessssnssscsssssososssassssuscassscsosssasnsvans 99,6
Pennsylvania.ccccessericresseceisescanssacscnsssscecees 95.2
New Jersey.sesesececssosvensssvesessescssssrsnssasncess 90,0
District of Columbidcssescessvonsonssnsiannscnssarncsese 49.2
Vernont................................................ 48,2
Alagkaseoessssesoosccnss 47.6
Hawaiieeseseeasooosotcnssssvoncrscsrscocsnscnsasoninnese 65,2
CaliforniBciccisceceseserercsnsacesvecenocsosascncecess 44.8

"‘lnelc.lolaoulotutoo-to-uooo-.-Aooo“.nnlo"oocoono.on 43,0
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APPENDIX C. PERCENT OF TOTAL PUBLIC AND PRIVATE ﬁBSIDENTIAL CARE SYSTEM
FOR THE MENTALLY RETARDED IN MEDICAID-CERTIFIED ICF/MR BEDS, BY STATE:
FY82--Continued N

State Percent

MONLANA e sesssscessscvessnsveassrssssssacsscccssasesesce 38,12

aeese... 368
Michigan.essssesossesvoccsecnoccscascassssncosrvsoasass 36,0
New Hampshire..seeeoeessssssessssssesscsescccsssasnnses 35,9
CONNECLiCULessecsnsnsnnnsossnsssssansssassssercasascene 351
Mis80UTiLcessasssssssesnsesascncsssssssscsesccssarsssss 300

-Florida..eovees
New YOrKeseoessoososacessosoenscssasssacscssssscsncssse 2240
North DakOt@.sseeessoeesssscossosassasecsasasascsoseese 17.7
West Virginia.iseesseestsotcsscossseccesascocsnacnsnaee 1741

ArizZONAcecsscsavecovacerecessrerssessncenrcosnsssessncone

fsscessacenssatnsssssrenre

tesseesssesssrssanssrcsovasacansavencs 2044

Wyomingessovesaossasoserossvnsvssosssssconsnssccsssensce ===

Source: Lakin, Charles, Ph.D. Center for Residential and Community
Services, University of Minnesota. From 1982 National Survey of Residential
Pacilities for Mentally Retarded People.

o
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APPENDIX D: AVERAGE MEDleID PAYMENT PER PATIENT DAY
FOR ICF/MR SERVICES RANKED BY FY85 RATES

State Per diem

District of Columbilesvscusosossccssensannasonsscoaces $145
NEVAGA: covocorsasssesesassssanssssceasssssscssasascssss 132
- Massachugsett8iseasscscsnns ceteserrencesarsansessses 1267
simasn s e e oo RO T L ANE ST T B T T T PR R O R T R TR L ety s o it
North Carolin@cecscssssssssscscssssnssoscsssssscsssses 110

GeOYBidessesersessnsancssasssessnsascsssssssanscnsnese 107
VermOnt .o seesssssscsssasssssaesssasasnasssvesvssscsses 104

Floridacesesoeas

cevese seeesssessescascsessssaes 102

Pennsylvania.eeses vesesssssasasnssessnssveess 100
MArylande.sessecsosossosscsssssessssoscessascscssassss 99
MBIiNEasssocsnssassosssssorsssassssssosssescsnsssscnssa I8
MiS80ULiseseasosasessoseescosstsosaasnannne 97
KeNULUCKYeeeaoossessssosssssasancscsssonssosssearssases 94
New MexicOe.esscesssosesacsasssscssecsossssccacsnssonss 90
ArKANSAB. ceceessssacssssssasssrsassssrossscsascsssceass 89
LOWA . s ossocessnssacssasassssssnsesssssssssacansassans 89
IdahOcssscseessssanas T -
C0lOradoesesescoscnses teeesessesassassescesessass B5
Virginideessacsssescesesessssosasosconcssasanansscasas o83
Nebraskaeeeeoeecssosecssnssscansnassscnssasacscssesscnns 18
OTERON. eostoressssssosnsossssnanssassssssssossscrssces 18
111in0i8evsercsvccesvcscossssossosncencosossnscssonans 17
TONNESSEE s e reotnessasssosorassnosssassssnsasserssccsss 13
MinNeSOLAseesessesssoossosasnsassscsssnssassccorscanns 12
OhiOeeecocosvvansssnssscsssersssassassnassssscssoatocse 70
T
LOUIB1ANA s eesosessseassasscsssassasncrscsassssesncscns 68
S0Uth DAKOLAssseevoseosssvessnssssccncasssscassuccsnns 04
WiBCONBiNeeesssossrssssosasasssassvossosssssscnssansas 6l
MiChigan.sisesrossasoncsnosnosessoesarssnsncsasnsnnses 52

MisBiBBipPieccsessssserossesesssssassesssssscarsescess 49

T e e,
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! APPENDIX D: AVERAGE MEDICAID PAYMENT PER PATIENT DAY
POR ICF/MR SERVICES RANKED BY FY85 RATES-~Continued

State Per diem

Californidscceessscsossesvscsossncsescssscsccseconesse $48

. TOXBBeooerocosvotessesssssovesocorssasessseasoercssces 48

- Indian@csssoseccasscecsscscacosseacsscncscrossssnsnsss 44

: _Mest Virginiacessoessesssescsoenosoonsonnssenansoneses 44 S
KBNSAB. cossrsossecssasessasassrsnsesesscscssssnasescss 40
OklahOMALssessosesssecectosscasaveenrsssssonsocsascses 40

Source: Health Care Financing Administration., Division of Medicaid Cost
Estimates. Medicaid Program Characteristics Data. 1986. States not included
in this table did not report data in time for inclusion in this table or did
not participate in the ICF/MR program.

B
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Senator DURENBERGER. The hearing will come to order.
Good mornins, everyone. Today’s hearing will take a close look . ...
at the Medicaid programs and the needs of developmentall{ dis-
abled persons. This is a very complicated issue and it is also, I have
}ieeglned over the years, an emotionally charged issue with which to
eal.
The needs of developmentally disabled persons call forth our
most important responsibility as polic,glmakers. How we respond to
those needs is a test of our society’s character and its moral fiber.
In order to properly address the needs of these individuals, we
e oy, basia quesrons, Hon e th%&ﬁmﬁﬁéﬁ&mﬁ“ﬁm’ °f
wemcemero N E LY DASIC_QUESLIONS, W..1Nany.. P! 3 10) 41 - F——
are there'f%Vhat services are available to them through eral
and State and other programs? What services do they actually
need and what is the setting in which these services are most ap-
propriately delivered? '
is last question takes us to what quickly becomes the heart of
any discussion of Medicaid and the developmentally disabled, and
that is the issue of institutional care versus community based serv-

ices.

I feel strongly that today’s hearing should not be reduced to an
either/or situation, and we should not consider ourselves here to
declare a preference for either institutions or community services;
that kind of dichotomy, or polarization if you will, obscures the
real issue. This is a lesson I have learned over several years now of
having hearings with my colleague from Rhode Island on this sub-
jsegtehere and in other parts of the country, including my home

So what is the issue? Simply this, that developmentally disabled
persons have different needs which require different services and
different settings. I believe the real challenge we face as policy-

makers is not to establish a preference for one setting over another
£ but to adopt a,policy which allocates resources apgg; riatelg;glo‘ng
. a continuum of services that the developmentally disabled need. =~~~
Does the Medicaid Program have a bias toward institutional care
that is out of line with the needs of clients? Does that bias limit
the expansion or the availability of community services that might
be more desirable and effective for some developmentally disabled
persons? What can be done to remove existing biases and to instead
promote the availability of community services without restrictir
the availability of institutional care for those who really need it
These are the kinds of questions we have been asking ourselves
now for several years, and we will continue.to ask and we will ask
at this hearing. :
I have a statement here from the Minnesota Coalition of Parents
and Friends for Community Residential Services, prepared by my
long-time, very good friend, Galen Pate, the courageous father of a
young woman with multiple disabilities. I would like to share a
part of Galen’s statement wi**. you because I believe it represents
the view and the experience of a lot of concerned parents and
family members. .
Galen’s daughter, Elizabeth, has been diagnosed as having cere-
bral palsy, profound mental retardation and a seizure disorder. Be-
cause of the level of care that his daughter requires, Galen was not
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able to care for her in his home. Because he wanted to be closelfv‘
involved in his daughter’s development, he began working wit
other families in his community to develop a group home. His
original desire was to set up a small home for about six people, but
in the early stages of planning it became evident that the cost for
meeting the needs of profoundly handicaﬁped persons would re-
quire a home designed on a larger scale with a higher staffing ratio
and more cosgr physical plant requirements.

While he still is involved as ever.in Betsy’s life—and that is his
life—his experience has tempered his earlier feelings about what
type of setting would provide Betsy with the best care.

Galen and other members of the Minnesota Coalition of Parents

and Friends Tor Community Residential Services have worked hard
to develop community residential facilities, but their experience
has shown that other kinds of facilities are also needed, particular-
ly for those individuals who are severely and grofoqndly retarded,
medically fragile, or in need of significant behavior management.
It is possible that Galen’s group speaks for many when it sa
the system needs to be expanded in a planned and thought:
manner so that the quality of care currently available to-our chil-
dren is not compromised through a rush to reduce the size of the

-~ facility or the size of the Federal Medicaid budget.

The range of service options needs to be expanded, not limited, so
that our children and all other children who will likely follow
them continue to have an effective array of choices available. That
is the end of his quote.

I wanted to share that statement with you becuase I know that
this is an emotionally charged issue;.that many people here today
have loved ones whose very lives are on the line when we sit here
and talk about changes in Federal programs.

So to you, let me say that I have heard and understand your con-
go;ms, the concerns of devoted parents and supportive family mem-

rs. .

I, for one, am not approaching today’s hearings with any precon-
ceptions as to the outcomes it should produce, I simply believe that
it is time to ask some very basic questions: How can Federal pro-
grams best insure that the develol?mentally disabled receive high-
est quality services in a way which maximizes their freedom, their
safety, and their individual potential to learn and to grow? ,

We have a long list of witnesses today. We have tried to accom-
modate as many different areas of expertise as possible. In order to
hear from everyone and to have time for questions, we are alﬁoing to
have to adhere strictly to our 5-minute e. So I will ask all of our
witnesses to be brief, with the understan that your full state-
ments will made part of the record. Amp statements can be
made %art of the record.up to a certain reasonable period of time
after the conclusion of this hearing. We don’t want anyone to be
denied the opportunity to add their experiences, even from the last
hearing we have had on this subject, to this issue. .
8o let us now xéermd with our first panel. But I will yield, first,
to my colleague, Senator Chafee.

Senator CHAFEE. Well thank you very much, Mr. Chairman. And
I would like to join in welcoming our distinguished colleague, Sena-
tor Weicker, and those witnesses who are going to testify today,
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and express my appreciation to them, and to you, Mr. Chairman,
for holding this hearing.

Today’s hearing focuses on the Medicaid Program and its impact
on long-term care services for those with developmental disabil-
ities, rou%l the testimony of researchers, the Department of
Health and Human Services, State policymakers, labor union rep-
resentatives, and national organizations representing those with
disabilities, we will have a chance to examine the current Medicaid
Program and determine, or have light shed upon whether it is re-

_#ponsive to the needs of those with disabilities.

This is an issue, as you know, Mr. Chairman, that I have devoted

a great deal of time to over the past 5 years. And I thank you for .
e OUE.COOPEration.. As. you.mentioned, .we .have.held .several hear-.. -
: m%s, including one in your own State, a couple of years ago.

t is a topic of critical importance to hundreds of thousands of
people throughout our country, and one that deserves our atten-
tion, and immediate attention.

I expect that this hearing will give us an idea of what the future
holds if there are no changes in the current program. In other
words, we are trying to ascertain how is the current Medicaid Pro-
gram workin%)in dealing with this particular group of individuals?
t{hzd I hope that it will help us better to focus our vision for the
uture.

‘Now as you know, I have proposed a reform package for the
Medicare Program, S. 873, known as the Community and Family
Living Amendments of 1988. It is a package I expect to refine and
revise in the coming months. That is the gurpose of the hearin,
we have held and the hearing today. The hearing today will help
:stfa_rgesg?3 a basis for information used in the process for refinement
of S. 873. ‘

Since I first began examining the Medicaid Program’s treatment
of long-term care services for the developmentally disabled, I have
betgome firmly convinced that this program is in desperate need of
reform. .

I think it is important to remember how Medicaid developed. It
is the sole Federal program which provides States with funding for
the long-term care services for the disabled. It began as a program
for medical assistance for low-income individuals. It is a medical
program. In time, the program was used to %ay for long-term care
gervices for the elderly and for the disabled. Today, more than half
the funds from Medicaid are used for this purpose; that is, long-
term care services for the elderly and for the disabled. But the
long-term care services that the program will gay for are still

r%l;t(aled in a medical model. In other words, it )is ased on medical

7 need. -

As our understanding of the capabilities and the needs of individ-

uals with disabilities has progressed—and indeed it has progressed

remarkably over the past several years—it has become clear that
the traditionally medically oriented long-term care services provid-
ed through Medicaid are often inappropriate for those with devel-
opmental disabilities. In other words, the needs of this group is not
strictly medical. : ‘

I have received letters from individuals, from States, from orga-
nizations, across the country describing the problems with the
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present program. Parents whose disabled children are currently in
school due to the enactment of the Education for All Handicapped
Children’s Act, which, of course, Senator Weicker was so instru-
mental in having passed, the:c;lfarents fear that when their chil-
dren become 18 or 21 there will be no appropriate services avail-
able. That is known as the aﬁng out problem. Parents who are des-
perately trying to care for their children at home, without assist-
ance by the State or Federal Government, are telling me they are
becgmlrr;ﬁ burned out, just exhausted, from their efforts to care for
their children at home, and must, in many instances, against their
wishes, place their children outside the home because there is no
place else they receive no other assistance through any Federal

\
i

program. , -
Individuals with cerebral palsy, spinal cord injury, and traumatic
brain injury write to tell me that they are forced to live in nursi
homes rather than in their own community because the Medicai
Program is misdirected. These are individuals who could be produc-
tive members of the community with a small amount of sup%(;rt.
Now States which are moving toward a system of care in which
the primary consideration is the needs of each individual write to
tell me they are frustrated in their efforts to do this because of

lack of flexibility in the Medicaid Program, and that is the so-

called waiver provision which we will hear about.

It seems to me that it makes little sense to pour billions of dol-
lars into a program which results in incre dependency which
encourages out-of-home placements and discourages progress. An
how can it be so difficult to adopt a Medicaid Program to the needs
of those who require its assistance?

Now I have read the testimony to be ﬁresented here today with
great interest. There are many ideas which deserve this commit-
tee’s serious consideration. Now that we have accomplished the :
complicated task of tax reform—which, of course, required an enor-
mous amount of this committee’s time this year—perhaps we will
have an opportunity during the next session of Co to attack
the equally difficult task to reforming the Medicaid Program.

Now one goal in accomplishing that reform would be to open op-
?ortumtles to individuals with disabilities; to extend the values of

reedom of work, of family living, to those with physical and
mental impairments. «

The basic_premise of any reform should be that a full range of
service—and this is what the chairman touched on—and options be
available, and that the funding should flow toward individual
needs. And that is what we will seek to do as we proceed with not
”g‘nly l{,h%s(e:t hearings but with S. 878, the Community Living and

'amily Act. ,

So thank you very much, Mr. Chairman, for holding this hear-

ing.

genator DURENBERGER. John, thank you for your leadership and
our constant reminder on this committee of our needs to take on
he most difficult problems. And I understand that from time to
time you make a statement that includes the fact that you are
open to change and all that sort of thing. That is because you have
taken on a very c¢ontroversial subject and you are to be compli-
mented for that.
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I guess our first witness today is never found in any issue that
doesn’t have some controversy connected with it, and today he has
one to the ultimate end to demonstrate his own sense of disability.
well Weicker, a Senator from Connecticut, comes to us with a
background of almost total commitment to the disadvantaged in
our society, and particularly those who suffer from birth or from
accidents or illness during the course of their lives with physical
and medical impairments. And I guess there is nobody that I have
ever served with in this body that has more represented to me the
role of policymaker on behalf of those who are substantially de-
pendent on society’s policy response to their needs than Lowell
Weicker. So we are very, very pleased that he has asked to be the
first witness at this hearing. ‘
I sf%

And, Lowell, your ful tement will be made part of the record.
Anc}, without being instructed, you may do as you please. [Laugh-
ter.

STATEMENT OF HON. LOWELL P. WEICKER, JR,, A U.S. SENATOR
FROM THE STATE OF CONNECTICUT

Senator Weicker. Thank you very much, Mr. Chairman. I want
to thank you for taking the time to hold the hearings on these im-
portant subjects. Indeed, in terms of the Finance Committee, you
are Mr. Health on those issues that affect so many Americans in so
many different ways, including the ones before us today.

John Chafee, John, who has devoted a good portion of his career
to finding the answers toward advancing the state of the art when
it comes to our mentally and physically disabled, and he has been
the driving force to get away from the customs of the past and
ke%g‘pusliing'h"s' into the future. =~ 7

is is a great day, I have to say, Mr. Chairman, parenthetically.
You have been so interested in so many issues of health. It is a
great day specifically in the sense of the subject matter before us,
in that yesterday, it is my understanding that the House of Repre-
sentatives passed out of committee 33 to 0 the reauthorization of
Public Law 94-142, with many of the changes—bringing the cover-
age period back to birth; closing some of the loopholes. It might
take a little longer than we anticipated in the Senate bill, but basi-
cally we are in agreement on chandgl'ing the state of the art as it
comes to the education of the handicapped. I suspect that bill is
going to be passed in this session, and to that extent, it is a great

da

%he_ other reason w}%}ilt is a great day has nothing specifically to
do with this hearing. ile this hearing is going on, downtown at
the Health and Human Services the announcement is being made
that the second great breakthrough—the first being the identifica-
tion of the cloning of the virus—the second great breakthrough as
to AIDS has taken place; specifically, that a drug has come on the
scene which holds promise for the extension of life. It is not a cure.
What the extension is, no one knows. There are side effects. But for
the first time there is something that the National Institutes of
Health deems should be made available for public use, or, more
particularly, those 10,000 to 12,000 that are now dying. And I think
that if anybody wonders, is your money well spent at the National
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Institutes of Health—and I also want to give a credit and a bow to
the Burroughs Welcome Co. who has worked with the National In-
stitutes of Health—today should dispel any such doubt. It is a great
day for medical history in the United States.

And I want to thank you again for the opportunity to present my
views on the matters before you.

Ten years ago, Congress enacted a landmark piece of civil rights
legislation, known as Public Law 94-142, and basically what that
déddwa:s to prevent schools from closing their doors to handicapped
students.

With a Federal mandate entitling every handicapped student to -
an education with the least restrictive environment, commorgr

known as “mainstreaming,” the school house doors were opened,
=—--and-they-were-opened-in-such-a-fashion-that-=yes;-I-can-assure-ev=—-—-—-~
+ -~ --eryone here to put it in very succinct anglf:ractical terms—none of

you have to worry about paying for mﬁ' child, Sonny. The education

system in the United States is such that when he gets to be of age

he will be out there making his own living, and indeed living his

own life. That is exactly what Public Law 94-142 was meant to do.

However, 15 years ago the Coniress created another program,
which unfortunately took us in the opposite direction of Public
Law 94-142, the ICF/MR program. And the intention of ICF/MR,
intermediate care facility for the mentally retarded gr:gram, was
to tErovide quality services to developmentally disabled persons,
with no mandate for mainstreaming, or at least restrictive environ-
ment. The ICF/MR funding went primarily to existing state insti-
tutions. And these, for ‘the most part, are large, isolated, congre-
gate care settings. -

It is not only a costly program, with an average annual cost per
client between $25,000 and $40,000 in 1984, it is a poor quality one.

Now I am going to skip over the next several pages of my testi-
mony because that testimony is made available to your committee
as to exactly what that care consists of. ,

I wish you could have sat with me, to sum it all up, and heard
the individual tales of horror that go on in your country—my coun-
try, our country—as to how these people ﬁ:t treated. Believe me,
there is something wrong with a system that is paying money for
their care, and the care that they get is such that it is, in many
instances, life terminating; in all instances, life threatening.

Now the objective of that investigative effort was not to encour-
age the use of institutions by forcing certain repairs or adjust-
ments, although I have heard that accusation stated, we sought to
educate the American public to make this Nation understand that
institutions remain a hidden reality for many and an omnibus pos-
sibility for all too many.

Mr. Chairman, I have pushed hard for several pieces of legisla-
tion to address the problems we discovered in our investigation. We

- have increased the number of surveyors at the Health Care Financ-
ing Administration to beef up quality assurance. We have required
that m: of those surveyors be trained specialists in developmen-
tal disabilities. These changes have had an impact on the lives of
institutional residents already. , ,

The 464 Federal surveys conducted bg'ethe Health Care Financing
Administration between March and September of 1985, the new
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guidelines for conducting those surveys, States are now beginning
to focus more on the client rather than paperwork compliance.
More plans of correction are being implemented and more citations
for deficiencies are being issued. That is only a baby step in the
right direction.

We were also recently successful in enacting legislation to
expand protection in advocacy services for the mentally ill persons
in institutions. As you know, that bill is now law; that the mental-
ly ill have advocacy, not just the mentally retarded.

And then we have introduced 1984, which really comes to the
matter of your committee, the Quality Services For Disabled Per-
sons Act, which is pending before this committee.

All Americans need to understand how far short the Nation has

< fallenfromfulfilling-the-vow-made by-President-Kennedy-25-years-—-—

ago. Reliance on the cold mercy of custodial isolation will be sup-
planted by the open warmth community concern.

I believe that changes in the current system of Medicaid funding
fqa dils'?bled persons are critical to improving the lives of these indi-
viduals.

The mentally disabled of this generation need some mechanism
to assure delivery of quality services. They need a system to moni-
tor the provision of these services, and they need incentives for
government to expand home and community based services.-

Let me go back to Public Law 94-142 for a moment. I dwell on
this legislation because I think it represents Federal legislation at
its best. This law has sent a signal to the Nation that handicapped
persons have a right to the same opportunities as their nonhandi-
capped peers; the opportunity to develop their potential to its maxi-
mum; the opportunity to participate in the mainstream of Ameri-
can life; and the op%ortunity for choices and independence.

The Medicaid ICF/MR Program sends the opposite signal. This
program, by everyone’s assessment, is institutionally biased; that,
at best, it funds sheltered and limited opportunities and custodial
care; and that, at worst, it promotes segregation, dependence, and
isolation.

And while there is a great difference of opinion about how many,
if any, of our developmentally disabled citizens would require insti-
tutionalization if adequate community alternatives were available,
there is no difference of opinion about the state of the art and the
most effective services for these citizens. - "

We know that persons who were once written off as hopeless now

function as productive members of society; people who have the
" satisfaction and enhance self-concept that comes from bringing

home a pay check, and being a taxpayer rather than a tax user.
We know that the limitations placed on these people are our limi-
tations created through limited opportunities for education and
training. Our goal should be to mainstream all of our developmen-
tally disabled citizens and we are moving toward the goal of main-
streaming everyone with Public Law 94-142, and we need to estab-
lish that goal with Medicaid services. ‘

S. 1948, the bill I introduced last year, attempts to assure both
quality services for those in our institutions and to promote the ex-
pansion of community alternatives. ‘
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Now let me just say this, Mr. Chairman, as we conclude. John

Chafee and I have both been through this grinder of those who

have loved ones in the institutions, those who have loved ones that

they feel should be in the mainstream, in community settings. The

state of the art has changed. It hasn’t been the fault of the parents

who neglected their children or their friends. They took advantage

of the best advice in the state of the art 25, 30, 36 years ago, and

that was the institution. There is no reason why society should pe-

nalize them today. They should have our understanding and the

best of our minds to assisting them in their problem. But the state

of the art has changed and institutionalization is not the way to go.~~
; The way to go is in the community setting with an entirely differ-
f ent approach as to what that individual can do.
That’s-the-fine-line-that-both-dJohn-and-myself-have-to-walk:—-romre
. Parents of those that have their children in institutions, they
don’t want to be neglected or feel that all of a sudden the problem
. is in their laf.while others want state of the art today, and they
\ should have it.

So I would hope that what you craft in the sense of your-legisla-
tion will take into account both of these matters. Make no doubt
about it where the emphasis has to go. It cannot go to a past state
of the art but that of the future. And I would hope in that regard
that your committee would act on that promptly and would do its
best as I know it will, with the chairman’s heart and mind and
what he has done today for so many others, that we would now be
getting on to resolving these particular problems as they relate to
this matter.

Senator DURENBERGER. Well thank you very much for that testi-
mony, and particularly for the last 2 minutes. I cannot think of a
better summary of the present situation that we find ourselves in.

- And it reminded me of the feeling I've had through several years of
sitting here, with the responsibility of majority, in dealing with the
political institutional arrangements with which we have to oper-
ate—that is, a 1935 Social Security Act, amended periodically over
time, to reflect just what you talked about, changes and differ-
:lrlli(;ues’ not only in care giving but in advocacy and some other

So I look back riodicall¥ on these 20 titles, and I say, oh, God,
that doesn't look like 1986. You know, it looks like—a little bit of it
looks like 1935, a little bit of it looks like 1965, you know. We need
to get in there and turn that thing on its head. And if we are talk-
ing about the Social Security of this society, we really ought to be

, looking at that in the light of 1986 and beyond without neglecting,
. as you have indicated, those who, for a variety of reasons, have
“" come into this system in the 1930’s and the 1960’s and everything
else. And so I really appreciate that, personally, as one who has
some responsibility as a subcommittee chair, dealing with an issue
that others have put a lot more personal time into. The two of you
are the leaders in that area.
I appreciate that statement as putting your finger right on the
pulse of what we need to do.
John?
Senator Caarek. Well thank you, Mr. Chairman.

PRSRY
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I want to thank Senator Weicker for coming here. He is a power-
ful advocate. And I learned long ago, if you want to be in a scrap
around this place, try and get Lowell Weicker on your side. No one
has ever accused him of masquerading his intentions or his posi-
tion. You know where he stands. He comes on vigorousll);,ngowerful-
ly, eloquently, and with excellent reasoning supporting him, his po-
sition. So, Lowell, thank you very much for coming.

Senator WEICKER. Thank.you......... ... .

Senator CHAFEE. And we look forward to working with you in the
days ahead on this. . s e -

is thing isn’t going to be solved today or tomorrow or this cal-
endar year, but we will prevail in the end, I am confident.
~ Senator WEICKER. I know you will. And I thank you both very

=—-much:
' Senator DURENBERGER. Thank you, Lowell.

Our first panel—we may call it our first two witnesses, appropri-
ately—are Glenn Hackbarth, the Deputy Administrator of the
Health Care Financing Administration; and Carolyn Gray, who is
Acting Deputy Assistant Secretary of the Office of Human Develop-
mental Services in HHS.

I understand Carolyn is here at least, in part, because Dr. Jean
Elder, who is Acting Assistant Secretary, got sent out to Illinois
today by the Secretary, and since we had such a raft for some
reason of Minnesotans here today, I was hopeful we would add one
more in Jean Elder. [Laughter.] But we welcome both of you.

Senator CHAFEE. Mr. Chairman, I hLave studied the testimony
and I will be right back. I just received a call that I have just got to
return. So I will be right back.

Senator DURENBERGER. All right.

May I say to both of you that your statements, as you know, are
part of the record, and you may proceed to summarize them. We
will start with Glenn.

[The prepared written statement of Senator Weicker follows:]
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TESTIMONY OF SENATOR LOWELL WEICKER JR.
ON MEDICATD SERVICES FOR DEVELOPMENTALLLY DISABLED PERSONS
SEPTEMBER 19, 1988

THANK YOU FOR THIS QPPORTUNITY TO PRESENT MY VIEWS REGARDING
MEDICAID FINANCING OF SERVICES TO DEVELOPMENTALLY DISABLED
PERSONS. FOR MORE THAN THREE YEARS I HAVE EXAMINED THESE
PROGRAMS AND MY CONCLUSION 1S THAT THEY ARE IN GREAT NEED OF
CHANGE AND IMPROVEMENT.

TEN YEARS AGO CONGRESS ENACTED A LANDMARK PIECE OF CIVIL
RIGHTS LEGISLATION KNOWN AS PUBLIC LAW 94~142, THE EDUCATION FOR
ALL, HANDICAPPED CHILDREN ACT. THAT LEGISLATION WAS THE BEGINNING
OF THE END OF AN ERA OF SEGREGATION AND DISCRIMINATION AGAINST
HANDICAPPED CHILDREN IN QUR SCHOOLS. NO LONGER COULD $CHOOLS
CLOSE THEIR DOORS TO HANDICAPPED STUDENTS AND SAY, “YOU LOOK
DIFFERENT FROM THE OTHERS, GO AWAY,™ OR "YOU DON'T LEARN THE WAY
THE OTHERS DO, GO AWAY."

WITH A FEDERAL MANDATE ENTITLING EVERY HANDICAPPED STUDENT TO

wmrnaemmessenmimonsae AN EDUCAT 1] TRICTIVE ENVIRONMENT, COMMONLY KNOHN

as namsmeﬁi%géj, THE séj &%“ o‘&”&“mmrmm
EDUCATION NOW SERVES OVER 4 MILLION STUDENTS WITH aANDICAPPXNG
CONDITIONS RANGING FROM MILD LEARNING DISABILITIES TO SEVERE
RETARDATION. THE BENEFITS TO BOTH HANDICAPPED STUDENTS AND THEIR
FAMILIES AND TO OUR SOCIETY AS A WHOLE FAR OUTWEIGH THE FEDERAL
INVESTHENT OF OVER 1 BILLION DOLLARS A YEAR.

AN INVESTMENT IN SCHOOLING FOR HANDICAPPED CHILDREN MEANS THE
DIFFERENCE BETWEEN DEPENDENCE AND INDEPENDENCE THROUGHOUT LIFE.
IT MEANS A TAX PAYER RATHER THAN A TAX USER. IT MEANS A
CONTRIBUTOR TO SOCIETY RATHER THAN A DRAIN ON SOCIETY,

FIPTEEN YEARS AGO THE CONGRESS CREATED ANOTHER PROGRAM WHICH,
UNFORTUNATELY TOOK US IN THE OPPOSITE DIRECTION OF P.L. 94-142:
THE ICF/MR PROGRAM. THE INTENTION OF THE ICE/MR, OR INTERMEDIATE
CARE FACILITY FOR THE HENTAQL% RETARDED PROGRAM, WAS TO PROVIDE
QUALITY SERVICES TO DEVELOPMENTALLY DISABLED PERSONS. WITH NO
MANDATE FOR MAINSTREAMING, OR LEAST RESTRICTIVE ENVIRONMENT, THE
ICF/MR FUNDING WENT PRIMARILY TO EXISTING STATE INSTITUTIONS.

HBSE: FOR THE MOST PART, ARE. LARGE, ISOLATED CONGREGATE CARE
ETTINGS «

NOT ONLY IS THIS ICF/MR PROGRAM A COSTLY ONE WITH AN AVERAGE
ANNUAL COST PER CLIENT BETWEEN $25,000 AND $40,000 IN 1984, IT IS
A POOR QUALITY ONE. AS CHAIRMAN OF THE SUBCOMMITTEE ON THE .
HANDICAPPED I HAVE CHAIRED FIVE DAYS OF HEARINGS AND;CO’NDUCTED

s SR
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TWO MAJOR INVESTIGATIONS INTO CONDITIONS IN INSTITUTIONS FOR THE
DISABLED OVER THE LAST THREE YEARS. MY STAFF HAS VIS ITED OVER 50
INSTITUTIONS ACROSS THE COUNTRY AND INTERVIEWED OVER 700 PEOPLE.
1 HAVE HEARD TESTIMONY FROM PARENTS, RESIDENTS OF INSTITUTIONS,
ADMINISTRATORS OF PACILITIES, ADVOCATES, AND STATE AND FEDERAL
OFFICIALS .

FROM THRE HEARINGS, THE INVESTIGATIONS, AND THE MANY WITNESSES
PROVIDING TESTIMONY, ONE FACT WAS PAINFULLY EVIDENT: THE SYSTEM
SET UP BY OUR FEDERAL GOVERNMENT TO FUND THESE INSTITUTIONS IS
NOT WORKING.

IT IS NOT WCRKING WHEN WHAT SHOULD BE QUALITY SERVICES,
PROVIDED IN THE FORM OF ACTIVE TREATMENT TO DISABLED RESIDENTS,
EXIST LARGELY ON PAPER.

IT IS NOT WORKING WHEN THERE IS MINIMAL PROTECTION FROM
NEGLECTFUL AND ABUSIVE CONDITIONS.

1T IS NOT WORKING WHEN THE FEDERAL GOVERNMENT POURS BILLIONS
OF DOLLARS INTO BRICKS AND MORTAR AND TURNS ITS BACK ON THE
QUALITY OP SERVICES.

MR. CHAIRMAN, I HEARD FROM MANY PARENTS AND RES IDENTS OF
ItSTlTUT!OtS DURING MY HEARINGS.

I HEARD FROM WILBUR SAVIDGE, WHOSE SON HBNT INTO A STATE
PACILITY POR THE RETARDED WITH THE ABILITY TO WALK AND FEED .
HINSELF. POUR YEARS LATER HE COULD DO NEITHER. IN THOSE SAME 4
YEARS , YOUNG JONATHAN SAVIDGE WAS INJURED A TOTAL OF 124 TIMES.

AND THERE WAS THE STORY OF "AUGIE®, INSTITUTIONALIZED FOR 44
YEARS IN A STATE PACILITY, THE LAST 3 YEARS IN A SHOWER STALL
WITH NOTHING BUT A THIN COTTON SHEET BETWEEN HIS NAKED BODY AND
THE TILE PLOOR.

AND THERE WAS 14 YEAR OLD CHRIS COCHERHAM, WHOSE PARENTS WERE
ABLE TO CAPTURE ON PILM THE SCARS AND BRUISES OF DOZENS OF
SEPARATE ACTS OF VIOLENCE AND ABIBEJ

AS A U.S. SENATOR I WAS OUTRAGED THAT PACILITIES WHERE THIS
BRUTAL.ABUSE TOOK PLACE WERE CERTIFIED BY THE PEDERAL GOVERNMENT
TO PECEIVE MILLIONS OF FEDERAL DOLLARS PER YEAR.

I WAS ALSO ASHAMED WHEN JOHATHAN SAVIDGE'S FATHER LOOKED ME
IN THE EYE AND ASKED ME "WHY DOES THE FEDERAL GOVERNMENT ALLOW
THESE ATROCITIES TO GO UNCHECKED?"

MR. CHAIRMAN, I WOULD BE HAPPY TO MAKE' THE COMPLETE RECORDS
FROM MY STAFP'S INVESTIGATION AND FROM THE HEARINGS AVAILABLE TO
YOU AND YOUR STAPF AS YOU CONS IDER WHAT CHANGES TO MAKE IN THIS
PROGRAM.

THE OBJECTIVE OF MY INVESTYGATIVE EFPORT WAS NOT TO ENCOURAGE
USE OF INSTITUTIONS BY FORCING CERTAIN REPAIRS OR ADJUSTHENTS,
ALCHOUGH I'VE HEARD THAT ACCUSATION. INSTEAL, WE SOUGHT TO
EDUCATE ' THE AMERICAN PUBLIC, TO MAKE THIS NATION UNDERS TAND.THAT-
INSTITUTIONS REMAIN A HIDDEN REALITY FOR MANY AND AN OMINOUS
POSS IBILITY POR ALL TOO MANY.

MR. CHAIRMAN, I HAVE PUSHED HARD POR SEVERAL PIECES OF
LEGISLATION TO ADDRESS THE PROBLEMS WE DISCOVERED IN OUR
INVESTIGATION. WE HAVE INCREASED THE NUMBER OF SURVEYORS AT THE
HEALTH CARE PINANCING ADMINISTRATION TO BEEF UP QUALITY
ASSURANCE. WE HAVE REQUIRED THAT MANY OF THOSE SURVEYORS BE
TRAINED SPECIALISTS IN DEVELOPMENTAL DISABILITIES. THESE CHANGES
HAVE HAD AN IMPACT ON THE LIVES OF INSTITUTIONAL RES IDENTS
ALREADY. WITH 464 PEDERAL SURVEYS CONDUCTED BY THE HEALYR CARE
PINANCING ADMINISTRATION BETWEEN MARCH AND SEPTEMBER OF 1985, AND
NEW GUIDELINES FOR CONDUCTING THOSBE SURVEYS, STATES ARE NOW
BEGINNING TO POCUS MORE ON THE CLIENT RATHER THAN ON PAPERWORK
COMPLIANCE. MORE PLANS OF CORRECTION ARE BEING IMPLEMENTED AND

SN e
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MORE CITATIONS FOR DEFICIENCIES ARE BEING ISSUED. WE HAVE TAKEN
A BABY STEP IN THE RIGHT DIRECTION, BUT LET ME ENMPHASIZE THAT IT
IS ONLY A BEGINNING.

WE WERE ALSO RECENTLY SUCCESSFUL IN ENACTING LEGISLATION TO
EXPAND PROTECTION AND ADVOCACY SERVICES FOR MENTALLY ILL PERSONS
IN INSTITUTIONS. AND I HAVE INTRODUCED S. 1948, THE QUALITY
SERVICES FOR DISABLED PERSONS ACT, WHICH IS PENDING BEFORE THIS
COMMITTEE .

ALL AMERICANS NEED TO UNDERSTAND HOW FAR SHORT THE NATION HAS
FALLEN FROM FULFILLING THE VOW MADE BY PRES IDENT KENNEDY 25 YEARS
AGO THAT “RELIANCE ON THE COLD MERCY OF CUSTODIAL ISOLATION WILL
BE SUPPLANTED BY THE OPEN WARMTH OF COMMUNITY CONCERN."

I BELIEVE THAT CHANGES IN THE CURRENT SYSTEM OF MEDICAID
PUNDING FOR DISABLED PERSONS ARE CRITICAL TO INPROVING THE LIVES
OF THESE INDIVIDUALS.

THE MENTALLY DISABLED OF THIS GENERATION NEED SOME MECHANISM
TO ASSURE DELIVERY OF QUALITY SERVICES, THEY NEED A SYSTEM TO
MONITOR THE PROVISION OF THESE SERVICES, AND THEY NEED INCENTIVES
FOR GOVERNHMENT TO EXPAND HOME AND COMMUNITY BASED SERVICES.

LET ME GO BACK TO THE EDUCATION FOR ALL HANDICAPPED CHILDREN
ACT POR A MOMENT. I.DWELL ON THIS LEGISLATION BECAUSE I THINK IT
REPRESENTS FEDERAL LEGISLATION AT ITS BEST. THIS LAW HAS SENT A

.. SIGNAL TQ THE NATION THAT HANDICAPPED PERSONS HAVE A RIGHT TO THE .
SAME 'OPPORTUNITY AS r%gm NON-HARD{CABBE B BEERE T THE DR PORTUNTTY ~ 15wt ot o mmims it s asmtoons

TO DEVELOP THEIR POTENTIAL TO ITS MAXIMUM, THE OPPORTUNITY.TO .
PARTICIPATE IN THE HAINSTREAM OF AMERICAN LIFE, THE OPPORTUNITY
FOR CHOICES AND INDEPENDENCE.

THE MEDICAID ICF/MR PROGRAM SENDS THE OPPOSITE SIGNAL. THE
ICF/MR PROGRAM, BY EVERYONE'S ASSESSMENT, IS INSTITUTIONALLY
BIASED. AT ITS BEST, IT FUNDE SHWELTERED AND LIMITED
OPPORTUNITIES AND CUSTODIAL CARE. AT ITS WORST IT PROMOTES
SEGREGATION, DEPENDENCE AND-ISOLATION. WHILE THERE IS A GREAT
DIFFERENCE OF OPINION ABOUT HOW MANY, IF ANY, OF OUR
DEVELOPMENTALLY DISABLED CITIZENS WOULD REQUIRE
INSTITUTIONALIZATION IF ADEQUATE COMHUNITY ALTERNATIVES WERE
AVAILABLE, THERE IS NO DIFFERENCE OF QPINION ABOUT THE STATE OF
THE ART AND THE MOST EFFECTIVE SERVICES FOR THESE CITIZENS.

WE KNOW THAT PERSONS WHO WERE ONCE WRITTEN OFF AS HOPELESS
NOW FUNCTION AS PRODUCTIVE MEMBERS OF SOCIETY; PEOPLE WHO HAVE
THE SATISFACTION AND ENHANCED SELF-CONCEPT THAT COMES FROM
BRINGING HOME A PAYCHECK, FROM BEING A TAX PAYER RATHER THAR A
TAX USER. WE KNOW THAT THE LIMITATIONS PLACED ON THESE PEOPLE
ARE OUR LIMITATIONS, CREATED THROUGH LIMITED OPPORTUNITIES POR
EDUCATION AND TRAINING.

OUR GOAL SHOULD BE TO MAINSTREAM ALL OF QUR DEVELOPMENTALLY
DISABLED CITIZENS., WE ARE MOVING TOWARDS THE GOAL OF

MAINS TREAMING EVERYONE WITH P.L. 94-14Z, AND WE NEED TO ESTABLISH

$1TTH MEDICAID SERVICES.
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THE EXPANSTON OF COMMUNITY ALTERNATIVES. P.L.

REQUIRE THAT EVERY SINGLE DISABLED PERSON BE IN A REGULAR
CLASSROOM, BUT IT DOES HOLD OUT THAT GOAL. S. 1948 DOBS THE SAME
THING BY ESTABLISHING INDEPENDENCE, PRODUCTIVITY AND INTEGRATION
INTO THE COMMUNITY AS PRINCIPLES UPON WHICH PLACEMENT AND SERVICE
DECIS IONS ARE MADE. FURTHER IT REQUIRES EVERY STATE THAT
PARTICIPATES IN THE INSTITUTIONAL ASPECT OF THE PROGRAM TO ALSO
PARTICIPATE IN THE COMMUNITY SERVICES ASPECT OF THE PROGRAM.

UNTIL WE SEND ONE CLEAR MESSAGE TO THE STATES THAT WE WANT
ALL OF OUR HANDICAPPED CITIZENS, WHETHER YOUNG, OLD, SEVERELY, OR
LDLY DISABLED, AS PART OF THE MAINSTREAM, WE WILL CONTINUE TO

FOSTER SEGREGATION, DISCRIMINATION, AND DEPENDENCE.

I COMPLIMENT THIS COMMITTEE FOR TAKING THE TIME TO CAREFULLY
EXAMINE THIS IMPORTANT ISSUE AND I URGE YOU TO CONSIDER THE
PROVISIONS IN S. 1948, WHICH WOULD GO A LONG WAY TOWARDS
IMPROVING THE LIVES OF OUR DEVELOPMENTALLY DISABLED CITIZ2ENS.

THANK YOU.

S. 1948, THE BILL I INTRODUCED LAST YEAR, ATTEMPTS T0 Both =~~~ "
ASSURE QUALITY SERVICES FOR THOSE IN.OUR ,us.nr%xom.,mn,smm.
94-142 DOES NOT
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STATEMENT OF GLENN HACKBARTH, DEPUTY ADMINISTRATOR,
HEALTH CARE FINANCING ADMINISTRATION, WASHINGTON, DC

- Mr. HackBARTH. Thank you, Mr. Chairman. - ' ‘
I am pleased to be here today to discuss the Health Care Financ-
ing Administration’s commitment to serving the mentally retarded
and other develolpmentally disabled persons. To set the stage for

will describe the role that Medicaid plays in fi-
nancing those services. » e

As you know, federally assisted programs are now the major
source of financing for services for the retarded and developmental-
l{ disabled. Amendments to the Social Security Act and other enti-
tlement programs, including Medicaid, have created a diverse set of
benefits for persons with developmental disabilities.

Most mentally retarded and other developméntally disabled per-
sons become eligible for Medicaid through a determination of dis-
ability under the Supplemental Security Income Program. Once eli-
gible, the individual is entitled to the full range of regularly pro-
vided Medicaid services in a State.

In addition to the mandatory services covered under Medicaid,
States may also cover care in ICF’s/MR. In addition, States may

---provide, under a-home-and community based waiver, services not

normally covered by Medicaid, and those services may be targeted
to individuals with developmental disabilities.
As you know, when Medicaid optional coverage of ICF/MR was

- enacted in 1971, thmurpose was to provide explicit Medicaid cov-

~erage for the mentally retarded persons with related conditions

living in institutions. ICF/MR services were covered when an eligi-

ble recipient requires and receives active treatment in a facility

meeting all the standards prescribed l)‘i' Jaw and regulation. The
.active treatment requirement was added in order to avoid the con-

*_ tinuation of a long history of custodial care for retarded persons.

When the ICF/MR benefit was first instituted, most of the par-

. ticipating facilities were quite large and most of them were public

_ institutions. However, over the last decade there have been increas-
ing numbers of small facilities added to the program. And at this
goint in time, roughly 75 percent of the facilities participating have

5 or fewer beds. Only 38 percent are large institutions with more

- than 300 y Most of those very large institutions are state insti- - - -

_tutions, ., [ , :

As of 1982, 80 percent of the clients living in public facilities
were functioni}xl:ﬁ within ‘the severe and profound range of mental
retardation, while 66 percent of the clients in the smaller facilities
were functioning in the mild to moderate range of retardation.

Large public facilities for the mentally retarded are now serving

the most sevg;gly disabled persons in our society while smaller, Fn-
vately operated, community-based facilities tend to serve the less
disabled persons

As you kq’ow, under the Omnibus Reconciliation Act of 1981, the
Secretary was authorized to waive certain Medicaid requirements.
This is the /so-called home and community based waiver program. -
Under these waivers, States may provide a variety of home and
comf%unit based services to recipients who would otherwise be in-
stitutionalized or be at risk of institutionalization. ‘
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In order to obtain a waiver, a State must demonstrate that the /

cost of providing services in the alternative setting is no more ex-
pensive than services in an institution.

Thirty-five States have waivers for programs—for persons with

developmentally disabilities. There are 24 statewide programs and
another 22 waiver programs that cover a portion of the develop-
mentally disabled population in those states.

To participate in the Medicaid Program, an ICF/MR must meet
Federal health, safety and active treatment standards. The State
survey agency must survey the facility annually and certify its
compliance.

With Congress help and urging, we have moved aggressively in
the area of enforcement by looking behind the State surveys to
assure that appropriate care is provided.

As Senator Weicker pointed out, thé number of Federal survey- =

ors has been increased, and we have added many specialists in de-
velopmental disabilities.

In addition to these Federal efforts, I might add that States have
increased their own enforcement activities.

Let me just add one other quick point.

As you know, the committee——

Senator DURENBERGER. I should have cut you off. I mean, what is

your quick one?

Mr. HackpartH. We have recently published an NPRM which
would result in a major overhaul of the regulations governing ICF/
MR. We believe that is a very import effort, the effect of which
would be to emphasize our activities on assuring an appropriate
outcome of care as opposed to paper requirements. And at the ap-
propriate time I would be glad to answer questions about that.

Senator DURENBERGER. All right.

Mr. HAckBARTH. And with me is Carolyn Gray.

Senator DURENBERGER. Miss Gray, welcome.

[The prepared written statement of Mr. Hackbarth follows:]
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AM PLEASED TQ BE HERE TODAY TO DIscuss THE HEALTH CARE FINANCING
DMINISTRATION'S COMMITMENT TO SERVICES FOR THE MENTALLY RETARDED
AND OTHER DEVELGPHENTALLY DISABLED PERSONS. [ WILL CONCENTRATE ON

THE ROLE WHICH MEDICAID PLAYS IN FINANCING THOSE SERVICES,

DURING THE 1960’s THERE WAS A GROWING AWARENESS OF THE GENERALLY

POOR CARE PRACTICES FOR PERSONS WITH MENTAL RETARDATION LIVING IN
INSTITUTIONS,

AT THAT TIME, PRIVATE ORGANIZATIONS AND STATE AND LOCAL GOVERNMENTS
WERE PRIMARILY RESPONSIBLE FOR PROVIDING_SERVICES TO THE MENTALLY
RETARDED AND DEVELOPMENTALLY DISABLED. BY THE END OF THE DECADE THE
BEGINNINGS OF ESSENTIAL REFORM ACTIVITIES WERE WELL UNDERWAY WHICH
BENEFITTED THE MENTALLY RETARDED AND OTHER DEVELOPMENTALLY DISABLED
PERSONS., AS A RESULT OF LITIGATION AND INCREASED SOCIETAL .
RECOGNIIb?B'OF THE NEEDS OF THIS POPULATION, LEGISLATIVE INITIATIVES
égkz?gES S CREATED AN ARRAY OF ADDITIONAL ENTITLEMENTS AND

ERY [

FEDERALLY ASSISTED PROGRAMS ARE NOW THE MAJOR SOURCE OF FINANgING
FOR SERVICES FOR THE RETARDED AND DEVELOPMENTALLY DISABLED. EVERAL
AMENDMENTS TO THE SOCIAL SECURITY ACT AND SPECIFIC ENTITLEMENT
PROGRAMS FOR HANDICAPPED PERSONS HAVE CREATED A DIVERSE_SET OF
BENEFITS FOR PERSONS WITH DEVELOPMENTAL DISABILITIES. THESE
BENEFITS INCLUDE INCOME SUPPORT, MEDICAL SERVICES, EDUCATIONAL AND
VOCATIONAL SERVICES, AND FUNDS FOR RENT SUBSIDY, COMSTRUCTION OR
RENOVATION OF SPECIALIZED RESIDENTIAL FACILITIES, EDICAID IS A
PROGRAM FOR LOW-INCOME INDIVIDUALS WHO ARE DISABLED, AGED, BLIND,
NDER 21, PREGNANT OR MEMBERS OF FAMILIES WITH DEPENDENT CHILDREN,
0ST MENTALLY RETARDED AND OTHER DEVELOPMENTALLY DISABLED PERSONS
BECOME ELIGIBLE FOR MEDJCAID THRQUGH A D§§i MINATION OF DISABILITY
UNDER THE SUPPLEMENTAL SECURITY INCOME ( PROGRAM.,

ONCE ELIGIBLE, THE FULL RANGE OF REGULARLY PROVIDED MEDICAID
SERVICES IN A STATE IS AVAILABLE TO ANY PERSON, REGARDLESS OF:

1AGNOSIS, WHO 1S ELIGIBLE gno WHO RECElVE§ THE SERVICES IN A

EDICAID-COVERED SETTING, SERVICES WHICH STATES MUST PROVIDE
INCLUDE PHYSICIAN CARE, HOSPITAL CARE, OUTPATIENT HOSPITAL SERVICES.
LABORATORY AND X-RAY SERYICES, AND SKILLED NURSING FACILITY
SERVICES. IN ADDITION, STATES MAY PROVIDE A BROAD ARRAY OF
ADDITIONAL HEALTH-RELATED SERVICES, SUCH AS PERSONAL CARE,
PREVENTIVE CARE, CASE_MANAGEMENT, REHABILITATIVE SERVICES_AND
PRESCRIPTION DRUGS, SERVICES SPECIFICALLY TARGETTED FOR THE,
EETARDED AND PERSONS WITH RELATED CONRITIONS MAY ALSO BE INCLUDED,

OR EXAMPLE, CLINIC SERVICES IN MANY STATES ARE DEFINED TO INCLUDE
HEALTH-RELATED SERVICES AT _COMMUNITY-BASED CENTiRS FOR THE MENTALLY
. RETARDED.. -AND.ALMOST ALL STATES COVER CARE IN INTERMEDIATE CARE

!
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FACILITIES FOR THE ReTARDED (ICFs/MR), IN ADDITION, STATES MAY
PROVIDE, UNDER HOME AND COMMUNITY-BASED WAIVERS., SERVICES NOT
NORMALLY . COVERED. BY. MEDICAID, WHICH ARE TARGETTED TO PERSONS WiTH
DEVELOPMENTAL DISABILITIES, | WILL BRIEFLY DESCRIBE THESE SERVICES.

Mepicarp ICF/MR Services

WHEN MEDICAID OPTIONAL COVERAGE QF ICFS/MR was ENACTED IN 1971, THE
PURPOSE WAS TO PROVIDE EXPLICIT MEDICAID COVERAGE FOR THE MENTALLY
RETARDED AND Eeasons WITH RELATED CONDITIONS LIVING IN INSTITUTIONS.
BECAUSE OF A CONGRESSSIONAL CONVICTION THAT WITH "ACTIVE TREATMENT
THESE INDIVIDEALS MIGHT AGHIEVE A MAXIHUB LEVEL OF PBTENTIAL
FUNCTIONING, ORIE-EIﬁET TATES AND THE DISTRICT OF COLUMBIA
CURRENTLY COVER [CFs/MR unDER THE MEDICAID PROGRAM,

ICF/MR SERVICES ARE COVERED WHEN AN ELIGIBLE RECIPIENT REQUIRES AND .
RECEIVES ACTIVE TREATMENT IN A FACILITY WHICH nesrf ALL THE

STANDARDS PRESCRIBED IN THE LAW AND REGULATIONS. [|HE REQUIREMENT

THAT THE CLIENT NEED AND RECEIVE ACTIVE TREATMENT WAS INSERTED IN

THE AUTHORIZING LEGISLATION IN ORDER TO AVOID THE CONTINUATION OF A

LONG HISTORY OF CUSTODIAL CARE FOR RETARDED PERSONS, ACTIVE

TREATMENT REQUIRES THAT CLIENTS RECEIVE CARE AND SERVICES TO HELP

THEM FUNCTION AT THEIR HIGHEST POSSIBLE LEVEL,

WHEN THE ICF/MR BENEFIT WAS.FIRST. INSTITUTED, MOST PARTICIPATING
FACILITIES WERE LARGE PUBLIC INSTITUTIONS, HOWEVER, OVER THE LAST
DECADE A xnﬁnanslus,uunsen OF SMALL Yggguuxtv—sAseo §a§iLITIES~HAVE .
?E§°7ﬁ ICF/| ’Pgoxbgsns. A? OF MAY, THERE WERE CERTIFIED
s/MR witH 149, BEDS, THEY MAY BE DESCRIBED AS FOLLOWS:

0 0 §) OF TTESE Fg&bLITIES HAVE 15 OR FEWER BEDS,
0 i HAVE 10 BEDS., AND
0 ARE PREDOMINANTLY LARGE INSTITUTIONS WITH MORE
THAN BEDS, : :

TWENTY-F IVE Psacenr‘as 655 ICFs/MR ARE PUBLIC FACILITIES, THESE

- SERVE APPROXIMATELY 100,000 CLIENTS, AND ARE GENERALLY LARGFR
FACILITIES, svsnrv-s165 PERCENT ARE PRIVATE FACILITIES, IHEY

2ERYE ?PPROXIHATELY 46,000 CLIENTS, AND ARE GENERALLY SMALLER
ACILITIES, »

As oF 1982, 80 PERCENT OF THE CLIENTS LIVING IN PUBLIC FACILITIES
WERE FUNCTIONING wxgaru THE SEVERE AND PROFOUND RANGE OF MENTAL
RETARDATION, WHILE bb PERCENT OF THE CLIENTS IN SMALL FACILITIES
ERE FUNCTIONING IN THE MILD TO MODERATE RANGE OF RETARDATION,
ARGE PUBLIC FACILITIES FOR THE MENTALLY RETARDED ARE NOW SERVING
THE MOST :SEVERELY DISABLED PERSONS IN OUR SOCIETY WHILE SMALLER,
PRIVATELY OPERATED, COMMUNITY~BASED FACILITIES TEND TO SERVE LESS

.- DISABLED. PERSONS, . ... R 1 et 4 A e

-2-
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A BELIEF THAT PERSONS WITH DEVELOPMENTAL DISABILITIES SHOULD BE
SERVED IN THE LEAST RESTRICTIVE SETTING AND CONCERNS ABOUT
INCREASING COSTS OF LONG-TERM INSTITUTIONAL CARE LED TO A GENERAL
PERCEPTION THAT MANY INDIVIDUALS COULD BE PROVIDED CARE M?RE )
APPROPRIATELY AND COST-EFFECTIVELY IN SMALLER FACILITIES (GROUP
HOMES) OR IN OTHER HOME AND COMMUNITY-BASED SETTINGS.

goru CoNGreSS AND HCFA HAVE BEEN WORKING TO TEST THIS HYPOTHESIS:
ONGRESS, THROUGH A SERIES EF WAIVERS TO ENCOURAGE uoni ’
COMMUNITY-BASED CARE: AND HUFA THROUGH REFORMS IN THE ICF/MR
STANDARDS THAT MAKE 1T EASIER FOR SMALLER FACILITIES IN THE
COMMUNITY TO MEET MEDICAID’S HEALTH AND SAFETY REQUIREMENTS,
THIS DESIRE TO PROVIDE MORE INDIVIDUALLY RESPONSIVE, YET LO i? cosT
ALTERNATIVES_TO INSTITUTIONAL CARE IX REFLEY§§? {E éecg;og 6 oF
THE OMNIBUS BUDGET RECONCILITIATION ACT oOF L. 97-35), wWHICH
AUTHORIZES THE SECRETARY TO WAIVE CERTAIN MEDICAID REQUIREMENTS TO
ENABLE STATES TO PROVIDE A VARIETY OF HOME AND CQMMUNITY-BASED
SERYéEE? 10 REC'P‘EEES Hgo OTHERW]SE WOULD NEED MEDICAID COVERED SNF
R INCLUDING /MR) CARE, IN ORDER TO OBTAIN A WAIVER, A

TATE MUST DEMONSTRATE THAT THE COST OF PROVIDING SERVICES IN THE
ALTERNATIVE SETTING 1S NO MORE EXPENSIVE THAN PROVIDING THE SERVICES
IN AN INSTITUTIONAL SETTING., A STATE MAY PROVIDE CASE MANAGEMENT,
HOMEMAKER, HOME HEALTH AIDE, PERSONAL CARE, HABILITATION, AND

ESPITE CARE SERVICES ﬂi ELL_AS OTHER SERVICES ESTABLISHED BY THE
TATE AND APPROVED BY HCFA, THE STATUTE SPECIFICALLY PRECLUDES
PAYMENT FOR ROOM AND BOARD FROM COVERAGE UNDER A WAIVER,

THIRTY-FIVE STATES HAVE NAIVE?S FOR PRO%RA?S FOR PERSONS WITH ...
DEVELOPM%%TAL DISABILITIES, THERE ARE 24 STATE-WIDE PROGRAMS AND
ANOTHER WAIVER PROGRAMS THAT COVER A PORTIOg OF THE
DEVELOPMENTALLY DISABLED POPULATION IN THOSE STATES,

In SUMMARX. Mepicaip 1s YS%VING 143 08 PERSONS IN ICFs/MR, AT A
cosT oF $4.7 BiLL1oN IN 1985, anp 2f, ? PERSONS IN HQME AND
OMMUNITY-BASED PROGRAMS AT A coST OF $161 MmiLLioN, In ADDITION,
EDICAID IS SERVING MANY PETﬁRDED AND DEVELOPMENTALLY DISABLED
PERSONS WHO ARE NOT IN ICFs/MR OR RECEIVING SERVICES UNDER HOME AND
ggMMuulry—sAseo WAIVERS, BUT WHO HAVE LIMITED INCOME AND MEET THE

I DEFINITION OF DISABLED, o

HeautH AND SAFETY CONCERNS

As | MENTIONED EARLIER, THE ICF/MR BENEFIT WAS ESTABLISHED TO
PROMOTE THE GROWTH OF AND TO PROTECT PERSONS WITH DEVELOPMENTAL
DISABILITIES LIVING IN INSTITUTIONS, WE conrxnui ;o ﬁEMAI?
CONCERNED . ABOUT. THE..CARE. PROVIDED TO_CLIENTS IN ICFs/MR. In oRDER

ce e
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TO PARTICIPATE IN THE MEDICA&D PROGRAM AN ICF{MR MUST MEET ﬁane AL
HEALTH, SAFETY, AND PROGRAM (ACTIVE TREATMENT) STANDARDS, THE STATE
SURVEY AGENCY MUST SURVEY THE FACILITY ANNUALLY AND CERTIFY ITS
COMPLIANCE WITH THE REQUIREMENTS, ,

IN RECENT YEARS, WE HAVE REAL]ZED THAT WE NEEDED TO MOVE
?FFIRMATIVELY IN TWO AREAS, IHE FIRST IS ENFORCEMENT OF STANDARDS.
0 ASSURE THAT FACILITIES {IVE UP TO OUR REQUIREMENTS, WE HAVE' BEGUN
TO YLOOK BEHIND™ WHAT THE OTATES HAVE DONE WHEN THEY SURVEY A
FACILITY. THE SECOND AREA IS IN FACI%l;Y STANDARDS, WE HAVE SEEN
THE NEED TO WRITE NEW STAN?QgDS THAT RECOGNIZE THE IMPORTANCE OF
CLIENT CARE OUTCOMES, AND PROVIDE THE FLEXIBILITY Ni&ES?ﬁﬁY T0
PERMIT SMALLER, COMMUNITY FACILITIES TO PARTICIPATE AS S/MR,

WitH CONGRESS’_HELP, WE HAVE_MOVED QUICKLY IN THE “AREA OF
ENFORCEMENT, THE NUMBER OF FEDERAL SURVEYORS, MANY OF WHOM ARE
SPECIALISTS IN DEVELOPMENTAL DISABILITIES, HAS BEEN INCREASED OVER
THE PAST 2 YEARS, ANT gg HAVE xncnaAssﬁ EHE NUMBER 8F DERAL LOOK
EHIND SURVEYS, IN 1985 we conpuctep 464 FeperaL ICF/MR SURVEYS.
N SEVENTY-TWO CASES FACILITIES WERE NOTIFIED THAT CHANGES WERE
. NEEDED IN QRDER FOR THE FACILITY TO CONTINUE TO PARTICIPATE IN THE
PROGRAM, IN FORTY-ONE OF THOSE CASES DEFICIENCIES WERE FOUND THAT
POSED A SERIOUS AND IMMEDIATE THREAT TO THE CLIENTS' HEALTH AND
SAFETY., T[HE MOST FREQUENT SERIOUS DEFICIENCY INVOLVED THE FINDING
THAT CLIENTS WHO NEEDED ASSISTANCE WERE LIVING IN BUILDINGS THAT
WERE NOT FIRE RESISTANT, IHIRTY-NINE OF THE ﬂ FACILITIES MADE
MMEDIATE CORRECTIONS AND THUS CONTngED AS MEDICAID PROVIDERS.
"THE MAJOR DEFICIENCIES IN THE OTHER FACILITIES. INCLUDED FAILURE
TO ADEQUATELY PROVIDE ACTIVE TREATMENT SERVICES, INSUFFICIENT DIRECT
ARE AND PROFESSIONAL STAFF, AND PHYSICAL ENVIRONMENT PROBLEMS,
WENTY-FIVE OF THESE FACILITIES CORRECTED THE DEFICIENCIES,
IMMEDIATELY OR SUBMITTED ACCEPTABLE PLANS OF CORRECTION, THOSE
FACILITIES WHICH FAILED TO ADEQUATELY ADDRESS THEIR DEFICIENCIES
WERE TERMINATED, -

THIS YEAR WE HAVE CONDUCTED 514 sunvsv§ AND 80 FACILITIES HAVE BEEN
NOTIFIED OF PENDING ADVERSE ACTIONS., THROUGH THIS EFFORT WE HAVE
LEARNED TO IDENTIFY PROBLEM FACILITIES AND WILL SOON INJTIATE A
REVISED METHODOLOGY FOR FOCUSING ON THESE FACILITIES., THERE IS NO
DIMINUTION OF OUR f897h§"5"7 TO ENSURING_AGGRESSIVE, ACCOUNTABLE
MONITORING OF THE PROGRAM AT THE FEDERAL LEVEL,

IN ADDITION TO THESE FEDERAL EFFORTS, STATES HAVE INCREASED THEIR
ENFORCEMENT ACTIVITIES 15 1 8 , , STATES_HAVE, ON THEIR OWN
INITIATIVE, DECERTIEIED 25 ICFS/MR AND 31 HAVE VOLUNTARILY WITHDRAWN
FROM THE, PROGRAM., A NUMBER OF OTHER ADVERSE ACTIONS ARE PENDING.

IN PURSUIT OF OUR SECOND OBJECTIVE, TO MopIFY ICF/MR STANDARDS TO

KEEP PACE_WITH CHANGES IN TREATMENT SETTINGS AND PRACTICES, WE ARE
_ REVISING FEDERAL REQUIREMENTS, [HE CURRENT STANDARDS WERE PUBLISHED

-4-
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15 k974, AND WERE BASED ON THE STATE OF THE ART AT THAT TIME, SINCE
74, LITIGATION, LEGISLATION, RESEARCH AND TECHNOLOGICAL ADVANCES
HAVE INFLUENCED THE WAY IN WHICH CLIENTS ARE IDENTIFIED, ASSESSED
AND PROVIDED SERVICES, .

IN THE PROPOSED STANDAR?S WE HAVE DRAWN FROM THE ACCREDITATION
TANDARDS PUBL 1SHED IR 83 By THE ACCRERITATION COUNCIL_FOR
envxcei Eﬂ 5 TALLY RETARDED AND OTHER DEVELOPMENTALLY DISABLED
ERSONS(ACHMRDD) . AND FROM SUBSTANTIAL DISCUSSION WITH A BROAD RANGE

OF ORGANIZATIONS AND INDIVIDUALS KNOWLEDGEABLE IN THE FIELD, IHE

PROPOSED STANDARDS CLEARLY DEFINE AND BRING TOGETHER THE ACTIVE

TREATMENT REQUIREMENTS, |HEY ARE DESIGNED TO BETTER ENABLE BOTH THE

FACILITY AND MONITORING AGENCIES TO FORM JUDGMENTS ABOUT WHETHER

INDIVIDUALS' NEEDS ARE BEING PROPERLY ASSESSED AND WHETHER

APPROPRIATE INTERVENTIONS ARE BEING PLANNED AND DELIVERED, THE

STANDARDS SHOULD PROVIDE GREATER FLEXIBILITY TO ALL OF THE VARIOUS

SIZES OF FACILITIES IN THE ADMlNlSTRATlon ?F THEIR PRQGRAMS, ALSO,

THE STANDARDS SHOULD MAKE IT EASIER FOR HCFA AND THE STATES 1O

MEASURE THE OUTCOMES OF CARE,

WE RECEIVED SIGNIFICANT PUBLIC SUPPORT IN THE 235 COMMENTS ON THE
PROPOSED REGULATION, WE ARE NOW REVIEWING THE COMMENTS AND
DEVELOPING THE FINAL RULE, ’

| WOULD ALSO NOTE THAT IN APRIL OF THIS YEAR WE PU?t#S?ﬁR FIRAL
REGULATIONS REVISING FIRE SAFETY REQUIREMENTS FOR S « AS A
CONSEQUENCE, FACILITIES HAVE GREATER FLEXIBILITY IN MEETING THE
STANDARD3 BASED ON THE CLIENT'S ACTUAL ABILITY TO EXIT THE BUILDING
IN THE EVENT OF A FIRE OR OTHER EMERGENCY.

v M VING

IN ORDER TO ADDRESS THE BROADER GOALS OF ENHANCING THE INDEPENDENCE,
INTEGRATION AND PRODUCTIVITY OF MENTALLY RETARDED AND OTHER
DEVELOPMENTALLY DISABLED PEOPLE, THE SECRETARY HAS ESTABLISHED AN
NTRA-AGENCY WORKING GROUP TO DEVELOP COST-EFFECTIVE POLICY OPTIONS,
HE WORKING GROUP w{th §ﬁﬁnxue EDERAL POLICIES AND PROGRAMS,
INCLUDING MepicAID ICFs/MR, AND CONSIDER POSSIBLE CHANGES THAT MAY
INCREASE ACCES? TO COMMUNITY LIVING ARRANGEMENTS AND ENCOURAGE SELF- /
SUFFJCIENCY, IHE COMMITTEE IS Expgsren TO HAVE RECOMMENDATIONS TO
THE SECRETARY BY THE END OF Mavy- 1987, ... .. . . . ...

WE ARE ALSO CONDUCTING A THOROUGH EVALUATION OF THE HOME AND
COMMUNITY~BASED. WAIVERS WHICH WILL ATTEMPT TO IDENTIFY THOSE
PROGRAM, SERVICE,. AND CLlEgT-RELATED FACTORS WHICH ARE ASSOCIATED
WITH COST-EFFECTIVENESS, OOME OF THE EVALUATION 1SSUES WHICH WILL
HELP GUIDE FUTURE POLICY DECISIONS INCLUDE:

-5
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0 SHOULD HOME AND COMMUNITY-BASED SERVICES CONTINUE TO BE
SPECIFICALLY RELATED TO REDUCED RATES OF GROWTH IN THE
NUMBER OF FACILITIES AND BEDS?

0 WHAT SERVICES ARE MOST EFFECTIVE IN MEETING THE NEEDS
OF DEVELOPMENTALLY DISABLED PERSONS WHO ARE AT RISK OF
BEING INSTITUTIONALIZED

0 How ARE HOME AND COMMUNITY-BASED SERVICES BEST
. INTEGRATED WITH OTHER PROGRAMS

ugASXPECT TO HAVE PRELIMINARY RESULTS OF THE EVALUATION EARLY NEXT

Tue HeaLtH CARE FINANCING ADMINISTRATION IS COMMITTED TO ASSISTING
IN MEETING THE NEEDS OF THE DEVELOPMENTALLY DISABLED IN THE MOST
. APPROPRIATE AND COST-EFFECTIVE SETTING, WE WILL WORK CLOSELY WITH
OTHER FEDERAL AGENCIES AND DEPARTMENTS TO ACCOMPLISH THIS GOAL.

gxrn ME HERE TODAY IS CAROLY“ Gray, Actine Depyrty AsslsInH§
ECRETARY FOR THE OFFICE OF HUMAN DEVELOPMENT SERVICES ). Sue
" WILL DISCUSS THE DXVELOPMENTALLY DISSBLED POPULATIQN AND THE
ACTIVITIES OF THE ADMINISTRATION ON DEVELOPMENTAL ﬁﬁ BILITIES, |
THINK YOU wah FIND JHAT PANY OF THR ACTIVITIES OF COMPLEMENT
THOSE OF THE HEALTH CARE FINANCING ADMINISTRATION,

THAT CONCLUDES MY STATEMENT., [ WILL BE GLAD TO ANSWER ANY QUESTIONS
YOU MIGHT HAVE,.
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STATEMENT OF CAROLYN GRAY, ACTING DEPUTY ASSISTANT
SECRETARY, OFFICE OF HUMAN DEVELOPMENTAL SERVICES,
WASHINGTON, DC

Ms. Gray. Thank you, Mr. Chairman, for the opportunity to tes-
tify today concerning the characteristics of persons with develop-
mental disabilities and the programs the Office of Human Develop-
ment Services [lHDS administers in support of a continuum of serv-
ices for this vulnerable {)opulation.

Developmental disabilities are defined in the Developmental Dis-
abilities Act of 1984 as severe, chronic disabilities attributed to
mental or f)h sical impairments manifested before age 22, which
substantially limit at least three areas of major life activity and
result in the need for services over an extended period of time.

We estimate that there are approximately 3.9 million persons
with developmental disabilities in the United States, approximately
. 2 million of whom are over the age of 18.

Persons served in institutions represent only a small percentage
of this population. About 146,000 persons reside in intermediate
care facilities for the mentally retarded.

Within HDS, the mandate of the Administration for Develop-
mental Disabilitiecs—ADD—is to assist States to assure that per-
sons with developmental disabilities receive necessary services, and
that their legal and human rights are protected.
 This mandate is implemented through ADD’s administration of,
one, Basic State Grants which help States to plan, coordinate, and
administer services for persons with developmental disabilities;
~ two, protection and advocacy grants, which are awarded to State

___‘agencies to pursue legal, administrative, and other appro riate

remedies to insure the protection of rights of developmentally dis-
abled individuals; three, special projects, which are made to a vari-
ety of public and private organizations for projects of national sig-
nificance; and four, a national network of 36 university affiliated
facilities “and 7 satéllite centers These elements of the ADD pro-
gram complement State service delivery systems.

At the national level, ADD coordinates with the various agencies
that ﬁrovide funding for services needed by this population, includ-
ingnt e Health Care Financing Administration, the Social Security
Administration, the Department of Education, and the Department
of Housing and Urban Development.

- ADD cochairs the Interagency Committee on Developmental Dis-
abilities, which is mandated by Public Law 98-257 to coordinate
and plan relevant Federal activities.

In addition, ADD partixi&ates in the newly formed Secretary’s
Work Group on Policies Affecting Services for Mentally Retarded
and Other Developmentally Disabled People. The work group is
charged by the Secretary to examine Federal policies and pro-
grams, including Medicaid-funded intermediate care facilities, and -
to recommend changes that will increase access to community
living arrangements and encourage self-sufficiency.

ADD provides leadership for the employment initiative cam-
paign. Since the campaign’s inception, 87,000 developmentally dis-
abled workers have been employed in private sector jobs. The em-
ployment initiative has shown that, given proper support services,
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persons with developmental disabilities can lead more productive
and self-sufficient lives. : :

In conclusion, we are committed to promoting the full participa-
tion in society by persons with developmental disabilities. The
early success of the employment initiative shows that, with appro-
.priate support services, most persons with developmental disabil-
ities can lead lives that are more productive, independent, and self-
sufficient. , _

We look forward to the day when all persons participate. in soci-
- ety to the fullest extent of their ability, and to a time when hire-
ability is not limited by disability. , '

Thank you.
[The prepared written statement of Ms. Gray follows:]
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Mr. Chairman, thank you for the opportunity to testify
today before the Health Subcommittee of the Senate Finance
Committee.,

As Mr. Hackbarth mentioned, the activities of the
Administration on Developmental Disabilities in the Office of
Human Development Services do indeed complement those of the
Health Care Financing Administration, Consequently, my remarks
will discuss the characteristics of persons with developmental
disabilities and the programs we administer that support a

continuum of services for this vulnerable population.

The Developmentally Disabled Population

Developmental disabilities are defined in the Developmental
Disabilities Act of 1984 as severe, chronic disabilities
attributed to mental or physical 1mpa1rment§ manifested before
age twenty-two. These impairments cause substantial limjitation
in at least three areas of major life activity and result in
the need for services over an extended period of time.
Limitations may be in the area of self-care, receptive and
expressive language, learning, mobility, self-direction,
capacity for independent living, and economic¢ independence.

We estimate that there are approximately 3.9 million
persons with developmental disabilities in the United States.
Of these, approximately two million are over the age of 18,

Persons served in institutions represent only a small

67-659 0 -~ 87 - 4



94

-2a

percentage of this population. About 146,000 reside in

intermediate care facilities for the mentally retarded, or

ICP8/MR.

Due to their functional limitations, persons with

developmental disabilities commonly need some level of service

on a long-term basis. 8uch services may include:

[}

Supported living arrangements

Educational and vocational training

Supervised social activities

Speech therapy

Phyaical therapy

Case management, and

A variety of other services.

Many persons with developmental disabilities have multiple

handicaps and may require extensive training and assistance to

accomplish even the most routine tasks. Accordingly, they are

among the most vulnerable and difficult population to serve.
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Overall Purpose of the Developmental Disabilities Program

The Administration for Developmental Disabilities (ADD)
seeks to integrate these persons into the existing network of
public and private sector providers. Specifically, ADD is

charged to

o assist States to assure that persons with
developmental disabilities receive the services
necessary to enable them to achieve their maximum
potential through increased independence,

productivity, and integration into the community; and,

o assist States to establish and operate a system which
protects the legal and human rights of persons with
developmental disabilities,
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Structure of the Developmental Disabilities Program

The ADD program has several components:

1) Basic State Grants;

2) Protection and Advocacy Grants

3) Special Projects, and

4) University Affiliated Pacility Grants

Bagic State Grants:

Basic State Grants help States to plan, coordinate, and

administer services for persons with developmental disabilities,

Funds are awarded tg each State by formula to support the
activities of a State Developmental Disabilities Planning
Council, The Councils are comprised of representatives of
major State and Federal programs, service providers, and
developmentally disabled persons and their families. As part
of a three-year improvement plan, each Council selects one or
two of the following priority ser&ice areas as a focus of

activity:
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] Case Management;

(-] Child Development Services;

o Alternative Community Living Arrangements; or
] Employment-related ;ctivities.

Protection and Advocacy:

Protection and Advocacy grants are awarded by formula to
State Protection and Advocacy agencies, which must be
independent from any entity which orovides services to Fersons
with developmental disablilities, These agencies must Pave the
authority to pursue legal, administrative, and other
appropriate remedies to insure the protection of the rights of
developmentally disabled individuals who are receiving

treatment, services, or rehabilitation within the State.

Special Projects:

Through mechanisms such as the Office of Human Develovment
Services' Coordinated Discretionary Program, grants are made to
a variety of public and private organizations for projects of

national significance,
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University Affiliated Facilities:

Grants support a national network of 36 University

Affiliated Pacilities and 7 Satellite Centers. These

facilities provide interdisciplinary training, technical

assistance, and information dissemination, and demonstrate

exemplary service models.

Approximately 57,000 individuals with developmental
disabiliéios and their families receive direct services each
year from the Unversity Affiliated Pacilities and Satellite

Centers.

The Role of the DD Program Within the Service Delivery System

These elements of the ADD program complement State service
delivery systems., State Councils monitor the service delivery
network. Protection and Advocacy agencies ensure that the
legal and civil rights of persons with developmental
disabilities are protected. University Affiliated Facilities
provide academic and professional training and ensure that
there is a professional and paraprofessional workforce prepared
to meet the service needs of this population. Discretionary

funds help demonstrate improved methods and services.,
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National Coordination Efforts

At the national level, ADD coordinates with the various
agencies that provide funding for services needed by this
population, These agencies include the Health Care Financing
Administration, the Social Security Administration, the
Department of Education, and the Department of Housing and
Urban Development., ADD co-chairs the Interagency Committee on
Developmental Disabilities, which is mandated by P.L. 98-257 to
coordinate and plan relevant federal activities. 1In addition,
ADD participates actively in the newly formed Secretary's Work
Group on Policies Affecting Mentally Retarded and Other
Developmentally Disabled People. I will discuss the Work Group
shortly, Finally, ADD has engaged the private sector in
promoting self-sufficiency for persons with developmental

disabilities through the Employment Initiative Campaign.
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Secretary's Departmental Work Group

Recognizing the goal of self-sufficiency and the obstacles
that may prevent it from being realized, Secretary Bowen has
created an Interdepartmental Work Group on Policies Affecting
Mentally Retarded and Other Developmentally Disabled People.
The Work Group is a follow-up to the Report to Congress on
Policies for Improving Services to Mentally Retarded and Other
Developmentally Disabled Persons Under Title XIX of the Social
Security Act. The Work Group is charged by the Secretary to
examine Federal policies and programs, including
Medicaid-funded intermediate care facilities, and to recommend
changes that will increase access to community living
arrangements and encourage self-sufficiency. The Group will
forward its recommendations to the Secretary in early 1987,

|
Employment Initative Campaign:

President Reagan announced the Employment Initiative
Campaign in November of 1983 as part of the National Decade of
Disabled Persons., The campaign demonstrates that Americans
with developmental disabilities can be a viable segment of the

work force. The results to date have been most rewarding.
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In the first two years since the campaign's inception,
87,000 workers who have developmental disabilities have been
employed in private sector jobs., They will earn about $400

million in gross annual taxable wages, while the combined

savings in public support costs and services will total nearly

another $400 million.

This extraordinary accomplishment is due to the active
support of corporations such as Radisson Hotels, Denny's
Restaurants, and McDonalds Corvoration, and trade associations,
including the American Hospital Association, and the National

Restaurant Association, among others. —

The Employment Initiative has shown that, given proper
support services, persons with developmental disabilities can

lead more productive and self-sufficient lives,
Conclusion

In conclusion, we are committed to promoting the full
participation in society by persons with developmental
disabilities. That goal is not simply a humanitarian vision,
it is in the best interest of persons with developmental
disabillties. their families and communities and, thus in the

best interests of all taxpayers.
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The early success of the Employment Initiative shows that,
with appropriate support services, most persons with
developmental disabilttiis can lead lives that are more
productive, independent and self-sufficient. We look forward
to the day when all persons participate in society to the
tu;lelt extent of their ability, and to a time when
hire-ability is not limited by dis-ability.

Thank you, Mr. Chairman, for the opportunity to testify on
behalf of the Office of Human Development Services, I would be

happy to answer any. questions.
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Senator DURENBERGER. Thank you very much. I thank you both.

Let me ask a couple of questions. Later, witnesses will say that—
and it has been alluded to already by my colleagues—that the Med-
icaid Program is biased in favor of institutional care to the exclu-
sion, perhaps, of community care; that Medicaid funding is tied to
the number of certified beds and not to the specific n of differ-
ent people; and that the meaningful statistic to look at is not the
percentage of institutions over a certain bed size, which might
appear relatively small, but theefercentage of the developmentally
disabled population that is served in those institutions.

Can you tell us anything more specific about HCFA, either re-
sponds, or would respond to those statoments?

Mr. HACKBARTH. Yes.

It is in fact true that the vast bulk of the recipients are still in
the largest institutions. But I think we have been making substan-
tial in recent years. We have taken a number of steps that
we think have facilitated the movement away from the largest in-
stitutions to smaller facilities. For example, back in 1981, we took
some steps to clarify how the existing regulations could be applied
to smaller facilities, and through that process tried to make the re-
quirements more flexible and make them accommodate the special
needs of small facilities better.

Of course, one of the primary é)u of the pro rules that
we published this spring was to do tﬂe same thing. The regulations,
when first published in 1974, had an orientation that was very
much directed at the large institutions which predominated at that
time. One of the reasons for the overhaul of the regulations is to
assure that they accommodate the change that has been occurring
in the delivery system.

Through that regulatory process, as I said earlier, we hope to
come up with a system that emphasizes not rigid institutional re-
‘gxirements-paper compliance and the like—but the outcome of
the services provided to this population. And we think through
that process we will aid the participation of the smaller facilities.

Senator DURENBERGER. S akiniof proposed rules, at the end of
July—I think it was July é%.;of this year, HCFA published a rule
which would provide State Medicaid agencies with options when an
ICF/MR is found to have deficiencies that “do not pose an immedi-
ate threat to the client’s health and safety”, either to correct the
necessary staff and physical plant deficiencies within 6 months of
thmproval date of the plan or to reduce permanently the number
‘t)lf; l and certified units within 86 months of the approval date of

e plan.

g mail tells me that there is concern out there that this rule
might be used to prematurely close facilities without regard to
what services are available in the community, or covered by the
State’s Medicaid Program.

What comments has HCFA received on the regulation? Do you
have plans with regard to the final regulation?

Mr. HACKBARTH. Yes.

It is certainly not our goal to force the delivery system to fit a
certain mold. The way we view our role is to accommodate chan&‘es
that are occurring in the delivery system and changes that the
States would like to make.
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After all, the Medicaid Program is a program that is primarily
managed by the States at the State level. Thus, we believe it would
be inappropriate to take regulatory or financing steps that would
dictate that the State delivery system take on a certain shape. So
we would not have the intent of prematurely closing large facilities
when there aren’t other facilities available to take up the slack.

As far as our plans for the regulation, we are in the process of
reviewing the comments and hope to have the final regulation pub-
lished late this fall.

Senator DURENBERGER. All right.

John Chafee?

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

I would like to pursue two points, the first on the subject of what
you are doing to encourage the communit; livi:xag facility.

As I understand it, Secretary Bowen submitted a report this year
on the utilization of Medicaid funds, and he established four De-
partmentwide goals. I won’t go into each of those, except the last
one, “To increase incentives for community living.’

So I understand from your remarks that, tyea you do support
community living in ce instances, and so ortim, but are you in-
creasing the incentives for it?

Mr. HACKBARTH. Uh huh,

Senator CHAFEE. I mean, I start with a presumption, because I
have seen it in my own State and elsewhere, and we have had, as
we are listening here, a lot of testimony that the commv.mit¥l livin%
facilities and the community living for the individual is the bes
way to i% Now you can argue whether it is for 100 percent of the

ple. Let's not say for everybody. I personally believe everybody,
ut never mind.

Mr. HACKBARTH. Uh huh.

Senator CHAFEE. For the great fall.

Now what are you doing to increase these incentives? .

Mr. HackBarTH. Well, of course, the home and community based
care waiver program I think does in fact establish both appropriate
incentives and flexibilities for the States to move in that direction
if they so desire.

Senator CHAFEE. Now could I just pursue that subject briefly?

Mr. HACKBARTH. Sure.

Senator CHAFEE. To waive a program they have got to get, they
have got to apply for and there’s a string on it. Last year, we in-
creased the waiver. Review of the waiver is now 5 years. They
never know whether they are going to get it again. 1t is fringed
with restrictions, and so forth.

For example, yes, in your testimony you indicated that I think,
86 States have waivers now. But do (you have figures on how many
paatiientg?-clients, if you would, individuals—are covered by those
waivers

Mr. HAckBARTH. Yes, I do have that figure. There are 61,000,

Senator CHAFEE. As opposed to how many in the institutions?

Mr. HACkBARTH. Roughly, 146,000.

Senator CHAFEE. All right. '

Now lets go back to, in other words, my view is that this waiver
business keeps eve bodsv on edge and is a handicap, or a hurdle
that I don’t think the States should be made to leap through all
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the time. What are your views on that? Well, get rid of the waiver.
Say that, yes, if you have a plan for community living arrange-
ments, and your plan includes proper preparation, proper licensing
of the facilities, that there’s an appeal process by the parent or the
individual guardian in the event that the person is being moved
from an institution. Why don’t we just have that in law instead of
having this waiver harassment, if you would? I believe that is too
strong a term.

Mr. HACkBARTH. Of course, we don’t view it as harassment. As
you well know, there are certain requirements set out in the stat-
ute for the waivers, and what we are trying to do is implement the
will of Congress, for example, to assure that the services are pro-
vided to people who would have been institutionalized or at risk of
institutionalization, and that the aggregate costs are no more than
would have been incurred had they been institutionalized. Those
are requirements that we have to meet. *

I can sympathize and understand the States' frustration some-
times in our efforts to meet those requirements, but those are
things we have to do. They are not at our option.

Senator CHaree. Well I am asking you whether you think they
should remain in the law?

Mr. HackBARTH. Well, in principle, I think that those are reason-
able requirements; yes, sir.

Senator CHAFEE. Now, Senator Durenberger touched on this, and
I wasn't sure that I understood the answer. Last year in the recon-
ciliation bill we had a provision dealing with allowing States to
phase down the population of one of these ICF/MR facilities with-
out having it t;otall}y—-the facility—totally being physically renovat-
ed as long as the lifesaving measures were taken.

Now, it is my understanding that this provision has not been
made available to Colorado and Hawaii, who both applied, because
the final regulations have not been pubfished. Yet, when we passed
that—and I was the sponsor of that amendment, as perhaps you
will remember—the language in the bill clearly states that this
provision was effective upon enactment and not dependent upon
the issuance of regulations. What is your answer to that?

Mr. HACKBARTH. As I recall, there was some language—perhaps
in the committee report; I can’t remember for sure—that it in fact
did refer to the need of published regulations. And, of course, that
is something that we would do as a matter of course, since to im-
Biement this particular provision does require some judgments to

made. And in fairness to everybody, we have to have those judg-
ments made according to set criteria, so that they are available to
everybody to know what the rules of the game are, so to speak.
So, in principle, the provision I think is one that is appropriate
for ~re%ulation, to implement with regulations.

As far as the specific needs of Hawaii and Colorado are con-
cerned, our problem is an administrative one. If we were to make
the provision, in essence, retroactive, we would have to open up de-
cisions that have already been made or further complicate negotia-
tions that are already in process to resolve specific 1dentified prob-
lems. And so to do anyt| on a retroactive basis is very compli-
cated from an administrative standigoint. And that is why we
would prefer to have a provision that is prospectively effective.
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Senator CHAFEE. Well, you know the thrust of the legislation.

Mr. HACKBARTH. Yes, sir.

Senator CHAFEE. And it was to not require States to pour money
into renovation of a facility that they are planning to clogse. And we
all acknowledge that safety measures in any lifesaving type of
steps had to be taken. But if it is question of putting on a new roof
when the old roof can get us through, get them through, a year or
8o, don’t bother.

Now, yet, I am not sure of the details in either Hawaii or Colora-
do, but it is my understanding that they have been frustrated in
their attempts to comply with the statute that we passed last year.

Mr. HAckBARTH. Uh huh.

Senator CHAFEE. Are you familiar with those?

Mr. HACKBARTH. I am not familiar with the details of either of
those cases. ‘

Senator CHAFEe. Well, it was effective upon enactment. And I
just hope that you folks would get going on those regulations. The
way your attorneys tell you you cannot proceed without the regula-
tions. Everybody always say yes, but——

Mr. HACKBARTH. Again, Senator, I think—I am an attorney by
trainin%—and I think as a matter of principle it is appropriate to
have a broad provision like that implemented through regulations.
If we did not do that, we would be criticized or open to potential
criticism for arbitrary decisions that were not made according to
clear standards, et cetera. And so we have to protect ourselves, so
to speak, on both sides. And I do think that is a reasonable judg-
ment on our part.

Senator CHAFEE. All right. I don’t want to debate this ad nause-
am here, but we can discuss this later on. Thank you.

Senator DURENBERGER. John Heinz.

Senator Heinz. Mr. Chairman, thank you very much.

I just want to ask the witness from the administration to clarify
one thing. We are talking about the Medicaid Program, and the
Migicaid Program is a very strictly means tested program, is it
no

Mr. HAckBARTH. Yes, it is.

Senator HEINz. It serves very poor people, does it not?

Mr. HACKBARTH. Yes.

Senator Heinz. Now, the second issue is, how we can facilitate
when it is medically appropriate the de-institutionalization of Med-
icaid poor beneficiaries for whom Medicaid is paying full room and
board and health care for in an institution, how we can facilitate
their transition and maintenance in independent living? So far,
that is correct, is it not?

Mr. HAckBARTH. Uh huh,

Senator Heinz. Do we not pay as the Federal Government pretty
close to half the cost of institutionalization of Medicaid patients?
Isn’t it at least that amount in some States and more in others?

Mr. HackBarTH. You are saying that roughly half of Medicaid
expenditures go for institutional care.

nator HEiNz. For the Federal Government cost, roughly.

Mr. HACKBARTH. That’s in the ballpark, yes.

Senator HeiNz. I mean, it varies by State——

Mr. HACKBARTH. Yes, it does.
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Senator HEINzZ [continuing]. From maybe as low as 45 percent to
maybe as high as 55 or 58 gercent, if I recollect it.

Mr. HackBarTH, Uh, huh,

Senator HEINz. But it is about half.

Now, were these what I will call medicall¥ necessary services to
facilitate independent living, available? Would the Federal Govern-
ment pay all, none, or approximately half of those costs?

Mr. HackBarTtH, Well, I suppose——

Senator HEINz. When you grant a waiver—have you granted any
waivers?

Mr. HAackBARTH. Yes, we have,

Senator HeiNz. When those waivers are granted, who bears the
cost? How is that divided between State, local, non-Federal sources
and the Federal Government?

Mr. HAckBARTH. The same wag' as under the rest of the program.

Senator Heinz. The same way

Mr. HACKBARTH. Yes, sir.

Senator HEINz. My question, I guess, is, since we are paying half
the cost of institutionalization, and institutionalization is inherent-
ly expensive.

Mr. HackBARrTH. Uh, Huh.

Senator HEINZ. And to the extent—by the way, we don’t pay our
full and fair share of that; the cost is just shifted onto some non-
Medicaid institutionalized person, a private pay person, for exam-
ple—so there is no real saving to the taxpayer there. They get
stuck no matter what happens.

My question is this: If we have the same share, if the States have
the same share, wouldn’t it be irrational for States to adopt regula-
tions that were not cost effective? If you are afraid of the Federal
Government losing money on the provision of services to facilitate
deinstitutionalization, aren’t the States in exactly the same boat?

Mr. HACKkBARTH. I am not sure if I get the thrust of your ques-
tion, but are you asking——

Senator HeiNz. Well, the cost is shared between the Federal Gov-
ernment and the State government—the States that are asking you
to grant waivers.

Mr. HackBARTH. Uh huh. ,

Senator HeINz. You, I presume, are concerned about the cost. At
least I thought I heard you say earlier. And I am saying the incen-
:..ives to minimize costs are just as great to the States as they are

or you.

r. HACKBARTH. So is your question, would we agree to eliminat-
ing from the requirements——

nator HeiNnz. Well, my first question is, Do you agree that the
incentives are the same?

Mr. HAckBARTH. No, sir, I would not.

Senator Heinz. Why is that?

Mr. HackBARTH. Because often the Federal Government pays the
majority of the costs. The matching rate exceeds 50 percent. So we
have a higher interest, if you will—

Senator HeINz. But we just established that it is approximately
50 percent. If you are saying yes, sometimes the Federal Govern-
ment pays 52 or 53 percent, and the States pay 47 or 48 percent, I
just don’t think that is a material difference.
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Mr. HackBArTH. No. I think we are talking about different
things. And I thought your original question was, what percentage
of Medicaid dollars go to institutional care? That number, I t
is around 50 percent. But, in fact, the Federal matching rate often
substantially exceeds 50 percent. So, yes, the Federal Government
does have——

Senator HeiNz. What does the matching rate for these services
average?

Mr. HAckBARTH. For institutional services, in particular? It
would be the same as anything else.

Senator HEINz. So both the matching rate for services and for in-
stitutions is about the same, isn’t it?

Mr. HAckBARTH. Our matching rate is constant across the full
range of Medicaid services, {les.

Senator Heinz. Well, if the chairman will allow me just to pro-
ceed 30 seconds more. I am puzzled by what you have just said, be-
cause if the matching rate is the same for both services and institu-
tionalization to the Federal Government, and if it is somewhere
around-50-percent—it might be 65 percent Federal, maybe it is——

Mr. HackBARTH. Often it is substantially higher than 55 percent.

Senator HeiNz. Well how much higher?

Mr. HackBarTH. Up to 78 percent Federal. :

Senatf?)r Heinz. And what is the average? What:is the national
average ‘,

Mr. HackBARTH. I suppose it would depend on how you weight
the average. -

Senator Heinz. Well you don’t need to weight the average. I am
asking for the arithmetic mean.

Mr. HAackBARTH. The average is above 50 percent. :

Senator HeiNz. Not a mode, not a median. I am asking for an
arithmetic mean; take the dollars on both sides then add them up,
and make a percentage.

Mr. HackBArTH. The average rate is above 50 percent.

Senator Heinz. About 50 percent.

Mr. HAckBARTH. Above.50 percent.

Senator Heinz. Above. But you are telling me that it is as high
as 70-some percent.

.Mr. HACKBARTH. Yes. . Co .

Senator HeiNz. Then you have great p&ecision when you tell me
how high it may go. When I asked you what the average is, you are
saying, oh, well, that is just something above 50 percent. I don’t
know. Now I don’t think you can have it both ways.

Mr. HACKBARTH. | can give you that number.

Senator HeiNz. If you have got information that tells you that it
goes up to 74 or 75 percent, you ought to have information as to
what the average is.

Mr. HACKBARTH, Senator, I would be glad to supp‘liy that informa-
tionhfgd the record with great precision. I simply don’t have it in
my . , :

Se??atnr HeiNz. How many people are here from the Depart-
men

MISDURENBERGER. Fifty-six percent. [Laughter.]

I think we could get it in writing. [Laughter.]
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! 1}::Ier. HACKBARTH. Senator, I would still be happy to send the
etter.

Senator HEinz. I would still like to know how many s:ople are
here from the Department. Would you all raise your hands?

g: showi:,nf;f hands.]
nator Nz. Mr. Chairman, there are over a dozen people
from the Department there.

Senator DURENBERGER. Fifty-six percent he said. [Laughter.]

Senator Heinz. Of the audience.

Senator DURENBERGER. You were here in 1978 and 1979. The
whole room would be filled with Department geople.

Senator HEiNz. Well that is progress. [Laughter.]

Senator DURENBERGER. The chart bearers we used to call them.

Senator HeiNz. Thank you very much.

Senator DURENBERGER. I take it we will follow up on Senator
Heinz’ line of questioning, is that all right, Glenn?

Mr. HACKBARTH. Sure.

Senator CHAFEE. Mr. Hackbarth, one quick question. Some of the
most poignant testimony we have received is from those parents—
and frequently it is a single parent—who are, or is, taking care of a
child—and in one instance it was two children—extremely disabled
at home, and by doing that, are saving the Federal Government ex-
traordinary sums of money, or all government, because those chil-
dren could be in an institution. And the plea that comes across is,
look, we are not asking that our child in an institution. We
don’t want it. We are prepared to carry this ball ourselves to do
what is necessary, But in the case, particularly of the single
parent, the plea is for some respite care, a 2-week break.

We had a lady testify before and all she asked for was 2 weeks of
relief. And when you could understand the schedule she had, I
thought that was one of the most modest requests I had ever heard.

And yet under the waiver, it appears to be extremely difficult to
5et an{ Medicaid assistance for a situation like that. To me, it just

oesn’t make an awful lot of sense.

Could you briefly discuss what you know about that or have
someone discuss it? First, the degree of difficulty of getting the

waiver. And it is my understanding, a waiver that covers this.
- These waivers aren’t across the board. Obviously, they are for a
limited purpose. Could you discuss that briefly? ’

Mr. HackBARTH, Yes, sir.

As I understand it, ggg are correct, it is difficult. And this is one
of the issues that the Secretary’s work group is looking into.

Senator CHAFEe. Well 1 }ust want to put in a plea that it be
granted. The savings—the claim, I am sure, will be, oh, well, these
ﬁeople that are attending their children at home will now suddenly

ood forward and say we want some help. Well they ought to get
the help, I think. And if you look at it the other way, if those par-
ents suddenly said, we give up; you take care of these yo ters in
the institutions, the cost to the Federal Government and the State
governments would be astronomical.

And I was really touched by the testimony we had in those in-
stances. So I hope you will proceed to provide that the waivers can
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cover respite care without an incredible number of hurdles for the
State to go through.

Thank you, Mr. Chairman.

Senator DURENBERGER. John, thank you very much. Glenn and
Carolyn, thank you very much.

We will now call up our next panel. Dr. Charlie Lakin, from the
Center for Residential and Community Services, University of Min-
nesota. Charlie, if you would come up here first. I have got a ioun(gl
man who wants to take your picture. Then you can go back an
testify. [Laughter.]

Senator DURENBERGER. Dr. David Braddock, from the University
of Illinois at Chicago; James W. Conroy, director of research and
E;'ogram evaluation, Developmental Disabilities Center, Temple

niversity; and Dr. David Mank, assistant professor, Division of
Special Education and Rehabilitation, of the University of Oregon,
in Eugene, OR.

I think all the witnesses are aware of the rules on the length of
their testimony. Their statements are well done and will all be
made part of the record of this hearing.

We will begin with Dr. Lakin.

STATEMENT OF K. CHARLIE LAKIN, PH.D., SENIOR SCIENTIST,
CENTER FOR RESIDENTIAL AND COMMUNITY SERVICES, UNI-
VERSITY OF MINNESOTA, MINNEAPOLIS, MN

Dr. LAKIN. Good morning. My name is Charlie Lakin. I am a re-
searcher at the University of Minnesota.

Over the past 10 years, my colleagues and I have concentrated
on gathering and maintaining national statistics on residential and
related services for persons who are mentally retarded. Of obvious
interest in that work has been the ICF/MR Program.

I believe the ICF/MR Program really has shown considerable
success in attaining its original goals; notably, among those goals,
were to improve the scandalous conditions existing in State institu-
tions in and around 1970, and also to remove the incentives for
States to place persons with mental retardation in nursing homes,
or to certify their State institutions as skilled nursing facilities
solely to obtain a Medicaid cost share.

- ile the success of this program is debatable, it is abundantly
clear that the goals that it was established to meet are not the
goals we should be striving for today.

In passing the Developmental Disabilities Assistance and Bill of
Rights Act of 1984, Congress articulated well what we should be
striving to obtain in policy and programs today. That act spoke of
the intent, “to enable persons with developmental disabilities to
achieve their maximum potential through increased independence,
productivity, and integration.” I hope Congress will weigh its ac-
tions and its inactions against that standard. If it does, I see little
chance that the current ICF/MR Program will be judged as ade-
quate. :

I have come to the conclusion in my work that we need a signifi-
cantly different Federal program to assist States in providing resi-
dential and related services. The ICF/MR Program may not pre-
vent States from realizing the ideals, the DD Act, but it does noth-
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ing to encourage them. I think it is dramatically devoid of purpose
when compared with programs such as the one Senator Chafee has

roposed.

But whether Senator Chafee’s bill or some other bill guides our
Nation’s commitment to mentally retarded persons, I believe an ef-
fective program must exhibit a number of qualities.

I believe it must stimulate States to actively pursue increased
community integration of persons with mental retardation. There
is no habilitative or cultural justification for a long-term commit-
ment to segregated facilities.

It should ensure that appropriate standards exist for services and
that effective and unbiased monitoring takes place.

It should be flexible and promote the availability of a wide varie-
ty of options for integrating the residential, productive and social
lives of persons with mental retardation.

If the ICF/MR Program has taught us anything it is that there is
3: single one best model of care for all persons with mental retar-

tion,

Our program should demonstrate much greater equity among
States in the extent to which the Federal Government assists in
support appropriate services. Today, States vary enormously in the
proportion of their residential systems covered by Medicaid, and
also in the amount contributed by the various Federal programs

_that are available to States to he}ip support the costs of services.

I also believe our program should promote a much stronger rela-
tionship between the dollar amount -the Federal Government con-
tributes to the services for an individual and the level of impair-
ment of that individual.

It may be that if we were to somehow alter the ICF/MR Program
8o that all people didn’t receive the same level of care, this may
happen automatically, but another means to encourage such a rela-
tionship would be to experiment with a limited number of impair-
ment related groupings to determine a maximum level of Federal
financial participation.

Almost exactly 10 years ago the General Accounting Office
issued a report that found—

Although the States are primarily responsible for the care and treatment of the
mentally disabled, many problems are attributable to Federal programs which pro-
vide incentives that inhibﬁ the appropriate placement of the mentally disabled, and

the lack of leadership and actions by many:Federal ageiities whose programs do,
could or should affect community placement.

It is going to be a terrible shame if that conclusion will remain
valid for yet another decade.

you.

Senator DURENBERGER. Thank you very much, Dr, Lakin. This is
an interesting panel. We have %ot every spread out. We could
get you all with one shot. [Laughter

t was not a threat. Go ahead, Dr. Braddock.
[The prepared written statement of Dr. Lakin follows:]
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Medicald Services for Persons with Developmental Disabilities

(Testimony before the Subcommittee on Health,
Senate Committee on Finance, September 19, 1986)

My name is Charlic Lakin, I am Senior Scientist of the Center for Residential and
Community Services, University of Minnesota, Because my invitation to testify obviously
derives from my role as primary author of "An Analysis of Medicaid’s Intermediate Care
for the Mentally Retarded (ICF-MR) Program,” I will generally restrict my observations
to ones that derive directly from that report. The analysis of the ICF-MR program
provided a two points in time look at changes in state operated, licensed, or contracted
residential facilities for people with mental retardation, June 30, 1977 and June 30, 1982.
Importantly, the study inctuded both ICF-MR certified and noncertified facilities. The
report also contains the results of two special surveys regarding the responses of states
to the Medicaid waiver authority and state practices in reimbursing private ICF-MR care,
as well as reviews of literature related to current policy issues (e.g., a legislative and
regulatory history of the ICF-MR program, a survey of research on the different
habilitative outcomes of placement in large and small residential facilities). Because the
findings from this study are the most current and comprehensive statistics on ICF-MR
certified and other residential facilities nationally, I would like to include some of these
as part of my formal testimony. Where appropriate, these have been updated by more
recent surveys of our Center.

Selected Findings Related to Medicald Services

* On June 30, 1982 state residential care systems (public and private, ICF-MR and non-
certified facilities) had a total of 243,669 persons with mental retardation in 15,633
residential facilities.

-- The 15,633 facilities nationwide had a total licensed bed capacity of 304,216 with
a total residential population (retarded and non-retarded) of 279,095; they
had an occupancy rate of 92%.

-« Average number of residents per facility was 15.6 nationwide; state averages
varied from 8.8 persons per facility in Vermont to 122.4 per facility in
. Oklahoma.

* States vary widely in their mental retardation placement rates (i.c., the number of

people with mental retardation in their state residential care systems per 100,000 of their
general population). State placement rates varied in 1982 from 34 in Nevada to 184 in
North Dakota, with the national average being 105.
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® The total ber of people with tal retardation in state residential care syste
has been stable since I967 while the rate of placement has decreased significantly.

-- In 1967, there were 254,000 residents with a primary diagnosis of mental
retardation and mental health facilities (the latter then being used widely for
residential placements of people who were mentally retarded); in 1982, there
were 246,000,

-- In 1962 the national mental retardation placement rate (both mental retardation
and mental health facilities) was 125 per 100,000 with states’ rates varying
from 40 (Nevada) to 232 (North Dakota); in 1982 the national rate was 106
with state rates varying from 34 (Nevada) to 184 (North Dakota).

-- Between 1967 and 1982 only 8 states increased their placement rates.

* Average daily population of state institutions which peaked at 194,650 in FY 1967 has
decreased every year since, falling to 105,000 in FY 1982,

-- State institution populations have decreased at a steady rate of approximately
5,000 residents per year since Fiscal Year 1968.

-- The average daily population of state institutions in Fiscal Year 1985 (about
105,000) was only 54% of the Fiscal Year 1967 average.

-~ The state institution placement rate (i.c., rate per 100,000 of the general
population) fell from 99.0 to 47.8 nationally between 1967 and 1985.

-- State institution placement rates vary among the states from 15 in Alaska to 109
in North Dakota. (North Dakota has lowered its rate from 143 to 109
between FY 1978 and FY 1985.)

* Today the number of people with mental retardation in private residential facilities
surpasses the number in public residential facilities.

--In 1982 47.2% of residents were in private facilities.

-- Projecting the annual rate of change in residential placements by type of
operation from 1977-1982, by June 30, 1985 an estimated 53% of people with
mental retardation in state residential care systems were in private facilities.

-- In 1977 the privately operated proportion of state residential care systems ranged
from a minimum of 4% in South Carolina to a maximum 67% in Maine; by
1982 the private share of state residential care systems had increased to 7%
in South Carolina and to 73% in Maine.
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* In 1982 most persons with mental retardation in state residential care syst (84%)
resided in group residences (i.e., facilities in which a paid staff provides care, supervision
and training to residents). This was almost the same percentage as in 1977 when 86% of
residents were in such residential/training settings. However, there were notable changes
in the sizes of the group residences between 1977 and 1982,

-- Most group residence tenants (60%) are in large (16 or more residents) public
facilities (122,971 of 205,330 in 1982). There was a significant total and
proportional reduction from 1977 when 154,856 of 214,300 (72%) of group
residence tenants were in large public facilities.

-- Large private group residences (16 or more beds) had 40,347 total residents with
mental retardation in 1982, up from 36,998 in 1977,

-- Small group residences (15 or fewer residents) had 42,118 residents with mental
retardation in 1982, an increase from 22,449 in 1977,

-- The second most widely used model of care in state residential care systems in
1982 was specialized foster care (i.e., foster care homes with special licenses
to serve people). In 1982 there were 17,147 such placements (an increase
from 14,418 in 1977) with almost 10,000 of those in California and New York.

«- One significance of the proportion of individuals in group residences (as defined
above) is that such facilities are the most readily adaptable to certification
as ICF-MR facilities (68.5% of residents of group residences in 1982 were
ICF-MR certified facilities).

* The average size of residential facilities has decreased rapidly.

-« The average number of residents per facility in state residential care systems in
1982 was 18.0, a decrease from 26.2 in 1977.

-- In 1977 there were 9,294 small facilities (15 or fewer residents) nationwide with
40,433 mentally retarded residents; in 1982 there were 13,862 small facilities
with 63,703 retarded residents.

R fing ICE-MR faciliti ificall

* Between 1977 and 1982 the proportion of occupied residential system beds that were in
ICF-MR certified facilities grew from 43% of the 247,800 total (certified and
non-certified) to 58% of 243,700. An additional 7% growth in residents of ICF-MR
Sacilities by June 1985 is estimated from a 1986 survey of 40 states.

-- The ICF-MR program had a net increase of 34,000 beds from 1977-1982, reaching
’ a total of 140,684 on June 30, 1982. (The June 30, 1985 total is estimated to
‘ be about 150,000.)

- Most of the growth in ICF-MR beds between 1977 and 1982 was in facilities with
more than 76 residents (a net increase of almost 20,000 beds out of a total
net increase of 33,800 beds).
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-- In 40 states (with 85% of the 1982 ICF-MR population), between 1982 and 1985
there was a net growth of about 900 residents in ICF-MR facilities of more
than 16 residents (about 8,000 more in large private ICF-MR facilities; about
7,000 fewer in large public facilities).

-- The fastest growing segment of the program is the small ICF-MR facility. Small
ICF-MR facilities (15 or fewer residents) had a net increase of almost 500%
(7,000 residents) between June 30, 1977 and 1982, Between June 30, 1982
and 1985, 40 states witnessed a doubling from 8,400 to about 16,850 in small
ICF-MR residents. (The 11 states which had not yet reported data for 1985
had a total increase of only 65 small ICF-MR facilities between 1982 and
1984--an estimated 350-400 residents.)

-- Almost all growth in large (16 or more residents) facilities took place through
certifying existing facilities for ICF-MR participation, while new small
ICF-MR facility residents were gencrally placed in newly opened facilities,

* The proportion of large public institution residents whose care was cost shared by the
ICF-MR program substantially increased between 1977 and 1982, In 1977 states had over
60,000 people with mental retardation in non-certified public institutions of 76 or more
residents out of 152,500 residents aitogether; by 1982 only 15,000 out of 120,000 totat
residents in public institutions were in non-certified beds.

® A shift from public to private providers is taking place within the ICF-MR program.

-- Highly retated to the shift from larger to smaller facilities within the ICF-MR
program was a trend toward a decreasingly public and increasingly private
ICF-MR industry.

-- Between June 1977 and 1982 necarly 19,000 private ICF-MR residents were added
and the private care of ICF-MR residents increased from 12% to 23%.

-- Between June 1982 and 1985 in 40 states the proportion of ICF-MR residents
provided for in private facilities increased from 23% to 33%.

¢ States vary remarkably in the size and dynamics of their ICF;MR programs.

-« The proportion of total beds in state residential systems that are ICF-MR
certified varies substantially across states. In 1982 85% or more of all beds
in Minnesota, Rhode Island, Utah, Texas, and Louisiana were certified,
compared to 35% or less in Arizona, Florida, Missouri, North Dakota, Virginia
and Wyoming. The national average was 58%.

- Twelve states actually decreased their number of occupied ICF-MR beds between
1977 and 1982, largely because population declines in their cestified state
institutions were not equalled by commensurate private and small public
facility certifications. New York and Michigan decreased by about 8,000
ICF-MR beds during the period. Between 1982 and 1985 several other states
joined the group with net bed losses. Interestingly New York increased its
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total ICF-MR population by about 3,500 between 1982 and 1985, primarily
through development of small ICF-MR facilities,

-- A number of states significantly increased ICF-MR beds between 1977 and 1982;°
California and New Jersey alone added over 9,000. However, most of the
newly added ICF-MR beds during the period came from the certification of
existing large state institutions. With few beds left uncertified in state
institutions, the number of ICF-MR covered residents in state institutions is
estimated to have declined by 8,000-9,000 between 1982 and 1985.

* Small ICF-MR facilities are growing rapidly in number, but they ténd to be
concentrated in a few states.

-- In mid-1977, three-quarters (74.5%) of small ICF-MR facilities were in Minnesota
and Texas. In mid-1982, nearly half (46.4%) of small ICF-MR facilities were
in Minnesota and New York; 65.1% were in Minnesota, New York, Michigan
and Texas. By mid-1984, half (48.2%) of small ICF-MR facilities were still in
Minnesota and New York and 62.0% were in Minnesota, New York, Michigan
and Texas.

-« Between June 1982 and 1985, New York, California, and Ohio accounted for about
60% of the total growth in small ICF-MR residents within 40 states.

% Small (15 or fewer residents) ICF-MR facilities are getting even smaller.
- In mid-1977 small ICF-MR facilities had an average population of 9.2,
«- In mid-1982 small ICF-MR facilities had an average population of 8.1.

«- Small ICF-MR facilities opened between January 1981 and June 1982, had an
average population of 6.8,

-- In a recent survey a number of state mental retardation agency personnel said
that the introduction of the Community and ‘Family Living Amendments has
been a factor in the development of smaller ICF-MR residences than might
otherwise have occurred,

* Large and small ICF-MR facilities have similar release rates, but there is a much lower
rate of admission to large ICF-MR facilities.

-- The depopulation of large ICF-MR facilities (16 or more residents) is taking place
primarily through rates of release that are similar to those of other types of
facilities, but with average rates of new admission that are much lower than
those of smaller facilities.
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-- There were 275 new admissions per 1,000 total residents in small ICF-MR facilities
in FY 1982, but only 60 per 1,000 residents in ICF-MR facilities of 76 or
more residents.

* Population changes among residential facilities are much more highly related to facility
size than to certification status.

-- Resident movement trends in Fiscal Year 1982 among certified and noncertified
facilities of the same sizes tended to be quite similar.

-- Differences among size categories within certified and noncertified facilities were
large, with major shifts toward increasing the number of people in relatively
small facilities (certified and noncertified) and decreasing the number in
relatively large facilities.

-« Comparison of certified and noncertified facilities within the same size categories
in FY 1982 showed small (15 or fewer residents) ICF-MR facilities to be
growing faster than small noncertified facilities (increases in number of
residents of 12.1% and 5.7%, respectively) and the very largest ICF-MR
facilities (301 or more residents) to be depopulating faster than the very
largest noncertified facilities (decreases of 5.9% and 3.2% respectively).

* An estimated 42,500 (£9,000) persons with a primary diagnosis of mental retardation
were residing in nursing homes in 1977 according to the National Nursing Home Survey
of 1977.

- Of these an cstimated 85% (36,100) were in Medicaid certified facilities.
-- An estimated two-thirds had Medicaid as a primary source of payment.

-- An estimated 29,000 of these persons were 62 years or younger; 13,500 63 years
or older.

-- An estimated 82% had been a resident of the same nursing home for at least one
year previous,

cl istics of Residents - AlL Faciliti

* The number of children and youth (persons 21 years and younger) in state mental
retardation systems has been decreasing substantially.

-« While the total residential population was nearly constant between 1977 and 1982,
the number of children age 0-21 decreased by more than 30,000 from 91,000
(38.5% of all residents) to 60,000 (24.8% of all residents). The total U.S.
population aged 0-21 decreased from 37.5% to 34.5% during the same period.

-- Decreasing numbers of young people in residential facilities were noted in every
state. In 1977 the proportion of residents who were 0-21 ranged from 19.7%
in Alabama to 69.5% in Alaska; in 1982 from 11.7% in Rhode¢ Island to 50% in
Alaska. .

L
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* The relative proportions of mildly, moderately, severely, and profoundly retarded
residents in the total residential care system did not change substantially between 1977
and 1982,
-- The proportion of residents who were séverely or profoundly mentally retarded
increased from 59.7% in 1977 to 60.5% in 1982.

-- The proportion of residents who were borderline or mildly retarded was 16.9% in
1977 and 16.8% in 1982,

* The proportion of residents in small facilities (15 or fewer residents) who were
severely or profoundly retarded increased from 23.9% of the total in 1977 to 32.7% in
1982 ( from 5,500 to 13,700 individuals).

* The most severely handicapped residents continue to be disproportionately placed in
large (16 or more residents) public institutions.

-- The proportion of residents in public institutions who were profoundly retarded
has increased from 15% in 1939 to 57% in 1982.

-- The number of profoundly mentally retarded persons who resided in state
institutions increased from 51,000 to 68,000 from 1965-1982.

-- In 1982, 25.5% of state institution residents were non-ambulatory, compared to
only 19.5% of residents in the total residential care system; 38% of
institutionalized residents were not toilet trained compared to 26.7% of
residents in the total residential care system. These differences are highly

e . associated with the greater proportion of profoundly retarded people in state
' institutions, . !

% Fewer than 20% of the residents in either public or private residential facilities have
extraordinary health care needs.

-- There is no statistically significant difference between the proportions of public
facility residents (19%) and private facility residents (17%) with chronic
health problems.

-- There is no evidence that the medical care needs of public institution residents

are substantially different or more extensive than those of persons living in
private residential facilities.

Ct istics of Resid - ICE-MR _Faciliti
* The number of children in ICF-MR facilities has decreased significahtly,

-- In 1977, 4.4% of ICF-MR residents were under 10 years old; by 1982 the
proportion dropped to 2.6%.

[
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--In 1977, 35.6% of ICF-MR residents were age 0-21, compared to only 23.6% in
1982,

-- The largest ICF-MRs have the lowest proportion of children and youth-- only 21%
of residents of ICF-MR facilities with more than 150 residents were under 22
years old.

* The ICF-MR population is becoming more severely impaired.

-- Between 1977 and 1982 the propurtion of ICF-MR residents who were profoundly
retarded increased from 44% to 50%, compared to an increase of from 34% to
37% for the service system as a whole.

--In 1-6 bed ICF-MRs, the proportion of residents who were profoundly retarded
increased from 3% to 21% between 1977 and 1982, In 7-15 bed ICF-MRs, the
increase was from 3.5% to 14%.

-- Between 1977 and 1982 the proportion of ICF-MR residents who were
mildly/moderately retarded decreased by 3%, although with the growth in the
ICF-MR program their actual numbers increased by 5,230 persons.

* States vary substantially in the characteristics of the residents in their ICF-MR
programs.

-- Because there is no specific target population for the ICF-MR program, states
have exercised wide latitude in defining their own populations.

-- Nationally, 25% of ICF-MR residents in 1982 were mildly or moderately retarded,
ranging from under 10% in Hawaii, Maine, and West Virginia to over 37% in
Minnesota, Colorado, and Oklahoma. (Since 1982, the proportion of ICF-MR
residents who were mildly or moderately retarded has decreased
substantially.)

Costs of Residential Servicea - All facilitics
* Approximately $15.3 billion was spent by all levels of government on behalf of mentally

retarded persons in 1982. (Estimated by Inspector General of DHHS, 1983; corroborated
by the Expenditurc Analysis Project, 1985).

-- An estimated $7.5 billion (49%) were federal expenditures and $7.8 billion (51%)
were state and local expenditures.

-- An estimated $7.3 billion (48%) were Medicaid long-term care (ICF-MR, SNF, and
ICF) and medical assistance expenditures.

-- An estimated $5.4 billion (35%) wont to state residential care systems and 7-8
billion dollars or about half to mentally retarded persons in all forms of
residential care (including nursing and other generic types of facilities not
specifically licensed to serve mentally retarded people).
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* Public expenditures for state residential care systems for mentally retarded persons
increased from approximately $3.1 billion in 1977 to approximately $5.4 billion in 1982.

* The entire increase in expenditures between 1977 and 1982 can be attributed to
increases in per diem costs (the number of residents served by the system actually
decreased by 1.7% over this period ).

* While the overall increase in per diem costs was 80.8% for the system between 1977
and 1982, the amount of increase varied substantially by type of facility.

-- The average per diem cost of small (15 or fewer residents) ICF-MR group
residences increased from $21.68 to $64.94,

-- The average per diem of small non-ICF-MR group residences increased from $16.04
to $30.56.

-- The average per diem of large (16 or more residents) ICF-MR group residences
increased from $42.94 to $80.49,

-- The average per diem of large non-ICF-MR group residences increased from $33.54
to $45.76.

--The average per diem for foster/family care homes increased from $9.57 to $16.12.
* The national average per diem rate was $61.89 in 1982, but there was wide variation
across states, from Alaska ($117.62) to Montana ($37.73).
c { Residential Services - ICE-MR Fagiliti

* JCF-MR (both federal and state expenditures) was the fastest growing component of
both state residential care and Medicaid long-term care expenditures.

-- ICF-MR expenditures increased from 53% of the total cost of state residential
care in 1977 to over 75% in 1982,

-- The daily public cost for ICF-MR care increased from about $4.5 million on June
30, 1977 to $11.2 million (150%) on June 30, 1982,

-- Total public expenditures weat from $350 million in Fiscal Year 1975 to $3.6
billion in 1982 and an estimated $3.9 billion in 1983 (S. Hrg 98-1045).

-« ICF-MR expenditures represented 30% of all Medicaid long-term care costs in 1982
compared to about 10% in 1975,
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¢ Early increases in ICF-MR expenditures (pre-1977) were due more to increases in total
reciplents of care than to increases in per recipient costs. Increases in ICF-MR
expenditures since 1977 have been due primarily to increases in per recipient costs.
About 70% of the increase in program costs from 1977 to 1982 can be attributed to
increasing per diem costs.

* Although there are no indications of concern about program size and cost in the public
record of "debate” on the authorization of the ICF-MR benefit in 1971, the total
beneficiaries and real dollar costs of the contemporary program could have been
anticipated.

« The legislation was primarily, if not exclusively, focused on upgrading, through
the stimulatory promise of FFP, the conditions of public institutions which
.at the time the legislation was passed housed about 183,000 persons (over
40,000 more than 1982 ICF-MR residents).

- Between FY 1967 (the year national statistics first indicated state institution
depopulation) and FY 1970 (the last year for which statistics would have
been available at the time the ICF-MR benefit was being considered), the
annual real dollar costs of public institution care ($3,985 per year) were
increasing at just under 14%.

-- Projections from such statistics would have estimated per resident real dollar
costs by 1982 of about $15,000 per year versus the $11,000 actually observed
and total program costs of $2.7 billion versus $1.4 billion actually observed.

* In cost function analyses, several facility and client characteristics were found to be
significantly related to cost (all statements should be read as "the effects of the other
facility type, program, case-mix, or input price variables held constant.")

- On average, ICF-MRs cost $24.00 per day more than non-ICF-MRs,

-- Government facilities are significantly more expensive than any other form of
ownership.

-« For both private ICF-MRs and non-ICF-MRs, individual proprietorships were
significantly and substantially less costly than both for-profit and
not-for-profit corporate facilities.

-- Group residences (staffed residences providing care, supervision, and training)
were the most expensive model of care (more than foster, personal, boarding,
or nursing care, and semi-independent living).

-- The higher the proportion of profoundly and severely impaired residents, the
higher the costs of both ICF-MR and non-ICF-MR facilities. However, the
association between costs and residents® levels of impairment was remarkably
weak among ICF-MR facilities and considerably stronger among non-certified
facilities.
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-« The per diem cost of care varies more by the state the facility is located in than
by the facility type, program, case-mix, input price, or reimbursement
methods used.

- The use of inflation indices and the use of peer groupings (e.g., client
characteristics, level of staffing) were the only reimbursement variables that
could be unambiguously associated with lower costs.

* Although average reimburse .uis for services to residents of community-based group
residences ( facilities with 15 or fewer residents) tend to be substantially below those of
state institutions, wherein are housed approximately two thirds of all ICF-MR residents
($38,00 vs. $86.00 in 1982), cautions must be exetcised in inferring proportional cost
iniplications from the shift from large institutions to small community residences.

-- Because institutional facilities generally provide and include in their reported
costs more of the total services received by their residents, their average
reimbursed costs would tend to be higher than community-based facilities
even if the costs of the services offered by both were identical. To respond
to the desire for a basis of comparison between institution and community
programs, five comprehensive accounting studies within 4 different states
since 1979. These have included the costs of "comprehensive services
packages" for residents of state institutions and community-based group
residences (i.c., residential services, day programs, support services,
medical/dental and case management) regardless of whether included in the
residential facility costs or those of other agencies.

-- COSTEof community based programs were found on the average to be 75% to 92%
of the costs of state institution costs, with the median difference heing 86%.
It might be further assumed that increased costs of state administration of
more numerous and dispersed programs could make the computed differences
even less. On the other hand, as these state institutions continue to
depopulate and their fixed costs are spread across fewer residents, higher
per resident costs can be anticipated.

R fing State R he Medicaid Wai

* Reviews of the waiver applications and interviews with state agency personnel of
states with Medicaid waivers approved by April 1984 showed habilitation and case
management have been included in almost every state “waivered services® program.

-- All 29 states surveyed requested some form of habilitation service (although this
was sometimes requested under the general service category of adult day
health). Over half the states (17) specifically requested authority to provide
habilitation in both residential programs and in separate day training center
programs.

-- All but one state requested authorization to provide case management as a
Medicaid reimbursable service.




-- Twenty-three states (about 80%) received authority to provide respite care as a
waivered service, although states varied considerably in limits on the
frequency, duration, and costs of the service and on its eligible recipients
(i.c., natural and/or foster care providers).

% The hypothesis that the waiver authority would lead to significant reduction in the
growth of small ICF-MR facilities has not been fully supported by resident totals.

-- A majority of states with waiver approved by April 1984 indicated in 1986 that
the waiver option has caused fewer small ICF-MR facilities to be developed
than otherwise would have occurred.

== Continued development of small ICF-MR facilities in states-eligible to develop
noncertified alternatives through the waiver option is attributed by state
respondents to & number of factors, including general satisfaction with the
suitability of the ICF-MR level of care for the persons being placed in it,
the nced for increased planning time to shift away from a small ICF-MR
based residential program strategy, and the cost and beneficiary limits placed
on the waiver programs, which limit the amount of federal financing of a
state’s residential care program.

* States vary considerably in their ability to use and benefit from the waiver authority
because the program beneficiaries and total program costs have been limited by
projections of beneficiaries and costs of ICF-MR services in the absence of the waiver.

-« States vary in their ability to use waiver services in residential care systems
because of their varying proportions of residents in ICF-MR certified
facilities. In 1982 proportions of state system clients in ICF-MR facilities
ranged from (excluding 0% in Arizona and Wyoming) 17% in West Virginia
and 18% in North Dakota to 98% in Minnesota, 96% in Louisiana, and 89% in
Rhode Island and Texas.

-« States vary substantially in the total and proportional (to state funds) Medicaid
funding available to them to provide waiver services. For example, in June
1982 New York was receiving approximately $780,000 per day in federal
financial participation (FFP) for ICF-MR programs while California was
receiving about $495,000 (although California had 2,000 more people in its
total residential system). In June 1982 Rhode Island and West Virginia both
had slightly more than 1,000 residents in residential care; Medicaid FFP
provided 48% of the total estimated daily costs of Rhode Island’s system but
only 12% of West Virginia's.

- Differences in state ability to benefit will be & factor in the effectiveness and
the acceptability of any alternative to the ICF-MR program (including a
block grant) that links funding under the new program to the extent of
state participation in the existing ICF-MR program.
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* Controlled longitudinal studies comparing the differertial effects of state institutions
and smaller, community-based facilities in producing measured changes in adaptive
behavior (i.e., skills of use in socially normative patterns and contexts of daily living)

are remarkably few, but they uniformly and strongly favor smaller, more community-based
Jacilities.

-- A total of 6 studies were identified, with a total of 350 subjects and 6 month to
4 year follow-up periods. l

-- Findings of superior outcomes in community-based facilities are consistent with
contemporary (and commonsensical) theory and practice in habilitation of
persons, which suggest that daily tiving skills are much more likely to be
acquired, maintained, and generalized to multiple settings if taught in the
natural settings in which those skills are normally performed.

Let me give my interpretation to these statistics, First, as a nation we are
progressing steadily toward the only morally and educationally tenable goal for residential
services: the physical and, to whatever extent may follow, the social and productive
integration of persons with mental retardation and other developmental disabilities.
Research and daily demonstration make clear that there is no credible reason today to
argue that this goal should not be purposefully pursued as a societal goal. There seems
little reason to believe that the trends we have scen in the past 18 years can be leading
anywhere but to the eventual elimination of segregated institutions.

Medicaid has been by no means totally absent from these positive changes taking
place in residential care. It has led to physical and programmatic improvement in
institutions, although we better understand today how very limited these have been in
enhancing the dignity, liberty, and potential of the people living in them. A more
clearly positive effect of the ICF-MR program has been the substantial movement out of
state institutions that ICF-MR regulations impelled as states attempted to meet the living
quarters standards. Many people point out that the ICF-MR program operates primarily
to support large institutions, but it's also true that recent statistics show that Medicaid
funds are gradually being shifted toward community-based programs as states develop
small ICF-MR® and waiver supported community residences.

In sum one¢ can look at this program and find either good or bad, probably
depending on a predisposition. Depending on this predisposition one can probably look at
proposed modifications of the existing regulations as a positive or neutral act (it would
be hard to see them as negative). As I have looked at the program in recent years I
have become more impressed with how hard it is anymore to identify any particular
Federal policy evident it. At the origin of the program in 1971, this wasn't the case. It
was intended to provide incentives to states for upgrading their public institutions, It
was to help defray the costs of operating at least minimally adequate institutions. And
it was intended to respond to theé growing state practice of placing persons who were
mentally retarded in private nursing homes or of certifying state institutions as Skilted
Nursing Facilities in order to obtain Medicaid cost-sharing for residential care. In the

‘I use the definition of 15 people or fewer as designating a "small home" advisedly,
but as per convention. Homes with 15 residents are not really very small and are
certainly not very homelike, The term "community facility” is often even more distorted
in being applied to any facility that is not a state operated institution.
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effort to accomplish these goals, there were and remain many severe shortcomings, but at
least what was initially being attempted was clear. But, almost from the issuance of the
regulations in 1974, it has been increasingly unclear what this program is intending to
do.

A program responding to the realities of 1971 (indeed, one might argue more like
1967) has been stretched and twisted over the years in an attempt to cover the
dramatically changing realities in services to people with developmental disdbilities.
When smaller, integrated facilities became recognized as best practice, some states began
to create little institutions and reimburse them through Medicaid. (Other states, of
course, found Federal funds for community placements in residents’ S.S.1. or S.8.D.I.
benefits, food stamps, and other entitlements.) Then 5 years ago, when Medicaid costs
were deemed too high states with Medicaid accounts were given great freedom to try and
lower them through providing alternative services with Medicaid funds. (That this did
not lower ICF-MR costs is now quite evident.) As these changes have occurred over the
years, states have developed dramatically different Medicaid use patterns. Fifteen years
after its enactment there is no ICF-MR program there are 49, and there is no ICF-MR
policy there are 51.

One cannot help feeling in looking at this program and in talking to state officials
about it, that the availability of Medicaid funds and the various "strategies” to get them
has become a major and distorting influence in decisions about the development of
residential care systems. States simply vary too much in the number and proportion of
their mentally retarded populations covered by Medicaid, in the characteristics of the
mentally retarded populations covered, in the total funds received from Medicaid, and in
the various services they have managed to cover under Medicaid, to think that this
program responds to the needs of any particular group of people.

When the term "beneficiary” is applied to individuals it really rings a little silly.
States are the beneficiaries, not individuals, Medicaid monies flowing into states are
determined by the nature and characteristics of state policy, not the nature and
characteristics of the individual in whose name these reimbursements are provided. The
issue this raises about the appropriateness of services is obvious, but there is also an
issue of basic fairness. For example, citizens of a state that provides less intensive,
more appropriate noncertified residential programs to its mildly and moderately retarded
population may subsidize through their federal taxes an ICF-MR level of care for similar
populations in a neighboring state. Obviously, too, those states that have heavily
participated in the ICF-MR program can much more greatly benefit from the Medicaid
waiver. In summary, one cannot argue that the ICF-MR program has prevented states
from pursuing the evolving state of the art in residential and related services. But one
can and should recognize that it impels no movement in that direction, It may promote
minimally adequate custodial care, although frankly Courts have been considerably more
demanding than ICF-MR surveyors, but it has done nothing to provide that the best
contemporary practices be engaged. This is its shortcoming and it is to this end that
reform should be directed.

Almost exactly 10 years ago, a GAO report entitled "Returning the Mentally
Disabled to the Community” concluded that, "Although the states are primarily responsible
for the care and treatment of the mentally disabled, many of these problems are
attributable to 1) Federal programs which provide financial incentives that inhibit the
appropriate placement of the mentally disabled and 2) the lack of leadership and action
by many Federal agencies whose programs do, could, or should affect community
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placement.” Admittedly conditions and standards of residential care have changed

considerably in the past ten years, Nevertheless, the conclusions of this report ring true
again today.

What should be done? First, we need a policy. We need a unified policy for
services to people who are mentally retarded in the United States. Whether states
choose to fund services through ICF-MR certification, through the Medicaid waiver, or
through some combination of S.5.1./8.8.D.I. other benefits and state funds, the general
welfare and habilitation of persons with developmental disabilities should be of equal
interest to the Federal government. Such a policy should cover not just persons in
mental retardation facilities, but also those in nursing homes, board and care facilities,
county foster care, mental health facilities, and in their own homes. Articulation of such
a Federal interest ought to be developed through legislation of the nature of Senator
Weicker’s Quality Services for Disabled Individuals Act.

Second, a developmental disability policy will be more effective if the critical
program aspects of where one lives, what one does during the day, and how one's
progress and programs are monitored are integrated. Obviously the degree of such
integration is affected by the extent to which there is a unified funding system that
bridges without financial prejudice the desireable progressions in independence,
integration, and productivity that people with mental retardation can make, for example,
from intensively staffed residential settings to semi-independent or supported independent
living, or from day activity centers to vocational preparation, and meaningful work,
Even then the full promise of such integration can be realized only when case managers
are empowered through program options, adequate funding, small case loads, and the best

possible training to develop personalized services for persons with developmental
disabilities.

Even within the current fiscal context a Federal mechanism can be developed to
promote such transition. To do so, it must first establish a set of minimal standards to
be met by states participating in the Federal program. The Chafee Amendment
represents an example of what sych standards should look like, The Amendment is
moral, it’s to the point, it's habilitatively sound, it shows Federal leadership, and it
would facilitate the natural and irrevocable movement toward social enfranchisement of
people who are mentally retarded. Second, the Federal government must promote greater
equity among states in Federal contributions to the services provided to persons with
developmental disabilities, without dictating undesirable program decisions for immediate
financial benefit, Senator Bradley's Home and Community-Based Services Improvement
Act, as well as Senator Chafee's bill, could help substantially in this regard, but again
one would hope within the context of clearly articulated national standards.

Third, an effective Federal program should provide levels of support that have
considerable relationship to the nature and extent of disability of the persons for whom
the program is being provided. Within the current ICF-MR program this relationship is
almost nonexistent. Perhaps this should not be too surprising since essentially the same
standards apply to all ICF-MR facilities, but its explanation is not a justification. People
with less disability should generally receive less intensive and less costly services (at
least over the long term), people with severe/profound disability more. A Federal
payment system could be developed on the order of the Diagnostic Related Group to
reflect this. Establishment of such groupings for equitable Federal payments would be
quite straightforward. The assessment technology to do this is readily available. Such
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payments would not determine total payment for services to an individual, but the state
would supplement Federal payment as needed to carry out the person’s program plan.

A payment system which relates an individual's nature and degree of disability to
the amount of Federal participation in his/her care could bring improvemsnt in the
present system in a number of ways. It would give the Federal government some control
over its expenditures other than caps, which would be extremely unfair to some states.

It would provide a stable source for funding the most appropriate placement for an
individual regardless of its certification status, removing disincentives/creating incentives
for placements in less intensive/less costly settings. It would reward efficiencies at the
state level dollar for dollar, not 20-50 cents per dollar as under the present cost share
arrangement. It could provide a payment for persons in day programs who were not also
living in ICF-MR facilities and remove incentives for maintaining people in ICF-MR
facilities in order to provide and/or bill day program costs through these facilities. It
could remove some of the major differences among states in Federal sharing of the costs
of services. It could be readily integrated with the other major sources of funds used
for residential and related services for persons with developmental disabilities (especially
Supplemental Security Income, Social Security Disability Insurance, and Medicare) to
create a unified funding stream.

If we can move in the future to a system that reflects a justifiable national purpose
with respect to residential, day, and other support programs, that provides equal Federal
interest in the adequacy of programs, irrespective of who is providing them, that more
greatly empowers persons most familiar with an individual to make the decisions that
determine the kinds of programs and opportunities to be provided, and that makes funds
provided on behalf of an individual more reflective. of his/her relative needs rather than
state funding strategies, we can greatly improve the effectiveness and efficiency of our
services system. I have no illusions that such chanyes will take place soon. On the
other hand, the alternative of continuing with a program that is essentially 15 years old
and aging rapidly, as more and more severely disabled people show us what they can do
when given an integrated, meaningful role in their communities, is not very attractive
¢ither. Eventually change will be compelled.

As a member of a respite care family for people with severely disabled children, I
would urge you also to ensure that we are, as a nation, making an adequate effort to
support natural families in providing, planning, and advocating for their own, And
finally, I would urge the Subcommittee to use its tremeéndous influence to do as much as
feasible can be done in the area of prevention (e.g., nutrition, pre- and peri-natal care
and counseling, general health education, etc.). These are investments it is simply
foolish and irresponsible not to make.
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STATEMENT OF DAVID BRADDOCK, PH.D., ASSOCIATE PROFES-
SOR OF COMMUNITY HEALTH SCIENCES, SCHOOL OF PUBLIC

_ HEALTH, THE UNIVERSITY OF ILLINOIS AT CHICAGO, CHICA-
GO, IL

Dr. Brabppock. This is actually indicative of the kind of interde-
partmental cooﬁaration you see on college campuses.

Thank you, Mr. Chairman, for the opportunity to be with you
today. And in listening to the testimony this morning, I would like
to make a few comments with respect to some of the statistics that
have been thrown around. And thrown around, I think, is the accu-
rate way to describe it.

I was particularly distraught at the degree to which the Health
Care:Financing Administration seems to be unaware of the statis-
tics that undergird the ICF/MR Program that it administers. I can
share with you today the fact that in our most recent survey at the
Universigr of Illinois we have been able to identify 100,412 individ-
uals in State institutions in the United States as of fiscal year
1986-—that is the fiscal year that just ended, in the States—on
June 30. It continues the 20 consecutive years of annual decline of
residents in these institutions.

I can, however, at the same time report to you that in the 3
years since I last testified before this committee on this subject, the
Kroportion of total ICF/MR resources allocated to State institutions

as not changed. Seventﬁﬁve percent of the total reimbursements
associated with the ICF/MR Program in fiscal year 1984 were asso-
ciated with State institutions, and our figure as of fiscal year 1986
is the same figure.

Moreover, we did a more detailed analysis this time and were
able to identify the resources being allocated in settings larger
than 16 beds outside institutions. I would like to stress that
some 87 percent of the ICF/MR reimbursements projected by the
Federal Government in fiscal year 1986 are associated with place-
ments in facilities of greater than 15 beds. In other words, you
have got 75 percent of total ICF/MR funding in the institutions,

ou have another 12 percent of funding outside those institutions
in large—16-bed plus—ICF’s/MR ICF/MR's.

What this obviously indicates is that the large con%:egant care
facility is still the ;l)rogrammatic setting of choice with res to
the care of DD people in the United States. And although we find a
number of States that have made quite bold strides, including
States represented by the Senators that are seated here today, the
majority of the American States are struggling with respect to the
development of community services in the United States, and they
will require the kind of national leadership that this country has
been lacking in the last several years with respect to promoting
community integration.

I greatly admire Senator Chafee in his work with respect to the
community and family living amendments. I think this is an essen-
tial step to take in terms of elucidating issues associated with com-
munity integration. However, I would like to point out that it has
been 16 years since the Federal Government made its initial com-
mitment to reform institutions. It seems that we are as far away
from that reformation today as we were some 15 years ago. And I
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think, like my colleague, Charlie Lakin, that it is time for a sub-
stantial redirection of the program.

I would offer to you a very simple idea that could change the di-
rection of the program by simply adjusting the match. Give the
States another 5-percent reimbursement if they are willing to pro-
vide services in settings of 15 beds or less, or under the waiver pro-
gram, or if they are willing to move someone from a nursing home,
to a 15 bed or less facility, for example. Give them 5 percent less
reimbursement if they provide care in an institutional setting.

That simple step would send a clear and convincing signal to the
States that, indeed, the Federal Government’s money is in the
same position that the ideology is. .

We have good legislation now in the Developmental Disabilities
Act area. It is time, I think, that the Health Care Financing Ad-
ministration and the legislation that undergirds it and the ICF/MR
Program catches up with it.

Thank you.

Senator DURENBERGER. Thank you, Dr. Braddock.

[The prepared written statement of Dr. Braddock follows:]
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STATEMENT OF DAVID BRADDOCK, PH.D. ON
MEDICAID AND DEVELOPMENTAL DISABILITIES

Thank you Mr. Chairman for the opportunity to be with you today during
these important hearings on the subject of Title XIX services to
individuals with mental retardation and rslated developmental disabilities

(MR/DD) . My testimony today is divided into two parts, the first of which
is an overview of recent trends in the financing of MR/DD services in the
United States. The information presented has been collected from the

states undexr the auspices of a database-building grant to the University of
Illinois from the Administration on Developmental Disabilities in the
United States Department of Health and Human Services. The continuing
analysis of the natlionwide data is supported by a research grant from the
National Institute of Handicapped Research in the U.S. Department of
"Education, I would 1ike to acknowledge the leadership of DHHS Acting
Assistant Secretary for Human Development Services Jean K. Elder, and of
Assistant Secretary for Special Education and Rehabilitative Services
Madeleine Will in recognizing and supporting the need for continuing public
policy research in the developmental disabilities field.

The second part of my testimony will deal specifically with Medicaid
“issues, but I feel that a more general overview of the financial structure
of the MR/DD field is required before specialized information is presented
on how the Medicaid Program fits into this context. I stress that the
opinions 1 offer today are strictly my own.

RART 1

Qverview of the 1986 University of Illinois
Study of Public Spending for MR/DD Services in the United States

One important choice faced by state governments today relates to the
extent to and manner in which they fund state-operated institutions versus
alternative community-based services. The rapid growth of community
residences nationally since 1977 (Hauber, Bruininks, Hill, Lakin,
Scheerenberger, & White, 1984; Janicki, Mayeda, & Epple, 1983) and the
decline in institutional populations (Braddock, Hemp, & Howes, 1986)
suggest dramatic changes in how states budget for MR/DD services. However,
there is 1little published research available which tracks state MR/DD
spending continuously over a period of many years, although several
investigators have underscored the need for the collection and analysis of
such data (e.g., Braddock, 1974; 1981; Caiden, 1978; Wieck & Bruininks,
1980).

METHOD

In 1981, a study was launched at the University of Illinois at Chicago
which undertook the analysis of every state government's published
executive budget from FY 1977 to FY 1984 in terms of MR/DD expenditures.
Several publications resulted from that effort (Braddock, 1986a, 1986b,
1986c; Braddock & Fujiura, in press; Braddock & Hemp, 1986; Braddock, Hemp,
& Howes, 1984; 1986; in press). The present research extends and expands
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the original study through FY 1986, and is based on the continuing
analysis of state budget documents emanating from the 50 states and the
District of Columbia during FY 1985 and FY 1986.

Several operational definitions were also adopted to guide data
collection and .analysis. JIngtitutional services expenditures were defined
as all operating funds appropriated from federal and state sources for
state-operated institutions, developmental centers, training centers, state
schools, and state psychiatric hospital units for individuals with mental
retardation and developmental disabilities. Costs of employees’ fringe
benefits were included in operating costs. Funds supporting group homes on
institutional grounds were considered institutional expenditures.

services expenditures comprised federal and state spending,
oxclusive of educational costs, for the purchase of discrete services from
community-based agencies that provided habilitation, day training,
residential care, respite, case management, and vocational or related
programs, and SSI State Supplement payments. Other community-based mental
retardation services expenditures supported regional offices in which state
government staff were assigned to oversee or develop community-based
services. State-operated group homes not in proximity to institutions and
federal/state support for private residential services in settings of all
sizes, whether or not they were certified as ICFs/MR, were also considered
community service expenditures. Support for mentally retarded pexsons
residing in generic nursing homes, however, was not included in the
analysis of expenditures, and, unless specifically noted, federal income
maintenance payments were excluded.

The following fiscal classification, categoﬁ.eo vere utilized in the
analysis of i{nstitutional and community expenditures:

INSTITUTIONAL SERVICES FUNDS

STATE FUNDS
General Funds
Other State Funds
FEDERAL FUNDS
Federal ICF/MR
Title XX/SSBG Funds
Other Federal Funds

COMMUNITY SERVICES FUNDS

STATE FUNDS
General Funds
SSI State Supplement
Other State Funds
FEDERAL FUNDS
ICF/MR Funds
Small Public
Small Private
Large Private
Other Title XIX Funds
Title XIX Day Programs
Waiver
Title XX/SSBG Funds
Other Federal Funds
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For certain aualyses, and as specified below, spending for large 16 + bed
privately operated ICFs/MR were included within the institutional services
classification category. This produced a new analytical category "Large
Congregate Care Facilities.®

Analysis

Data were analyzed to identify the presence or absence of trends over
FYs 1977-86 with respect to spending for institutional and community
services in the states, by facility size and sponsorship, by level of
government and by revenue source. Trends were also analyzed with respect
to the {institutional census, and institutional per diem expenditures were
computed for each of the 50 states and the District of Columbia. Per diem
expenditures in the states for community care were also computed. This was
accomplished after incorporating federal income maintenance payments into
the nationwide community spending figures. Two MR/DD prevalence
assumptions were utilized: 1.6%, and .287% of the general population, The
former rate 1is a generally accepted estimate of the number of individuals
with severe developmental disabilities in the general population (Bruininks
& Lakin, 1985), and the latter percentage represents the number of SSI
recipients in the U.S. d{identified in an analysis of a 10% nationwide
recipient sample (SSA, 1986). U.S. general population figures were
obtained from the Bureau of Economic Analysis (1986a).

Fiscal effort in the states for FY 1986 was computed by dividing the
level of state spending for institutional and community services in a given
year by total statewide personal income (Bureau of Economic Analysis,
1983a, 1984, 1986a). All fiscal data were adjusted for inflation using the
gross national product implicit price deflator (Bureau of Economic
Analysis, 1981, 1983a, 1983b, 1984, 1985, 1986b). Detailed technical notes
were prepared for each state describing agency organization, budget
document content, and the source of all MR/DD spending figures.
State-by-state data were published in a comprehensive publication
(Braddock, Hemp, & Fujiura, 1986). A summary of the results of the
analysis of nationwide data is presented in this statement.

RESULTS
Institutional Spending

The institutional census continues its steady decline. Between FYs
1977-86, the census declined from 149,176 to 100,421 (Figure 1). This was
an average annual decline of 4.30% per year and continued the trend which
began in 1967, when the institutional population reached a peak of 194,650
(Lakin, 1979)..
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Figure 1
Average Daily Residents in Institutions
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Costs of care in institutional settings climbed from a national average
of $44.54 1in FY 1977 to $126.79 in FY 1986 (Figure 2). In real economic
terms, per diems increased 51.7% (or an annual average of 4.77%) across the
decade and grew 6.73%8 (annually, 3.31%) during FYs 1984-86. Per diems
varied widely among the states, ranging from a high of $307.59 in Alaska to
§70.13 in Texas. States with per diems Iin excess of $175/day included
Alaska, Arizona, Connecticut, the District of Columbia, Massachusetts,
Michigan and New Hampshire; states with per diems below $100/day included
Delaware, Indiana, louisiana, Missouri, Oregon, South Carolina, South
Dakota, Tennessee, Texas, Utah, West Virginia and Wyoming. The remaining
states had per diems bstween $100-§175.
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Figure 2
Institutional Per Diem Costs: FYs 1977-86
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Total spending for institutional operations reached $4.647 billion in
FY 1986. In real economic terms, total spending essentially plateaued
during FYs 1977-86, and actually declined 4.80% during FYs 1982-86 (average
1.22% per year). Thus, the basic pPlateauing trend established across FYs
1977-84 noted by Braddock, Hemp, & Howes (1986) has continued through FY
1986, State-gource funding for institutions also continued its steady
decline on a nationwide basis through FY 1986, while federal funding,
primarily ICF/MR revenues, leveled off during FYs 1984-86. In FY 1977,
federal ICF/MR reimbur ts tituted 248 of total institutional
spending and by FY 1986 the percentage had grown to 46%. Figure 3
{1lustrates institutional revenue sources in FY 1986.

Figure 3
. Institutional Revenue Detail

State Funds

Other fFed 1.5%

Fed ICF/MR

FY 1886 Totol Funds: $4.647 Billion
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Copmunity Spending

Total spending for community programs nationally continued to climb
rapidly, advancing from $.910 billion in FY 1977 to $4.422 billion in FY

1986. These figures, which exclude federal income maint pay 8,
but include state supplementation of SSI, represented an average annual
growth rate of 19.3s. About two-thirds of the expenditures in FY 1986

derived from state general funds, another 5.9% from state supplementation
of SST, and the remaining 27% from federal ICF/MR reimbursements and the
Social Services Block Grant (Figure 4). Real spending for MR/DD services
under the SSBG decreased during FYs 1980-86 by 43,58 (average yearly,
8.5%). In contrast, federal ICF/MR reimbursements for community services
climbed from $41.273 million in FY 1977 to $728.567 million in FY 1986.

Institutional Blas of ICF/MR Funding

Most ICF/MR reimbursements (87%) wexe underwriting services in large -

congregate care facilities with more than 15 beds. In fact, 75% of total
ICF/MR funding 1in FY 1986 was deployed to state-operated imstitutions. 1In
FY 1977, the percentage of ICF/MR funds devoted to the support of 16+ bed
facilities was 98.5%. Federal support .provided under the Title XIX Home
and Community-based Services Waiver grew from $1.244 million in FY 1982 to
$144.623 million 4in FY 1986, but FY 1986 Waiver funds represented a
proportionately small sum when compared to an ICF/MR commitment level of
nearly $3 billion. Revenue sources for community services in FY 1986 is
presented in Figure 4.

Figure 4
Community Revenue Detail
Fod IF/MR (Privele 184 Bads)
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Community Per Diem Expenditure

Figure 4 above included state supplementation of SSI as conmunity
services revenue, but it excluded the substantial income maintenance
programs funded by the Federal Government. Collectively, federal SSI
payments and Adult Disabled Child Program (ADC) benefits under Social
Security (often termed SSDI or "Childhood Disability") contributed $3.02
billion to the maintenance of MR/DD individuals residing outside public
institutions in FY 1986 (SSA, 1986). By factoring these federal income
maintenance figures into the community revenue totals presented above, a
nationwide MR/DD per .diem community expenditure for FY 1986 that was
roughly comparable to an institutional per diem was derived.

Community per diem spending was computed using two agsumptions about
the prevalence of MR/DD in the general population (1.6% and .287%).
Results are presented in Table 1. The .287% prevalence rate refers to the
actual number of MR/DD persons receiving SSI payments in 1985 (686,000) .
Community per diem spending ranged between $5.33 and $29.70. This was
between 4.2% and 23.4% of the actual FY 1986 nationwide institutional per
diem of $126.79.

Table 1
Prevalence 1985 U.S. Total Community Community
1.6% 239 million $7.437 billion. $ 5.33
.287% 239 million $7.437 billion $29.70
Compaxative Analysis of Institutional

and Community Spending

Braddock, Hemp, and Howes (1986) previously documented a plateau in
adjusted institutional spending nationwide across the FYs 1977-84 period.
This trend was unusual historically--a similar trend has not been noted
since World War II. On the basis of the FYs 1985-86 data collected in the
present study, a gradual decline was discerned in adjusted total
institutional spending across FY¥s 1982-86. In contrast, nationwide
spending for community services increased by 42% during FYs 1982-86, and it
has increased continuously at a real average annual rate of 11.2% over the
past 10 years.

Qneen gL€C 1 RLES
. As {llustrated inFigure
5 below, state institutions and large publicly funded privately operated
ICF/MR facilities with 16+ beds received the great majority of available
resources for MR/DD services over the past decade. Since FY 1983, a
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Figure 5 :
MR/DD Spending for Large Congregate Care, -
and for "Net" Community Services
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As a percentage of aggregate U.S. personal income, total nationwide
MR/DD spending was essentially flat during FYs 1983-86, and grew only
marginally (12¢ or an average 1.9% annually) during FYs 1977-83. The
overall trend con-' cealed an 118 decline during FYs 1983-86 in total
nationwide MR/DD spending for services in large congregate care settings
(i.e., in institutions and 16+ bed private facilities). In contrast, a
dramatic and continuous climb ‘in nationvide community services fiscal
offort, exclusive of 16+ bed ICF/MR facility reimbursements, was noted from
FY 1980 through FY 1986, Growth in this "net® community services fiscal
effort averaged 10.7% during this seven year period (Figure 6). However, 5
states exhibited a declining level of net community services effort during
the FY 1984-86 period: Arkansas, Georgla, Nebraska, Ohio, and Tennessee.
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Figure 6
MR/DD Spending as a Percentage of
Personal Income by Facility Size
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Continuing consideration of 1large private ICF/MR facility funding
consolidated with institutional expenditures for FY 1986 (i.e. large,
congregate care spending), only 13 states expended equivalent or greater
sums for the remaining "net" community services they funded. The 13 states
which haved reached or exceeded ™"parity" between large congregate care
facility spending and spending for net community services included Alaska,
Arizona, California, Colorado, the District of Columbia, Florida, Indiana,
Michigan, Montana, Nebraska, New Hampshire, Rhode Island and Vermont.

These 13 states were also highly rated in terms of the fiscal effort
they exhibited in financing community services. As indicated by Table 2,
regional leaders were identified. Moving from west to east they included
California, Colorado, Nebraska, Michigan, Florida, New York, and Vermont.
As a region, New England had the most progressive profile in financing
community services. Three New England states were among the top 10 in
fiscal effort: Vermont, Maine, and New Hampshire. Michigan also continued
its rapid transformation from an institution-dominated service system to
one dominated by small-scale community-based services.

Fiscal effort rankings in FY 1986 for each of the 50 states and the
District of Columbia are presented below in Table 2 for large congregate
care services, net community services, and both settings combined. The
states' FY 1984 ranking is presented parenthetically. These rankings are
based on MR/DD spending levels in the states divided by aggregate statewlde
personal income.
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TABLE 2
MR/DD Spending LIn FY 1986 & 1984 as a Share of Personal
Incoms, Ranked By State

Rank Commmity Rank Institutional Rank Total

- Large Private ICP/MR/ + Lazge Private ICP/MR/ MR/DD Spending/ \
1986  (1984) Personal Income Personal Income - Personal Income
RHODE ISLAND 1 Q) 23 (1% H) (3)
KORTH DAKOTA 2 (18) 1 () 1 (4)
DIST OF COLUM 3 (6 19 (12) ] (8)
VERMONT & (2) 21 (19) 8 (3)
MICHIGAN s (N A7 (39) 16 (20)
NEW HAMPSHIRE 6 (&) 37 (38 11 Qn
MINNESOTA 7 ) 8 (2) 2 (2)
NEW YORK 8 (3 4 (&) A (1)
PENNSYLVANIA 9 (9 1 (9 10 (N
MAINE 10 (11) 10 (&) 7 (6)
MONTANA 11 (8) 32 (%) 13
CONMECTICUT 12 (2y) -2 (9 3 (10)
MASSACHUSETTS 13 (12) 6 (3 9 (§))
SOUTE DAXOTA 1 (1) 15 (1) 14 (13)
ALASKA 13 (22) A9 (50) 36 (39)
WEBRASKA 16 (10) 38 (29) 25 Gan
WYOMING . 17 9 1 1y 13 (12)
CALIFORNIA 18 (19) 40 (41) 2 (32)
WISCORSIN 19 (1) 16 (18) 20 13%)
NEW JERSEY 20 (24) 13 Qe 17 Qs
MARYLAND 21 (2%) 39 (3) 30 (3%)
GEORGIA 2 an 29 36) 23 (26)
0810 23 (16) 27 (29) 22 (22)
1IDABO 24 (20) 33 (31) 28 (20
COLORADO 25 (21) 4“4 () 40 (36)
LOUISIANA 26 (33) 3 (N 12 (16) |
INDIANA 27 (%) 46 (40) 42 (49)
FLORIDA 28 (30) A8 (A7) 43 (4h)
WASHINGTON 29 (29) 22 (27 26 (29)
MHISSOURL 30 (26) 41 (46) 43 (4)
DELANARE 31 (%0) 26 (23) 27 (3
ILLINOIS 32 (21 35 (30) 3% (M)
ARIZONA 33 (32) 50 (49) A8 (47)
OREGOM N () 28 (20) 31 (28)
SOUTH CAROLINA 5 (36) 7 Q0) 18 (21
NEW MEXICO 36 (3%) 3% (a26) 38 (%)
UTAR 37 (43) 18 (21) 29 (30
TOWA 38 (28) 24 (22) - 33 (25)
MISSISSIPPL 39 (W) 3 (9 19 (19)
NORTH CAROLINA 40 (38) 9 (19) : 21 (23
KENTUCKY a1 (W) 45 (48) A7 (48)
RANSAS 42 (40) 20 (24) W ()
ARKANSAS 3 (39 12 17 26 (27)
HANAIX A () A3 (D) 30 (46)
WEST VIRGINIA 43 (49) 42 (43) A9 49
TENNESSEE i 46 (A1) 30 () &1 (42)
NEVADA A7 (49) 51 () 51 (81)
ALABAMA - A8 (A1) 23 (28) 39 (38)
VIRGINIA 49 (A3) 1 (3 M (AD)
TEXAS 50 (a6) 36 (32) 48 (40)

OKLAHOMA 3 (s1) 17 (40) - 37 (30)
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In contrast, even though institutional per diems continued to rise, the
institutional sector was contracting proportionately with respect to total
MR/DD spending, and absolutely when expressed in real economic terms.
Excluding federal income maint pay 8, the nation expended 2 1/2
times as much for institutional care in FY 1977 as it did for community
services in facilities of all sizes; but in FY 1986, the nation was
spending approximately equal sums in both sectors, $4.647 billion vs.
$4.422, respectively.

Ihe ICF/MR Program

Services for individuals with mental retardation and developmental
disabilities were predominately provided in large congregate care settings.
Indeed. a second striking finding of the study was that fully 87% of all

f » Y86 was
associated with large 16+ bed congregate care settinga. Seventy-five
percent of FY 1986 ICF/MR reimbursements supported care in state-operated
institutions; and only 9 states were budgeting 258 or more of their total
available federal ICF/MR resources in FY 1986 for small 15-bed or less
facilities, The states were Alaska (378), Connecticut (31%), the District
of Columbia (48%), Florida (27%), Indiana (44%), Michigan (44%), Minnesota
(29%), .North Dakota (25%), and Rhode Island (45%). No state budgeted as
much as 508 of 1ts total ICF/MR resources for 15-bed or less facilities.

In 1982, Lakin & Hill (1984) identified 9,714 residents of small 15-bed
or less ICF/MR funded group homes in the U.S. This was about 7% of all
ICF/MR residents served that year. According to our financial data, 7.1%
of total ICF/MR expenditures in 1982 were associated with those 9,714
placements. The data gathered in the present study indicated that 13.0% of
the money budgeted in the ICF/MR program in FY 1986, or $372 million, was
being used to support ocare in 15 bed-or-less facilities. Imputing from
these “financial and client data (7.1:9,714 = 13.0:x), we concluded that
approximately 17,786 persons resided in small ICFs/MR on June 30, 1986.
This 1is surely indicative of the continuing expansion of smaller scale
1living environments for MR/DD people under ICF/MR auspices.

The ICF/MR Program was authorized by Public Law 92-223 in 1971. During
the first full fiscal year of operation (1972), $36.9 million was budgeted
for reimbursements in state-operated {institutions. In FY 1986, $2.9
billion was projected by the states for total federal reimbursement (§$2.148
billion of which was for reimbursement of state institutions) and the
states themselves provided another $2.3 billion in matching funds. Thus,
this single federal program was directly responsible for §5.2 billion in
state-federal MR/DD expenditures, and this sum represented one-third of
total annual public (federal, state, local) spending for MR/DD activities
in the United States (Braddock & Hemp, 1986).
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. In a hierarchical multiple
regression analysis, Braddock and Fujiura (in press) recently found a
strong inverse relationship (Beta coefficient = -.653) between the extent
of federal ICF/MR support and state funding for institutions.

1 Given the potentially
much larger - constituencies for MR/DD services existing outside
state-operated institutions (Table 1), and the continuing and inexorable
decline of the institutional , the temporary budgeting of ICF/MR
reimbursements predominantly inside institutions would seem to be an
anachronism. ’

PART_IL: MEDICAID ISSUES .
1N DEVELOPMENTAL DISABILITIES

I would now 1like to focus specifically on the Medicaid Program. The
foregoing overview has characterized the-central importance of the Medicaid
Program in the states, particularly the ICF/MR Program, but it has not
examined in sufficient detail the role of the Medicaid Program in the total
mix of Federal assistance for MR/DD persons.

Figure 7 below 1illustrates Federal Government funding for MR/DD
programs in FY 1985. ICF/MR reimbursements constituted fully one-third of
total federal spending commitments--making this program easily the single
largest source of federal MR/DD assistance. Federal ICF/MR funding
accounts for roughly three-fourths of all federal MR/DD funding for
services.

Figure 7
Federal MR/DD Spending by Program
in FY 1985 (dollars in billions)
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When 1 appeared before this Committee on February 27, 1983, to offer
testimony on the Community and Family Living Amendments, I pointed out that
75% of all Federal ICF/MR reimbursements that year was associated with the
support of placements in state-operated institutions. I am saddened to
report to you today that some three years later in FY 1986, 75% of total
Federal ICF/MR reimbuuemenu iz still being doployed to state
institutions. : ha on ange : : : ¥
unmmmﬂl..hhn:_ef__ﬁhs_mm_mun‘ An additional 12! of tocal
ICF/MR support in FY 1986 was also associated with placements in
privately-operated large congregate care facilities with 16+ beds. Thus,
87% of ICF/MR funding is concerned with placements in large 16+ bed
congregate care facilities. Only 138 of Federal ICF/MR spending-- or $373
million 4in FY 1986--was associated with placements in smaller facilities of
15-beds or less. Even though the number of placements in these smaller-
scale facilities 1s growing steadily, only about 17,786 of the
approximately 141,000 recipients served {n the ICF/MR Program resided in
these 15-bed or less facilities in FY 1986.

I must stress that the Federal ICF/MR Program accounts for 2/4 of all
Federal funding for MR/DD services, and barring any purposive redirection
of fistitutional ICF/MR reimbursemonts to smaller scale community
alternatives, 1t will be a very long time before a majority of the nation’s
ICF/MR residents have the opportunity to live in family-scale community
based living facllil:ies

Institutional care until 1971 was a state responsibility. Does the
Federal OGovermnment, which 1s now underwriting one-half of the total costs
of MR/DD institutional care in the states, intend to permanently accept
such responsibility for the nations 240+ state institutions? Or should not
a state that wishes to finance placements in institutional environments be
required to pay for these services fully out of the state’'s tax base? Why
should the citizens of Maine, Minnesota, Michigan and Montana, states which

stress appropriate family-scale community living envir , be expected
to underwrite institutional care in Texas and Alabama? They ahould not be
expected to do so. Over a xesponsible period of time. the Federal

The Section 2176 Medicaid Waiver Program, originally authorized by the
Omnibus Budget Reconciliation Act of 1981, s making an extremely important
contribution to the development of community services in the United States.
As shown below in Figure 2, 31 states in FY 1986 anticipated federal
reimbursements of some $144 willion, and several thousand clients have
benefitted from this special program offered by the states.

expanding the Waiver Program through the Congolidated Oanibus Reconcilia-
tion Act of 1985 (COBRAY,  But we must mot lose sight of the fact that
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. This Committee might consider an amendment to Title XIX

whereby ICF/MR funds supporting MR/DD services in state institutions and
large private facilities might be rebudgeted under Section 2176 to enhance
home and community basgd walver services. The states could easily and

responsibly spend much greater sums of money than are now being budgeted
under the Waiver Program. Simplified guidelines need to be adopted for ox

Figure 8
Waiver Reimbursements in 31 States During FY 1986
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fox MR/DD Pexsons (Medical Assistance)

Public Law 89-97 authorized the Medicaid medical assistance program in
1965. This legislation broke radically with the early tradition of the
Social Security Act, which had forbade Federal support for such assistance.
Under this program, states must provide services to "categorically needy”
public assistance recipients, and may provide services to "medically needy"
persons. Services provided include in-patient and out-patient hospital
services, other laboratory and x-ray services, skilled nursing home
services, home health services, family planning services, and physician
services. The Federal Government reimburses states for between 50% and 77%
of the total approved cost of providing services to eligible individuals.

Most individuals with developmental disabilities reside in community
settings (including the family home), and many of these persons are
eligible for and receive medical assistance under the Medicaid Program.
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Eligibility criteria wvary from state-to-state, but in general, an
individuals 1is automatically categorically eligible if he or she meets
stipulated poverty guidelines, or is currently receiving public assistance
such as SSI. Many states also define a "medically needy* category, which
broadens eligibility to include certain “"non-poor" (those not receiving
public assistance) who have significant medical bills., On the other hand,
15 states have more restrictive eligibility criteria for Medicaid than they
do for SSI.

Precise nationwide data are unavailable on the extent to which MR/DD
persons participate in the Medicaid Medical Assistance Program. However,
that participation is extensive, given available SSI data documenting the
MR/DD participation rates for "blind and disabled” SSI recipients. If we
assume that roughly 25% of all blind and disabled SSI recipients are
persons with MR/DD (the Social Security Administration recently indicated a
more precise figure of 27.428), an estimated $.929 billion i{n Medicaid
reimbursements for MR/DD individuals was budgeted in FY 1985 (Braddock,
1986a). This is an extremely important program for MR/DD persons and their
families. 1 encourage the Committee to support policies that will enable
MR/DD individuals in supported and competitive employment to continue
receiving medical assistance for an extended period of time, and in some
cases, permanently. :

Inappropriate MR/DD Placements in Nursing Homes

One of the major problems with the Title XIX Program is that it
provides support for an estimated 50,000 MR/DD residents who are
inappropriately placed in nursing homes (General ICFs). (The actual number
will be confirmed by national survey later this year. DHHS data in 1977
indicated that there were 79,800 MR/DD residents of nursing homes.) A
number of states responded to the calls for deinstitutionalization in the
19603 and 1970s by relocating large number of institutionalized clients to
nursing homes. Most clients lacked medical conditions requiring such care,
however.

The DD Council in Wisconsin has identified 4,100 inappropriately placed
MR/DD persons in Wisconsin’s nursing homes. The number in Illinois is
approximately equivalent to this figure and Indiana has identified over
2,000 such clients. In Wisconsin, §225 million was expended in FY 1986 for
MR/DD residential and supportive services, including nursing care costs.
About $165 million of these funds was associated with large congregate care
placements in state institutions, large 16+ bed ICFs/MR, and nursing
homes. Only $60 million was associated with placement in family-scale
community-based services. Like the ICF/MR Program, Title XIX ICF services
drives state MR/DD service systems toward large congregate care options.
Assuming a public nursing home per diem of $40/day, the Medicaid Program
will pay out an estimated $408 million in federal funds in FY 1986 for
inappropriate MR/DD nursing home placements (50,000 x $40 x 365 days x 56%
federal share).
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Figure 9 below illustrates major MR/DD funding streams associated with
the Medicaid Program. Note the scale of the ICF/MR Program when compared
to Community Health Care Services (Medical Assistance), Nursing Home Care,
Day Services, and the Waiver Program. A large but unknown percentage of
the Community Health Care and Day Services expenditures are associated with
MR/DD clients who reside in large 16+ bed privately operated ICF/MR
facilities or nursing homes.

Figure 9
Federal Title XIX Reimbursements for Individuals with MR/DD
: (dollars in millions)

Federal Title XIX Reimbursements for Individuals
with MR/DD in FY 1986
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Summary and Conclusion

In 1854, President Franklin Pierce vetoed a bill, championed by Dorthea
Dix, to set aside 1C million acres of federal land for the care of persons
with mental disabilities. Congress was unable to override the veto and for
117 years thereafter, institutional care of MR/DD individuals was totally a
state government responsiblity. In the early 1970s, the Federal
Government, acting as the conscience of a concerned nation, vigorously
responded to the deplorable conditions in so many of this nation’s MR/DD
institutions, and authorized aid to institutions under the auspices of the
ICF/MR Program. There followed a decade of unprecedented growth in federal
financing of institutional -care. By the early 1980s, the Federal
Government was underwriting nearly one-half of the total costs of care in
the states’ MR/DD {institutions. Combined state-federal ICF/MR spending
reached $5.2 billion in FY 1986, and represented one-third of all public
MR/DD spending, by federal, state, and local units of government. Federal
ICF/MR funding of $2.9 billion in FY 1986 represented three-fourths of all
federal MR/DD financial assistance for services and 75% of all ICF/MR funds
were deployed to underwrite imstitutional care. There has been virtually
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no change 1in the past three years in the proportion of total ICF/MR
reimbursements allocated for institutional care. The ICF/MR Program thus
continues its strong institutional bias even though many states have begun
aggressive community services development campaigns.

I recommend that the Committee envigorate former President Richard M.
Nixon’s 1971 White House Goal in the area of community integration.
President Nixon's objective of “returning more than one-third of the
nation’s 200,000 residents of public institutions to the nation’s
communities” has been achieved only in a sheer physical sense; most of the
placements out of institutions during the last 15 years were made to large
congregate care facilities such as nursing homes and large private 16+ bed
ICFs/MR. I suggest that the Finance Committee statutorily adopt a national
community integration policy - associated with a) all MR/DD residents
inappropriately residing in nursing homes; b) the remaining 100,431
residents of state-operated institutions; c) all residents of large 16+ bed
privately-operated ICFs/MR, and d) all potential residents of these large
congregate care environments.

I am suggesting the adoption of an explicit national priority in
community  integration, possibly in the: form of legislative language
stipulated in the pending reconciliation bill, The language should
stipulate that the federal matching shire be elevated by 5 percentage
points in those instances where states’ establish 15-bed or less ICF/MR
placements for MR/DD residents of state institutions, nursing homes, or
large 16+ bed private ICFs/MR. I am also suggesting a dramatic
‘simplification of Waiver policies toward MR/DD clients in one of the above
listed priority areas. In a fiscally contervailing action, the federal
ICF/MR match for supporting MR/DD placements in state-operated institutions
would be reduced by 5 percentage points. In short, I bslieve that it is
time for the Federal Government to send a clear and convincing signal to
the states that it is thoroughly committed to family-scale community-based
services for MR/DD people in this country. Thank you again for the
opportunity to testify on these important issues.
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Senator DURENBERGER. James Conroy.

STATEMENT OF JAMES W. CONROY, DIRECTOR OF RESEARCH
AND PROGRAM EVALUATION, DEVELOPMENTAL DISABILITIES
CENTER, TEMPLE UNIVERSITY, PHILADELPHIA, PA

Mr. Conroy. Good morning, Senators. I would also like to thank
you for this opportunity and thank you for your interest in people
with disabilities.

As I interpret the committee’s interest, one of the central ques-
tions must be: Do large congregate care settings benefit people with
mental retardation as much as smaller and more integrated com-
munity based settings? I and my colleagues at Temple University
have had the pleasure and the honor of studying that question for
8 years now: b years with funding from the Office of Human Devel-
opment Services, and 3 more years with State support as a moni-
toring activity. We are now engaged in quality assurance in the
community programs.

This research project was one of the largest ever supported b,
the Government on this topic. We found in 5 years of federally fi-
nanced research, and in 8 more recent years of State financed mon-
itoring on the Pennhurst situation, that %eople are much better off
having left Pennhurst. They are better off than they were at Penn-
hurst in every way we measured. We used quite a large number of
measures because “better off” has many meanings.

People are better off in two important areas that I will mention:
First, in terms of their own individual growth and development.
The key words in much of the legislation are “achievement of po-
tential,” and these people have gained skills in ways we could not

have imagined 10 years ago. They are doing more for themselves

now than was thought possible.

A second key area is the families, who were originally over-
whelmingly op to the movement of their relatives. As we
know, the families of people in institutions do not want their rela-
tives to move to these new community settings. Among the families

_of people in institutions across this Nation, and in the Pennhurst
situation, well over 70 percent will oppose any movement of their
relatives out of those institutions.

In the Pennhurst study, we were able to study what happened
when there was little or no family choice. There was a Federal
court order for all people to move. Now I can report to you that
after it's happened, the families are astounded, surprised, and de-
lighted. Over 90 percent are pleased with the move. In our re-
search, under 3 percent of the families—each year we go out and
survey every family evgﬁly year—are strongly dissatisfied with the
community situation. at is quite different from the picture
before. The change is the largest I have had the opportunity to wit-
ness in social sciences.

We have now been able to perform similar work in Louisiana
and in New Hampshire with strikingly similar results. Work is in
progress in Colorado, Texas, and Connecticut. We will have an-
swers there within the next few years. So I think the scientific case
is coming to a close. We consistently find people in community set-
tings benefiting more than their peers in institutional settings, and
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they are receiving as much, or more, service, and they are getting
these benefits at equal or lower total social cost.

Senator CHAFEE. Just one interruption. You used the term
“social cost.” What does “social” mean there?

Mr. CoNroy. What I mean by that is that we went through a
great deal of effort to track down every public dollar spent for
people in the institutions and for people in the communities.

Senator CHAFEE. So it is lower cost, period? :

Mr. CoNroy. Yes. But we are throwing in everything—State,
local, Federal—and we put it all together. Total cost was less in the
Pennhurst situation for people in communities.

I must add though that the reason for that was an inequity in
staff salaries. People who work in community settings get paid
much less for very similar work. That is not fair and that must not
continue in our States either.

Possibly the most remarkable finding, in my opinion, of our work
is about the question, who benefits the most from this new mode of
care? In our research in three States thus far, the results are con-
sistent. It is people labeled “severely and profoundly retarded” who
pr{)portionately gain the most in their ability to care for them-
selves. .

Now in Pennhurst, these people are now an average of 45 years
old. They lived at Pennhurst an average of 24 years. Eighty-six per-
cent of them were labeled “severely or profoundly retarded,” and
these are the people who are now out and have benefited so meas-
urably and so greatly.

These findings are strong evidence that Federal funds available
would be better spent in these community based settings. We
would have to recommend that using Medicaid funds in community

1k you, Senators.
Sengwr DurenBerGER. Thank you very much, Mr. Conroy. Dr.
[The prepared written statement .of Mr. Conroy follows:]

H

settings be made much easier RS



162

Results of the
Pennhurast Longitudinal Study

James W, Conroy, M.A.
Dirgctor of Research & Program Evaluation,
Temple University Developmental Disabilities Center/UAF
972 Ritter Annex
Philadelphia, PA 19122
215-787-6560

This research was supported by a contract from the
Department of Health & Human Services, Office of Human
Development Services, Region 3.

T T VO e e 2wt i e b 5 ey




AN ST R A,

i

maee, S

168

troduction

For more than a century now, states have maintained
large, segregated, isolated, congregate care institutions
for people with mental retardation; in the Pennhurst
Longitudinal Study we have investigated whether people were
better off, in terms of their own individual behavioral
development, after leaving such a setting.

The places to which the people went were, in this case,
called Community Living Arrangements (CLAs). These were
very small programs, usually housing 3 residents but no more
than 6, almost always in regular residential housing stock,
with constant staffing when the people who live there were
present, and which every person left every weekday to go to
some variety of day program or work or school. Staff
coverage was provided either by the live-in plus
part-time-help model or the shift model, with the
preponderance of programs using the shift model. Service
providers were private entities, about 90X are non-profit,
and they ranged from very small (1 CLA site) to quite large
(40 CLA sites).

Beyond this basic CLA model, which had been in place in
Pennsylvania since the early 19708, there were certain extra
elements that were required by the Federal court for
Pennhurst Classmembers. The court mandated Case Managers
with caseloads not to exceed 30, ordered that Individual
Habilitation Plans (IHPs) be written in a collaborative way
involving all concerned professionals and nonprofessionals,
and also that those plans be reviewed and approved by a
special unit before implementation, and finally that a
special unit monitor the well being of the people and the
services rendered to them.

Cocmmunity service settings similar to these have been
proliferating rapidly across the country. But to the extent
that a given state’'s community services differs from the

" model above, tha power-to generalize from our -Pennhurst

Study findings to that state is decreased. As an extreme
example, for a state in which the "community service system"
is composed of 15-bed, specially constructed or renovated
facilities located in mixed zoning areas, our research would
probably have little to say.

The deinstitutionalization of Pennhurst should be seen
in the national context of declining institutional
populations and increasing community residential facility
populations. There has been a strong trend away from
institutional care, but as of this writing about 100,000
people 8till live in public inastitutions. The general trend

is depicted in Figure 1.

“insert Figure I Here

Pennhurst Page 2
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FIGURE 1
Number of People in Institutions 1960-1986
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Whether it would be possible to serve those people in a
“better" way, at the same or lower public cost, is the
essential question addressed by the Pennhurst Study.

In the sense of Campbell (1967) in his classic article
"Reforms as Experiments," the Pennhurst Study was an
evaluation of a social experiment. The reform (experiment)
in this case was conducted by a Federal court; on March 17,
1978, Judge Raymond J. Broderick of the Federal court for
the ea:tern district of Pennsylvania ordered that all the
people living at Pennhurst (among others) move to CLAs.
Evidence and expert testimony had convinced the judge that
people would be better off, but no one was really certain.
In fact, the whole of American society was unsure about this
issue of deinstitutionalization.

Prior research had established firmly that
deinstitutionalization of people with mental illness had
been a national disgrace (Bassuk & Gerson, 1978). In the
field of mental illness, the decline in institutional
populations began in 1956 (long before it began in mental
retardation). People had been "released" from mental
institutions with no places to go in the communities, no
backups, no supports, and nothing to do during the day. The
bulk of public knowledge and beliefs about
deinstitutionalization comes from that arena. The
politicians who voice concern about the homeless, the street
people, and the vent people, are talking about people who
were released from mental health, not mental retardation,
institutions.

Institutions for people with mental health problems
were generally not very pleasant places to live during the
19508 (Goffman, 1961). Public and professional outrage over
institutional conditions surely lent momentum to the trend
toward institutional discharges. Perhaps an even more
powerful catalyst was the development of powerful new
medications that could ameliorate the effects of many forms
of mental illness. The first of these medications were
approved for general use by the Food & Drug Administration
in, not coincidentally, 1955. It appears that many people
were released from facilitiel with a supply of medications
and little else.

In the field of nental retardation, in contrast, it
simply is not possible to construct a parallel situation.
When a person with serious intellectual impairment is
considered for release, it is clear to everyone that the
individual will still need round the clock supervision.
There are no chemical or other substitutes for creation of a
place to live with staff and therapeutic activities.

Thus the Pennhurst Study was not revisiting an old
question; ‘the question became new and different when the

.people _involved had, not mental..illness, but mental .. .
retardation. The question was, in Pennsylvania, under this

Pennhurst Pag‘ 3
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court order, at this time, with these Pennhurst residents
who had mental retardation, would community placement
(deinstitutionalization) be beneficial?

The Human Impacts of This Deinstitutionalization

The part of the Pennhurst Study that was conducted by
the Temple University Developmental Disabilities Center/UAF
was designed to answer just one question: are people better
off? That question has been approached in several ways,
because well-being has many measures.

Before presenting the summarized findings about the
aspects of well-being that we have measured, we must give
brief descriptions of the kinds of people who lived at
Pennhurst, and of the kinds of community programs that later
became their new homes. Without knowing the characteristics
of the people and the system we have studied, one cannot
judge whether the results of deinstitutionalization for
other people in other systems will be similar to ours.

There were 1154 people who lived at Pennhurst Center on
March 17, 1978. Their average age was 39 years, they had
lived at Pennhurst for an average of 24 years, and 64X were
male; 33X had a history of seizures, 13X had visual
impairments, 4X had hearing impairments, and 18X were unable
to walk. Life-threatening medical conditions were reported
for fewer than 1%. Just over 50% were nonverbal, 47X were
less than fully toilet trained, and 40X were reported to
display physical violence toward othera. Among the people
at Pennhurst, 86% were labeled severely or profoundly
retarded. s

The community service system was composed of residences
called Community Living Ar-angements, or CLAs. They were
very small, with the vast majority serving three
individuals. They were almost always located in regular
housing stock, and were staffed continuously when the
residents were home. All were operated by private service
providers under contract with county mental retardation
programs, and counties received 100X state support for the
residential settings and 90X support for day programs.

Bvery person left the CLA on weekdays to attend a day
program.

dividual Behaviora evelopment

Continual behavioral growth toward reduced dependence -
is a central goal of services for people with mental
retardation. We have found, by every scientific design and
teat available to us, that people who have gone to CLAs are
better off in this regard. They have made more progress
than similar people still at Pennhurst, and more than they
themselves made during their prior time at Pennhurst. These

Pennhurst Page 4
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people have become more able to do things for themselves,
rather than having things done for them. "Adaptive
behavior"” is a general term for this facet of independent
functioning. The graph in Figure 2 shows the increases in
adaptive behavior for 176 people who were living at
Pennhurst in 1978 and 1980, and then in CLAs in 1983 and
1984,

Insert Figure 2 Here

The Behavior Development Survey, or BDS, our general measure
of adaptive behavior, could range from 0 to 128 points.

From 1978 to 1980, while living at Pennhurst, these people
showed no significant increase in adaptive behavior. When
they moved to CLAs they became sharply less dependent, and,
considering the results of all our analyses, they generally
continued to grow and learn after moving, at least for
another year.

The final year of data, however, contains the
suggestion that the rapid rates of behavioral progress have
begun to level off. Evidence thus far is not sufficient to
determine the cause; it could be that the system and its
service providers simply could not sustain the high level of
enthusiasm associated with such an unprecented
deinstitutionalization forever, or it might be related to
the removal of the special independent court master, or
perhaps real progress is still occurring but it is now in
areas that our behavioral instrument addresses only slightly
(such as self image or comfort in integrated settings or
specific vocationally oriented skills). In any case,
progress has not stopped or reversed, it merely appears to
have slowed.

We also find that the people who seem to make the
greateat gains in adaptive behavior tend to be those who
start out lowest. That -is, the people with the most severe
impairments turn out to be among those who benefit the most
from community placement.

The adaptive behavior growth displayed by people who
have moved to CLAs under this court order is literally 10
times greater than the growth displayed by msatched people
who are still at Pennhurst. People at Pennhurst are not
regressing -~ they are showing developmental gains, but at a
far slower rate than people who move to community
placements.

Services Rendered

Do people receive the services they need after
community placement? In the Pennhurst situation, there is a
change in service patterns when people move to CLAs. The
movers receive fewer hours of developmentally oriented
service hours at the places where they live (about 104 hours
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FIGURE 2
Adaptive Behavior Growth, Before and After Placement
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per month compared to about 156 hours among stayers), but
more day program service (about 121 hours per month compared
to the stayers’ 33 hours). Adding the two kinds of service,
the movers receive more total hours of service (225 hours
per month) than the stayers (189 hours per month). Hence we
conclude that, on an overall index of amount of service, the
movers are better off.

The evidence on medical services suggests that people
in CLAs are, for the most part, using the Medicaid and
Medicare services systems effectively, and we have observed
few cases of people lacking regular checkups or other needed
services., Moreover, we have seen no change in general
indicators of individual health following placement.

We also find that the number of daily prescription
medications given to each person declines after community
placement, and has also declined among the stayers. For
both groups, then, we would infer that they are better off
in terms of the risk of overuse of medications.

Preliminary Matched Comparison Stud

Barly in the study, the Temple University part of the
research team conducted a small and preliminary comparative
costs analysis. We had 1978 and 1980 behavioral and
services data for the firast 70 people who went to CLAs. For
each of the 70 people who moved to CLAs, we identified a
person who was still at Pennhurst, and was the same sex, the
same level of retardation, about the same 1.Q., about the
same on our measure of adaptive behavior, and about the same
age.

We then attempted to identify every public dollar
expended for each mover and each stayer. The areas of cost
covered were residential, day program (including
transportation where applicable), entitlements/public
assistance payments such as SSI, case management, and
medical care. This matched comparison analysis was an
advance over prior comparative cost studies, because of the
matching of people and because we were careful to assess all
major public costs rather than just some, but it was by no
means as complete as the work to come later by the Human
Services Research Institute. 1In this small study, we found
that:

(1) The people who moved to CLAs had improved
significantly in adaptive behavior, while the people
still at Pennhurst had not.

(2) The people who moved to CLAs were receiving more
total hours of developmentally oriented, planned,
structured service each week than their matched peers
at the institution.

(3) The total public cost of serving the people who moved
to CLAs was significantly less than for the matched

Pennhurat Page 6



e s

160

people still at Pennhurst (about $110 per day versus
$129 per day at Pennhurst).

(4) A few people in the CLAs showed extremely high costs
(two people were over $270 per day) during their
first year because their behaviors demanded complete
staff complements but no roommates; these two
individuals showed improvements sufficient for
roommates to move in and costs to drop
correspondingly within the second year.

() The fiscal burden shifted sharply from Federal to
state sources for the people who went to CLAs;
because Federal ICF/MR funds were being used for
Pennhurst but not for CLAs, the state contributed
about $57 per day for people at Pennhurst, and about
$98 per day for people in CLAs.

Consumer Interviews -- Satisfaction

In this part of the study, we have interviewed a sample
of people before and after they left Pennhurst. The sample
is not representative of all the people who lived at
Pennhurst, the majority of whom could not respond to a
verbal interview. Nevertheless, we have learned a great
deal by talking to people directly, both about their own
feelings, and about the -ethodology of conducting direct
interviews with consumers.

We interviewed a sample of 56 verbal people in 1980,
while they were still at Pennhurst. We included check
questions for each of the important questions, so that we
could eliminate contradictory and inconsistent responses
from the statistics. The 56 people were generally happy and
satisfied with all aspects of Pennhurst. We found that 39%
reliably said they wanted to stay at Pennhurst, and only 23%
reliably said they would like to go live somewhere else.
(The remaining 38% of the people were inconsistent or did
not answer these questions.)

Thirty of the original 56 people have now moved and
have been reinterviewed in their new community homes. Their
responses show that they are significantly happier than they
were at Pennhurst in most aspects of their lives. Twelve of

these 30 people reliably expressed happiness about living atA

Pennhurst in 1980; now, 22 reliably say they are happy
living in the CLA. The proportion of people who reliably
want to keep on living in the CLA is up to 63% (from the 39X
at the institution). There has been no decrease in any area
of satisfaction or happiness.

Among the other 26 people, who are still at Pennhurst
awaiting placement, our 1984 reinterviews show no changes at
all in satisfaction or happiness from 1980.

We have noticed a sharp increase in consistent answers
from the first to the second interviews, both among movers
and stayers— Having considered many possible explanations,
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we tend to favor the idea that these people, who had seldom
been asked their opinions about important things, were at
first unprepared and perhaps somewhat nervous. But the
interview, which was indeed an unusual event in their lives,
may have been the subject of much thought afterward. By the
time of the second interview, they had actually clarified
their own opinions about what they liked and how they wanted
to live. This suggests that consumer input, if we will ask
for it and listen to it, may become progressively more
useful.

Qualities of Environments
We have found that the CLAs are considerably higher on

scales of normalization and individualization than were the
living areas of Pennhurst. We therefore conclude that
people are better off in terms of these two environmental
qualities after moving from the institution to a CLA..

In our work on measuring environmental qualities within
community residences (including physical comfort, 18 aspects
of normalization, individualization, life safety,
encouragement of autonomy and activity, size, and staffing
patterns), we have tried to shed light on what .environmental
qualities "make a difference” for individual growth and
development. Our preliminary findings indicate that the
degree of normalization of a community setting makes a
difference, with people in more normalized settings making
more progress. We also find evidence that size makes a
difference, with people in smaller settings doing slightly
better (even though the size of the settings only ranges
from 1 to 8 people). The data also hint that, controlling
for differences in the level of functioning of the people in
the community settings, more regimentation may be associated
with more growth. This tentative finding demands more ’
investigation. 1In another analysis, we see a suggestion
that settings with "too many" staff may produce less growth
among the people living there -- but we need long and
careful scrutiny of what might constitute "too many" before
saying any more.

Findings of equal or greater importance have arisen
from unexpected quarters. All of the programmatically
oriented measures we have used are rather highly correlated
* with the adaptive behavior of the. occupants. This means
that programs serving people with more serious disabilities
will automatically receive lower ratings on these measures.
That is not a desirable property for any set of
environmental scales or standards.

Another unexpected finding of our work is that none of
the environmental scales that were available for use in this
study offered adequate reliability data, not even those that
were in use on a national level. Moreover, during the
course of our work, we came to suspect serious reliability
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problems with many of the environmental instruments we used.
The Pennhurst Study was not designed to do large scale
reliability checks of program standards and scales, but that
is certainly an area for immediate and important work.

Family Impacts

We now know from national studies that most families of
people living in public institutions vigorously oppose the
idea of community placement. The families of the people
living at Peéennhurst Center are no exception. The unique
contribution of the Pennhurst study is that this is the
first time families have been interviewed before and after
community placement of their relatives.

We found, in 1980, that 83X of the families of people

e

Tiving at Pennhurst expressed satisfaction with the
institution, and 72% said they were unlikely to agree with
any decision to move their relatives to CLAs. We slso found
that opposition to the CLA idea was pot related to the
relative’s -level of retardation; moreover, families who had
visited a CLA opposed them just as much as those who had
not. In addition, we found that most families did not
believe that their relatives were capable of learning any
new skills, and we found strong evidence that many of the
femilies had an exaggerated perception of the level of
medical attention needed by their relatives.

In any case, we could comprehend the reluctance of the

- families to accept the CLA .concept on the grounds.of one
fact alone: ‘their relatives had already lived at Pennhurst
Center for an average of 24 years. Change after so long is
difficult for anyone.

The family of each person who went to a CLA has been
reinterviewed 6 to 12 months after the move. A total of 134
families have been interviewed in this "before and after"”
fashion, The changes in feelings about community
residential care are dramatic. Figure 3 illustrates the
findings.

Insert Figure 3 Here

On the left side, the graph shows the increase in the
proportion strongly favoring community placement, from less
than 20X before to over 60X afterward. Conversely, on the
right, we see that after placement, less than 5% of families
strongly oppose the CLA option.

Survey results show that the families also perceive
their relatives to be much happier after the move. There
are significant and positive changes in practically every
item on our survey.

In the areas of the relative’s potential for growth and
the perception of the relative’s medical needs, however, the

before-to-after changes are relatively small, We are
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continuing to watch these attitudes in Pennsylvania to see
whether they will gradually change over years of community
living.

Our data also show no substantial increase in family
visits after community placement. It seems that the
families who visited frequently at Pennhurst continue to do
so in CLAs and vice versa.

In a nutshell, we have found that initial family
opposition changes drastically to surprised and enthusiastic
support of the CLA option, tempered by continued concern
about permanence. Our perception of the single most
important finding of our work with femilies, other than
their delight with the new mode of care, is this continued -
and unabated concern for permanence. Few of the families

" dPéeonvitieed and confidant tH&t thé& CLA Wod&) of teyw & T

sufficient "guarantee" that their relatives will have a safe
and pleasant place to live for their entire lives.

Neighbor Attitudes
The long duration of the Pennhurst Study has enabled us

to investigate neighbor attitudes in a way that has not been
done before: interviews with neighbors of CLAs before and
after the CLAs open.

We interviewed neighbors of 8 planned CLAs about 6
months before they opened. This was before anyone in the A
neighborhoods knew of the planned CLA. We asked the
neighbors how much they would be "bothered" if small groups
of various kinds of people moved into a house in the area.
The neighbors said they would be bothered very little by new

_neighbors with physical disabilities, or with mild mental

retardation, or of a different race. They admitted that
they would be bothered a lot more by people with mental
illness or severe mental retardation.

The potential effect on property values was a strong
concern about new neighbors with mental illness, with severe
mental retardation, and of a different race. This concern
was much less intense about people with mild mental
retardation.

In all, it appears from our data that only about 10X to
20% of neighbors would be opposed, on their own, to a small
group home for people with mental retardation, depending on
the level of retardation of the people. However, this
situation can probably be changed by vocal leadership, even
from a small number of strong opponents.

The same neighbors were reinterviewed about 6 months
after the group homes opened, and then again at about 20
months after opening. We found that only 28X of neighbors
were aware that a group home had moved in at all. Among the
cognizant neighbors, there was a small but significant
negative shift in their gemeral attitudes about people with
mental retardation -- but this shift was visible only at 6
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months after opening, and had vanished by the time of the 20
month interview. Thus we found a small and temporary
negative reaction among neighbors of new group holgs.

This temporary negative reaction is further documented
by the fact that neighbors who knew about the group home
told us that they had been much more negative about when
they first heard about it than they were now.

Finally, it appears that the opposition of average
citizens to imagined group homes in their neighborhoods is
considerably stronger than the actual opposition among
neighbors of real group homes. This presents program
implementers with a fascinating double bind: if a program
opens in a community, opposition will decrease, but if the
oppolitioqﬁis strong enough, the program will never open.

Synopsis and Cautions
The 5 years of the Pennhurst Study have led to the

conclusion that, on the average, the people
deinstitutionalized under the Pennhurst court order are
better off in every way measured. For the people who have
moved from Pennhurst to small community residences, results
are not mixed. They are conclusive.

Scientifically, this is not the end of the story. How
do we know that deinstitutionalizations elsewhere would
produce similar results? The answer is that we do not.
Scientific conclusions are stated in probabilistic terms.
The more a deinstitutionalization process resembles the one
we have observed, the more likely it is that similar results
will be seen. Any who wish to know if other efforts will
obtain similar outcomes must understand the nature of the
service system we have studied here, and be able to relate
that to the nature of the system in their own area. To the
extent that the placement process and the community service
system are different, the results of deinstitutionalization
may be different.

Similarly, to the extent that people in other community
placement: efforts are unlike the people in our study, the
results of deinstitutionalization may be different from
ours. Our study concerned people with very serious
intellectual and other impairments. One must draw a careful
distinction between the group we have studied and the people
who were "deinstitutionalized" from facilities for people
with mental illness (not retardation) in prior years. Some
of those people were discharged with little more than a
supply of medications to support them, and went on to join
the ranks ¢f the homeless who may bé seen on streets and
warm air vents in major cities. That was emphatically
neither the kind of person nor the kind of process observed
in the Pennhurst Study.

. These cautions against careless generalization are
important. It is also scientifically important to stress
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\ i
that, in the Pe&nhurat deinstitutionalization, the
measurable‘ improvements in the lives of the people have been
very great, in order that it will be clear that such
outcomes are possible. :

It is also important to note that we have observed an
unusual community placement process, in that 81X of the
people who have moved to CLAs are labeled "severely" or
"profoundly" mentally retarded. This simple fact
definitively invalidates the notion that community care for
people with severe or profound mental retardation cannot

work.
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' STATEMENT OF DAVID MANK, PH.D., ASSISTANT PROFESSOR, DI-

VISION OF SPECIAL EDUCATION AND REHABILITATION, UNI-
VERSITY OF OREGON, EUGENE, OR

Dr. Mank. Thank you, Senators, for the opportunity to raise
9bqgt services for people with disabilities that are funded by Med-
icaid.

I am David Mank from the University of Oregon, and I and a
number of my colleagues have been particularg' concerned with
egg i{qyment issues related to people with severe developmental dis-
abilities.

I have submitted the written testimony, and at this time I would
just like to highlight a few major points.

for people with developmental disabilities provides us with an op-
portunity to bring in line federally funded services with the emerg-
ing policies, the values, and the research of the recent years about
appropriate and integrated services. And I would like to address
my comments specifically to what could be considered the most ap-
propriate day service, and that is employment with long-term sup-

Let me begin with an example. A young woman with develop-
mental disabilities with severe mental retardation now works in _
her home community. She is unable to speak clearly and is consid-

- ered to have very poor social skills. But a community program de- - -

signed to secure employment and provide long-term support to
maintain that employment located a job for this woman. With in-
tensive training and sup%ort on the job, and in other ways, this
woman how earns more than $400 a month, and lives and partici-
pates in her community in much the same way as other communi-
ty members. N

This woman may well need support for the rest of her life to stay
in the community and to stag emfloyed. But for most other people
wipl; severe developmental disabilities, such a possibility does not
exist. s

One of the reasons for that is the restrictions on the use of Med-
icaid funding for supporting the employment of persons with devel-
opmental disabilities.

While Medicaid funding might provide for some other kinds of
services, it is difficult if not impossible for this funding to be used.
to support the most appropriate and desirable day service possibl,
and that is employment with the support to stay on the job.

The State operates under a Federal system with a major disin-
centive to providing this kind of employment outcome, and it is

}clear that. the ority..o id .financing of.services. for..per-. ...

sons with disabilities fund services in large and segregated settings. -
This is true even though Medicaid programs speak to promoting
adaptive skills for community life. This is true even though there is
a broad emerging consensus that appropriate services are commu-
nity and integrated services. '
is true even though employment is highly valued in our so-

. ciety for all citizens. This is true even though the research and
- demonstrations of the recent years clearly demonstrate the desir-

ability and the possibility of meaningful and integrated employ-
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n:;ixt in regular job sites for people with severe developmental dis-

abilities. :

People receiving services funded by Medicaid have the ability
and the untapped potential to work productively in our communi-
ties in integrated jobs if long-term support is available. And much
of our present system of services produces few valued outcomes.
E:l:pilagyment, with support, produces outcomes that are clear and
valued.

It is time to promote agpropriate services and outcomes, and pro-
vide incentives rather than providing restrictions on the use of
Federal funds. :

It is time to align the use of fiscal resources what is clearly possi-

.. ble and clearly valued. Integrated life in our communities that in-

o clua% xﬁeanlngful employmeiilf:« “ I ro v-/v? WA ke ¢ e Tt A S D Ko S ) D A DY eRE R g

you. ,
[The prepared written statement of Dr. Mank follows:]
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Mr, Chairman, Senators:

Thank you for the opportunity to testify before the subcommittee concerning
Medicaid financing of services for persons with developmental disabilities. This
issue is especially important when we consider the impact of such review and
decisions on the lives and quality of 1ife of persons with the label of
developmental disabilities. My purpose is to focus on issues related to day
services and employment for people with developmental disabilities, There are a
number of significant and positive changes happening across the country in
services for people with developmental disabilities. There are also many needs
and barriers to providing most appropriate, community based services and
employment for people with disabilities.

I would like to offer several points for consideration to the committee
related to funding of services for people with disabilities as it relates
services and employment in regular community settings. Although the Medicaid

T unding Tor people with devélopmientd1y disabt 19t iEs was “enacted to-improve state - o

institutions, the focus, almost since the beginning has been to promote adaptive
skills for comunity 1ife, In fact, since 1976, specific provisions of Title XIX
have promoted community 1ife. It would seem important to keep in mind this focus
as costs and outcomes are considered, -

* What values should guide policy development?

There is no doubt and 1ittle discussion that enabling persons with
developmental disabilities to live and work alongside the rest of us in
communities is clearly preferable to life in large, segregated, isolated mini-
societies and institutions, Further, it is clearly possible for their needs to
be met in communities. Demonstration programs across the country show the
abilities of people often found in large segregated settings. The extent to
which we are successful in using public dollars to promote life in our
communities is the extent to which we succeed in providing meaningful lives for
people with developmental disabilities.

Persons with disabilities, advocacy groups and many others citizens assert
the rights of people with disabilities.are the same as the rights for all
community members. This must include not only 1iving but also working in our
communities.

Strong values associated with normalized lives for persons with
disabilities have emerged, At the same time there have been significant
improvements in our ability to teach community and adaptive skills to persons
with developmental disabilities., The last twenty-five years have witnessed
notable change in the way in which we teach people with disabilities to work in
community settings. What was thought impossible to accomplish two decades ago fs
now standard practice in many programs around the country. Research has shown
the ability of people with severe and profound mental retardation to learn and
perform complex work skills and earn significant wages in regular community
jobs, Two decades ago, such individuals might have been found only in large, _
segregated settings, In addition to a substantial body of research, high quality
demonstrations exist in all parts of the country that show the abiﬂty of people
with disabilities and the promise of community employment.
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* How are Federal dollars new spent?

While the stated focus of services for people with disabilities is community
based, enormous resources continue to pay for institutional, segregated and
non-normalized services. There appears to be a major contradiction in the social
service system for people with developmental disabilities. On the one hand, it
is both possible and desirable that people with developmental disabilities live
and work in our communities. On the other hand, federal dollars continue to pay
for funding of large, segregated settings which do not result in community life,

It is clear that the use of Medicaid funding for persons with developmental
disabilities has increased dramatically. This is due in part to some
institutional costs being shifted from state to Federal funds. It is also clear
that the majority of this funding supports services that are contradictory to
best practice and community'1iving and are not based on the emerging values and

v v EH@ v@SEArch. and demonstrations. of .the last.twenty. years. _Eurther, this .. .. . ... ...

contradiction is present in day and vocational services administered by Stat
Mental Retardation Agencies. Between 1979 and 1984 there was a 179% increase in
the expenditures for day services in programs administered by State Mental
Retardation Agencies. Of these services, nearly 75% are segregated adult day
programs with little or no access to meaningful work. Only about 3% of
individuals with severe disabilities had access to integrated work in community
settings. Again, this occurs at a time when there is widespread agreement that
integrated work in regular community jobs is both desirable and possible.

This problem is further compounded by the number of studeats with
developmental disabilities who are leaving high quality school programs. In
Oregon alone, more that 100 students a year leave school. Nationally, it is
estimated that 250,000 special education students leave school each year. Most
either receive no service or are underserved in nonvocational or segregated
programs,

What is clear is that the dramatic growth in costs and services are not in
1ine with what is thought to be most appropriate and needed to meet the needs of
persons with develdpmental disabilities. Federal funding systems for services
for programs for people with developmental disabilities make available large
sums of money for the maintenance of large, non-community based facilities. This
creates a powerful disincentive for widespread development of community based
services and community based employment, Restrictions on the use of Medicaid
funds for community services create additional disincentives, On the present
course, costs can be expected to increase and the development of appropriate
services and employment options will be severely hampered.

* Supported Employment should be one part of future policy

There is an alternative to additional years of segregated day services for
people with developmental disabilities, Supported employment provides a
structure for putting people to work while providing long term support.

Supported employment is working in many demonstration and pilot programs across
the country with individuals with developmental disabilities many of whom were
previously found in large institutions., In many communities, the only difference
between one individual 1iving and working in the communfty and another irdividual
1iving in an institution is that one person had the chance for community service
even though there nay be no difference in their disabilities, support needs, IQ,
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or behavior. The person who remains in the institution may well be there because
enough community services do not exist and the state operates under a federal
:{st?m :l‘\ere‘significant dollars are available for that person if they stay in

e institution.

Consider for example, an individual whose name is Vince, Vince spent
fifteen years 1iving in a large state institution. Vince has a measured IQ of
about 30, does not speak clearly and has had a history of acting out behaviors
and noncompliance in the institution. Thriough a community program, Vince was
able to move into a supervised apartment and began working in a manufacturing
plant, It was not changes in Vince's abilities that made this possible. The
difference was that opportunity was provided and support delivered to make
community 1ife possible. It is a matter of using resources to support community
H:e and work rather that paying for expensive and inappropriate non-integrated

e,

" Even though Vince is ¢onsidered severély Titellettid) disabled, within a few
months of leaving the institution, he had learned to ride the city bus to and
from work and had learned a number of work tasks. He.earns about $500.00 a
month, In the institution, he earned no money. He has made friends at home and
at work with people who do not have disabilities. He now contributes to
society. But Vince is not totally independent. Rather, he receives regular and
ongoing support from skilled professionals to make sure that he continues to live
in the community and to work productively. His life is now much like that of
working adults in any community.

The only difference between Vince and many, many other people who are still
found in large, segregated settings is that Vince has the opportunity to live and
work in the community. He still needs support, assistance and supervision. He
may well need this support for the rest of his life. But there is no reason for
Vince, nor for other individuals with developmental disabilities to remain in
institutions except that too few community employment services exist across the
country. This is true at the same time that people across the country have
agreed on the need for and promise of supported 'employment. Yet significant
resources continue to pay for placements in large institutions. The kind of life
that Vince now has can be provided often for no more, and many times for less,
than 1t costs to pay for an institutional placement. Individuals will require
different levels of support, Some individuals will need intensive and ongoing
support, Others will need less intensive support or only intermittent support to
be successful in their communfties,

In the recent past, initiatives have begun by the Office of Special
Education and Rehabilitative Services and the Administration-on Developmental
Disabilities to promote supported employment. States across the country are
lookin? for way: to make integrated and supported employment a reality in local
communities, If the primary purpose of Medicaid and federal programs for
services for people with developmental disabilities is to promote adaptive skills
for community 1ife, then it is critical to find ways to insure that resources go
to providing what is now possible, desirable and much needed. Different
incentives are needed. Disincentives must be removed. Federal scale programs
and policies are needed which promote community 1ife, promote integration and
promote normal lifestyles. Integrated employment with ongoing support is one
important piece of a system that makes people with disabilities a part of our
communities, There is now an opportunity to align resources with stated goals
and needed outcomes that promotes lives of quality with jobs in our communities
for people with developmental disabilities,

Thank you.
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Senator DURENBERGER. Thank you very much, Dr. Mank.

John Chafee?

Senator CHAFEE. Well thank you, Mr. Chairman. I must say, this
is an extraordinary l]f‘roup of witnesses of great experience and
talent. And I personally want to thank each of you for taking the
trouble to come here. You have come from a long distance. And my
questions will not necessarily be in the order of your statements.

Mr. Conrogethe Pennhurst study, of course, is the study that we.
refer to so often, and people will try to quarrel with it one way or
another. Could you briefly describe to us what type of preparations
were made before the placement—outplacement from Pennhurst
was made? What process was gone through as far as preparing the
indivi'}lual, and making certain that the community facility met the
needs? . .

Mr. Conroy. In this case, the judge was wise enough to order
what is common sense, I think, and that is that the transition must
be made gentle, and the person must be involved in the planning to
the extent possible. There must be trial visits. The family must be
involved. You need continuity and gentleness in the transition.

The judge also ordered that all services must be in place in the
community before the person moves. That requirement made sure
that there was a day program and a place to live. There was week-
end staffing. The staff had already been hired. The services were in
place. And I think that is only the sensible thing to do.

In addition, the judge ordered a ve carefully written standard-
ized, individu abilitation plan. t was prepared before the
person moved. There was even a transitional habilitation plan.

The upshot of it is that with gropet preparation, deinstitutional-
ization can be done correctly and with safety.

In past_deinstitutionalizations, I have witnessed people dying
from careless transfers from one place to another. In this case, it
was done with care, and it was successful.

Senator CHAFEE. What about the continuing supervision, the as-
surance of the quality remaining there as you go oni?

Mr. ConNRroyY. ll‘hat:, of course, in my mind is one of the challenges
for the future as we shift from one sort of care model to another in
this country, and particularly to a decentralized one. We must
assure that monitoring is intense. .

. Some would argue that neighbors are one level of that monitor-

ing. I agree. When you are in regular housing stock, and abuse

occurs, neifshbors may participate in the solution. But there are
lots of levels of monitoring. I believe fiscal monitoring at the local
level is important. Case management is, in my opinion, the most
important level of monitoring. .
meone has to visit every person every month, a third party,

not hired by the provider agency, someone with no vested interest.
Case management is intended to serve that function. And that
must be supported financially. .

Finally, the kind of monitoring that our outfit does is quantita-
tive. We visit every person eve? year. We survey every family
every year and we measure, to the extent we know how to meas-
ure, the qualities of the places where they are living and work(ni;.

'l"hat is quantitative and it is done once a year. And we are able
to raise red flags. When we find a person in trouble, we notify the

;



174

ggfro?riate' State agency, and in our system, luckily, action is
en!

Senator CHAFEe. Dr. Braddock, under the way the ICF/MR
works, if you have—if the State has a small facility that is so con-
structed that it meets the requirement, then they get the reim-
bursement. But if the facility does not meet—if you just take a reg-
ular home, it is my understanding, just buy a home, and do not
widen the corridors, and do all sorts of frequently extremely expen-
sive steps, then it doesn’t qualify. Am I correct in that?

Dr. Brappock. That is a correct interpretation.

Senator CHAFEE. And what would be your recommendation in
connection with this? What do you think we ought to do?

Dr. Brabbpock. I think you touched on the fundamental problem

. in your opening remarks, Senator. The problem is the medicaliza-
tion of the program. I don’t think we will resolve problems like this
probably until we perhaps even go go far as to extricate the re-
sources for DD people out of the ICF/MR Program, and perhaps set
up a separate agency to deal with it, and organize regulations in
such a way that they are congruent with modern day principles of
normalization and least restrictive environment.

I would point out that at the Federal level in mental illness we
have the National Institute of Mental Health to guide the Nation’s
Mental Health Program. We have no counterpart in developmental
disabilities. It is unfair to compare the $50 million budget of the
administration on developmental disabilities and its organizational
clout with that of the National Institute of Mental Health.

I think we need an agency at the highest levels of Government
in Washington, and we need single State agencies in the States—
freestanding agencies that can champion the rights and interests of
DD people and help us get regulations that prevent foolish kinds of
stipulations like you have just described from occurring.

nator CHAFEE. I suspect, but I am not sure, to qualify for the
'ICF/MR you have to have a facility that two wheelchairs can pass

;t,ixl:l the corridors even though the residents may not be in wheel-
chairs.

Dr. Mank, what kind of jobs can these individuals that you de-
scribed—and they seem to be fairly severely retarded in your de-
scription—what type of jobs are they? What do the problems say
with the minimum wage? These are workshops of some type?

Dr. MANK. No; integrated community jobs, Senator. I know of in-
dividuals with severe developmental isaf:ilities that are in a
number of different kinds of jobs, from manufacturing to service
occupations.

Under emerging (frograms of suﬁported employment, some indi-
viduals will be paid in excess of the minimum wage according to
their productivity and their efforts. But other individuals who may
work more slowly need not be excluded from integrated community
employment on the basis of productivity.

- It is possible to acquire Department of Labor certificates to pay
ba::él oxxttproductivity even in community jobs rather than in segre-
gated settings. .

Senator (?re!mm. Dr. Lakin, we appreciate your testimony and
the thoughts you had. Here is a q%ﬁstion I would like to ask the
panel as a whole, any one of you. The thrust of this program, the
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community living amendments, was not to get it cheaper. That was
a fringe benefit. If it is there, if it will reduce costs, fine. But the
thrust of it is way beyond that. However, in your Pennhurst study,
Mr. Conroy, you indicated that the costs were lower, but then you
said that the costs were lower because the cost of the employees
was lower. I don’t quite understand. Why does it work out that
way? Why is the cost to the employees lower?

Mr. Conroy. The employees at Pennhurst, Senator, were State
employees and they were represented by unions. And at the time of
our first fiscal analysis, the average direct care worker was earning
a little over $14,000 a year with a benefits package of just over 4

rcent. The private providers in the community service system

ired 1peoi)le who were not represented by a union. They were
entry level paraprofessionals, if you will, and they were earning an
average of g9,600 a year with a 21-percent benefits package. And
that is the difference in the cost between the two programs.

That is something that, of course, cannot continue for a very
long time in this country. It is certainly not fair. And the difficulty
of the work is quite similar. iy .

Senator CHAFEE. Have you got any thoughts on that, Dr. Lakin?

Dr. LAkIN. Well, it is just important to realize that personnel
costs are the major costs of any kind of residential care. And that if
those costs are equated, we really should not expect great differ-
ences in providing for people with similar characteristics. It is just
not going to happen.

So it has got to be more than cost. You are right. It has got to be
commitment. We have to decide it is right to do it and act from
that, and not some expectation of savings over the long run.

Senator CHAFEE. Well, I want to make that very clear, that is not
the thrust of the program, the savings. It is just that the subject is
raised on occasion. Oh, there is going to be more cost or this is less
costly. I just want to know your thoughts.

You suggested something like a reimbursement system similar to
the DRG. I am not quite sure how that would work. :

Dr. Laxin. Well, I am not quite sure how it would work either,
but I am scared to death that a committee like this is going to con-
tinue to ignore what it ought to be doing for fear of some unknown
population out there that isn’t fresently receiving services that
may show up if services presently available only in institutional
settings are made available in alternative forms: habilitation pro-
grams in the community, support the families, and so forth.

My feeling is that if we need to deal with that, we ought to deal
with it by limiting the cost per beneficiary and making sure that
the services are increased. I am just convinced that what you are
about should not be hindered by an overall concern about cost. We
need to deal with that cost with limits, if necesaa.;y, 80 we can get
on with what you have rightly recognized as the duty of this Con-

gress.
Senator CHAFEE. Well, thank you all very much. I appreciate
each of f'ou coming. And I may have written questions for you sub-
gequently and I would appreciate it if you would answer them.
ou.
Senator DURENBERGER. I think we will too. And we appreciate
the testimony of each of the witnesses. o -
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Our next panel will be Barbara Matula, chair of the Committee
on Long-Term Care, State Medicaid Directors’ Association of the
American Public Welfare Association, from North Carolina;
Urbano Censori, deputy director of the Bureau of Community Resi-
dential Services, Program Development Policy and Standards, De-
partment of Mental Health, State of Michigan. I would like to see
your card. Also representing the National Association of State
Mental Retardation Program Directors, James Towes, assistant ad-
ministrator, Oregon Developmental Disabilities Program Office;
and Dr. Edward Skarnulis, the director of mental retardation divi-
sion of the Department for Human Resources, State of Minnesota.

Let’s begin in the order of introduction. And, again, you have all
been here, heard the rules, and you have also noticed how well all
your predecessors at the witness table have adhered to the so-called
5-minute rule and we appreciate that. And the people that come
after you in particular will appreciate that. ‘

We will begin with Barbara.

STATEMENT OF BARBARA D. MATULA, CHAIR, COMMITTEE ON
LONG-TERM CARE, STATE MEDICAID DIRECTORS’ ASSOCIA-
TION, AMERICAN PUBLIC WELFARE ASSOCIATION, RALEIGH,
NC

Ms. Marura. Thank you very much. ,

I am not going to bother reading over my testimony for you. I
know that you are familiar with it. But there are some points that
I think are important for us to make in the Medicaid Program,
some as they relate to cost, and, more importantly, some as they
relate to the waivers that we have been talking about.

The qualiti of care in ICF/MR’s has gone up as has the cost, but
we believe the costs have stabilized now. Still, we are putting as
much as $40,000 a gear into institutional care when the ICF/MR
.waiver cost in my State, delivering a wide package of care, includ-
ing respite, ra.nied from $12,000 to $19,000 per year.

When we talk about making it easier for us to get waivers, we
might keep in mind that the number of people we can serve in our
waiver program is tied to the number of ICF/MR beds. And it is
conceivable that if we could close institutions we would lose the
slots to serve the pe%ple in the community. Ironic but true.

Senator CHAFEE. You mean because you would not have the fa-
cilities in the community? ‘ '

Ms. MaTuLa. That is right. We could not, under the waiver, serve

the pe:rslg in the community if we closed the institutions. :
We have for the children who are in institutions now, clear-
ly, an eligibility bias, in that their %arents’ income is not counted
toward their cate in the institution. But if that child is cared for in
his home, their income is counted and they probably will not qual-
ify for Medicaid. As you know, those guidelines are well below pov-

el‘t . : . B P

SZ) when we talk about the waivers and making them easier, we
need to institutionalize some of those biases in the home and com-
munity based program as well.
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. I suppose the size of institution is an issue that you will be deal-
ing with. I think that we are seeing that as some of our small-bed
facilities in North Carolina move to take the more profoundly re-
tarded and the multiply handicapped, they are losing some of the
economies of scale in delivering the extensive services that the
larger institutions have. So if cost is not an issue to you, I would
project that as we move the more severely retarded into the small-
er institutions, we can expect the cost to easily be as great as large
gti;ltle institutions, regardless of the salary differential, if not

er.

I think that the waiver program has gone a long way toward re-
alizing some of our goals, but I would sum up my comments by
saying that the participation still is somewhat lopsided: 300 m{le
in North Carolina in the waiver program; 8,000 in the ICF .1
would not say that any Medicaid director would, tell you that we
have no need for ICF/MR’s. I believe we do. But I do think that the
imbalance is clear and it is one that is dictated by the formula in
the waiver. ks

Thank you.

Senator DURENBERGER. Barbara, thank you. And you are a fre-

“quent visitor to this subcommittee, and we always appreciate the
insight that you have, not just only individually—that is appreciat-
ed—but the sensitivity to what the other 49 of your counterparts
are doing in the rest of the country. ‘

[The prepared written statement of Ms. Matula follows:]
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MR, CHAIRMAN, MEMBERS OF THE COMMITTEE, 600D MORNING. I AM BARBARA D.
MATULA, DIRECTOR OF THE NORTH CAROLINA DIVISION OF MEDICAL ASSISTANCE AND
CURRENT CHAIR OF THE LONG-TERM CARE COMMITTEE OF THE STATE MEDICAID
DIRECTORS' ASSOCIATION OF THE AMERICAN PUBLIC WELFARE ASSOCIATION.

I COME BEFORE YOU TODAY TO PRESENT THE VIEWS OF STATE MEDICAID DIRECTORS
REGARDING THE FINANCING OF INTERMEDIATE CARE FACILITIES FOR THE MENTALLY
RETARDED (ICF/MRs). 1IN ADDITION, I WILL DISCUSS THE STATE MEDICAID
DIRECTOR'S VIEWS ON APPROPRIATE CARE FOR THE MENTALLY RETARDED AND
DEVELOPMENTALLY DISABLED. THE STATE MEDICAID DIRECTORS WANT TO PROVIDE THE
COMMITTEE WITH THE MOST COMPLETE PERSPECTIVE ON THESE ISSUES, AND WE HOPE
OUR INPUT WILL BE OF VALUE. THE MEDICAID PROGRAM FUNDS A LARGE PART OF THE
CARE FOR THE MENTALLY RETARDED AND DEVELOPMENTALLY DISABLED IN THIS COUNTRY,
AND BECAUSE THIS FUNDING IS DIRECTED TOWARDS INSTITUTIONAL CARE OUR PROGRAM
IS AT THE CENTER OF THE MORE GENERAL DEBATE OVER WHETHER INSTITUTIONAL CARE
OR CARE AND SERVICES PROVIDED IN THE HOME AND THE COMMUNITY IS MORE
APPROPRIATE FOR THOSE IN NEED OF LONG-TERM CARE.

THIS MORNING IN DISCUSSING FINANCIAL ISSUES REGARDING ICF/MRS I WILL 6IVE
SOME BACKGROUND ONs (1) THE LARGE COSTS INCREASES IN THIS AREA OF THE
MEDICAIO BUDGETs (2) WHY THEY HAVE OCCURRED: AND (3) SHOW THAT THESE COSTS
HAVE COME UNDER CONTROL IN RECENT YEARS. I WILL CONCLUDE MY REMARKS ON
FINANCES BY DISCUSSING THE ISSUE OF EDUCATIONAL VERSUS HABILITATIVE SERVICES
'WHICH HAS BEEN A CONTROVERSY FOR THE PAST FEW YEARS. IN THE LATTER PART OF
MY TESTIMONY, I WILL TALK ABOUT THE APPROPRIATE CARE SETTING FOR MENTALLY.
RETARDED AND DEVELOPMENTALLY DISABLED morvmms. EMPHASIZING THE STATES'
NEED FOR LATITUDE IN ADHINISTERING THESE PROGRAMS.

L )
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IN 1985 APPROXIMATELY $4 BILLION IN FEDERAL AND STATE FUNDS WERE SPENT ON
THE SERVICES PROVIDED BY ICF/MRS UNDER THE MEDICAID PROGRAM. ICF/MR
PAYMENTS CONSTITUTED 12 PERCENT OF THE ENTIRE PROGRAM IN 1985. OVER THE
PAST SEVERAL YEARS THE GROWTH IN THE COST OF ICF/MRS HAS BEEN OF PARTICULAR
CONCERN TO STATE MEDICAID AGENCIES AND DECISION MAKERS IN WASHINGTON. WHILE
THE ICF/MR €OSTS IN MEDICAID INCREASED AT A RAPID RATE IN THE LATE 1970s AND
EARLY 19808, THEY HAVE NOW BEGUN TO DECLINE AS A PORTION OF OVERALL Moe:&
costs. INFY 75 ICF/MR COSTS CONSTITUTED 2,8 PERCENT OF t'iDIéA;o c\os*rs. In
FY 80 THEY WERE AT 11.1 PERCENT AND HIT A PEAK OF 13,5 PERCENT OF MEDICAID
EXPENDITURES IN FY 83, SO A LEVELING OFF HAS OCCURRED FOR ICF/MRs cOST,
RELATIVE TO OTHER MEDICAID COSTS, AND HAVE MAINTAINED A LEVEL OF 12 PERCENT
IN FY 85, ICF/MR SERVICE EXPENDITURES ARE NOW GROWING AT APPROXIMATELY THE
SAME RATE AS THE REST OF THE MEDICAID PROGRAM.

IT IS IMPORTANT TO UNDERSTAND THAT THE EARLIER RAPID GROWTH WAS NOT DUE TO
FRIVOLOUS SPENDING ON THE PART OF STATES, AS SOME HAVE SUGGESTED, Two
RELATED FACTORS HAVE CONSTRIBUTED TO THE RAPID INCREASE IN MEDICAID COSTS
fOR ICF/MRS. FIRST, STATES HAVE SHIFTED THE CARE OF PERSONS FROM STATE-ONLY
FINANCED PROGRAMS INTO THE MEDICAIO PROGRAM SINCE ICF/MRS SERVICES WERE
FIRST COVERED 8Y MEDICAID STATUTE IN THE EARLY 1970S. SECOND, THE OVERALL
QUALITY OF CARE PROVIDED TO THESE INDIVIDUALS HAS IMPROVED, RESULTING IN
INCREASED COSTS.

NEITHER OF THESE CHANGES IS SURPRISING, INDIVIDUALS RECEIVING ICF/MR
SERVICE UNDER MEDICAID NUMBERED 55,000 1N FY 76, 125,300 IN FY 80, AND

155,200 IN FY 83, SoME OF THE ICF/MR FACILITIES ARE STATE OWNED, BUT OVER

“2-
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TIME CORPORATIONS HAVE BUILT FACILITIES ACROSS THE COUNTRY AND ENCOURAGED
THE ADMISSION OF PERSONS WHO WERE NEVER BEFORE ON MEOICAID. THE INTENT OF
THE STATUTE, PROVIDING FUNDING FOR ICF/MR SERVICES UNDER MEDICAID, WAS TO
IMPROVE THE QUALITY OF CARE TO THE MENTALLY RETARDED AND DEVELOPMENTAL
DISABLED., THE NEW FUNDING WAS TIED TO FEDERAL REQUIREMENTS WHICH SPELLED
OUT THE QUALITY OF CARE TO BE PROVIDED, IN ACCEPTING THESE FEDERAL FUNDS,
STATES HAVE ACCEPTED THE CHALLENGE OF PROVIDING HIGH QUALITY CARE IN ICF/MRs
AS OUTLINED BY THE FEDERAL STANDARDS. ACCOMPLISHING THIS GOAL CARRIES A
HIGH COST. MEETING FEDERAL STANDARDS MEANS SPENDING UPWARDS OF $40,000 A
YEAR ON AN INDIVIDUAL IN AN ICF/MR. SO WHEN ACCOUNTING FOR THE HIGH COST OF
ICF /MRS PAYMENTS UNDER MEDICAID, IT IS NECESSARY TO CONSIDER THE QUALITY OF
CARE BEING PROVIDED. THE TWO CANNOT BE SEPARATED,

As T HAVE ALREADY POINTED OUT, THE PERIOD OF A RAPID INCREASE IN COSTS FOR
ICFIMR SERVICES HAS SLOWED DOWN, SIGNALING AN ACCOMPLISHMENT OF EARLIER
GOALS TO PROVIDE A HIGH QUALITY OF CARE TO INDIVIDUALS IN ICF/MRs. THE
STATES BELIEVE THAT MANY OF THE FINANCING CONCERNS OF THE PAST ARE NO LONGER
A PROBLEM. WE MUST CONTINUE TO WATCH THESE EXPENDITURES TO AVOID
UNNECESSARY INCREASES. BUT THE SITUATION HAS CHANGED SIGNIFICANTLY,

THE ISSUE OF DEFINING EDUCATION AND VOCATIONAL SERVICES ALSO NEEDS TO BE
CONSIDERED, - AS YOU KNOW, BEGINNING IN 1984, THE OFFICE OF THE INSPECTOR
GENERAL OF HEALTH AND HUMAN SERVICES, BEGAN REPORTING THAT FEDERAL MEDICAID
FUNDS WERE BEING SPENT FOR EDUCATIONAL AND VOCATIONAL SERVICES THAT THESE
SERVICES SHOULD HAVE BEEN FUNDED UNDER THE APPROPRIATE FEDERAL PROGRAMS FOR
SUCH SERVICES RATHER THAN BY MEDICAID, A PROGRAM FOR PROVIDING HEALTH CARE.

" WHILE- THE: STATE -MEDICAID- AGENCIES OID-NOT--AGREE-WITH.-ALL. OF-THE.IG. RULING'S.,W,MWMW“

«3-
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THEY CERTAINLY BROUGHT ONE IMPORTANT ISSUE TO LIGHT, THE MEDICAID PROGRAM
DID NOT HAVE A 600D DEFINITION OF WHAT CONSTITUTED AN EDUCATIONAL SERVICE
VERSUS A HABILITATIVE SERVICE. STATE MEDICAID AGENCIES ARE NOT INTERESTED
IN PAYING FOR SERVICES THAT ARE MORE APPROPRIATELY COVERED ev ANOTHER
PROGRAM,

T AM PLEASED TO SAY THAT OVER THE PAST YEAR A WORK GROUP OF STATE MEDICATD
DIRECTORS AND THE HEALTH CARE FINANCING Aonmlsmmou (HCFA) OFFICIALS HAVE
BEEN MEETING TO ESTABLISH CLEAR DEFINITIONS OF EDUCATIONAL AND VOCATIONAL
SERVICES, AS DISTINCT FROM SERVICES COVERED BY MEDICAID, BASED ON FEDERAL
STATUTE AND THE STATE OF THE ART IN TREATMENT FOR THE MENTALLY RETARDED AND
DEVELOPMENTALLY DISABLED. IT HAS BEEN ONE OF THE MORE COLLEGIAL AND,
COOPERATIVE EXPERIENCES FOR THE STATE MEDICAID AGENCIES IN RECENT YEARS AND
WE APPLAUD HOFAS LEADERSHIP AND OPENESS THROUGHOUT THIS PROCESS.

I woULD LIKE TO TURN YOUR ATTENTION NOW TO QUESTIONS OF APPROPRIATE CARE FOR
THE MENTALLY RETARDED AND DEVELOPMENTALLY 6ISABLED. IT HAS LONG BEEN THE
STATE MEDICAID AGENCIES' POSITION THAT STATES MUST BE GIVEN LATITUDé IN
ADMINISTERING OUR PROGRAMS. AS YOU KNOW THE MEDICAID PROGRAM, ORIGINALLY
DESIGNED AS A HEALTH CARE PROGRAM, HAS STRONG BIASES TOWARDS PROVIDING CARE
IN INSTITUTIONS RATHER THAN IN THE COMMUNITY, WITHIN THE CONTEXT OF A HEALTH
MODEL OF CARE RATHER THAN A SOCIAL SERVICES MODEL. THIS BIAS EXISTS IN BOTH
THE -ELIGIBILITY REOUIREBENTS AND FINANCIAL INCENTIVES OF THE PROGRAM.
DESPITE THESE BIASES STATES HAVE PUSHED FOR DEINSTITUTIONALIZATION AND

SIGNIFICANT STRIDES HAVE BEEN MADE OVER THE LAST DECADE.
s mm»wnum THE.MEDICAID..RROGRAM .STATES. HA\(E SOUGHT_WAYS_TQ_PAY_ FOR ALTERNA!

42

- 4



188

TO INSTITUTIONAL CARE, THE MOST NOTEWORTHY OF COURSE IS THE NOHE AND
COMMUNITY=BASED SERVICES WAIVER PROGRAM ESTABLISHED BY CONGRESS IN 1981,
CURRENTLY 35 STATES HAVE U4 ACTIVE WAIVERS TO PROVIDE CARE TO MENTALLY
RETARDED AND DEVELOPMENTALLY DISABLE!; INDIVIDUALS IN THE COMMUNITY, THIS IS
NEARLY HALF OF THE 104 ACTIVE WAIVERS THROUGHOUT THE COUNTRY. HOWEVER, THIS
AVENUE FOR PROVIDING APPROPRIATE CARE HAS TO DATE BEEN A MUCH NARROWER ONE
THAN THE STATES EXPECTED. WE HOPE THAT THIS SITUATION WILL IMPROVE AS A
RESULT OF THE ACTIONS OF THIS COMMITTEE LAST YEAR, AND CONGRESS AS A WHOLE
TO AMEND THE HOME AND COMMUNITY-BASED WAIVER PROGRAM.

THE STATE MEDICAID AGENCIES BELIEVE THAT ULTIMATELY, IF WE ARE TO PROVIDE
ALTERNATIVE CARE IN AN APPROPRIATE SETTING TO ALL OF THOSE IN NEED OF
LONG=TERM CARE, HOME AND COMMUNITY=-BASED CARE SERVICES MUST BE AN OPTION
UNDER STATE MEDICAID PLANS. WITHOUT SUCH FLEXIBILITY WE WILL NOT BE ABLE TO
PROVIDE THE APPROPRIATE CARE THESE INDIVIDUALS NEED. THE ARGUMENT AGAINST
SUCH A CHANGE IS THAT IT WILL LEAD TO SIGNIFICANTLY HIGHER COSTS, BRINGING
ON ANOTHER CYCLE OF PROGRAM INFLATION. THE STATES BELIEVE THAT WE CAN
CONTROL SUCH POTENTIAL COSTS THROUGH EFFECTIVE CASE/MANAGEMENT AND
OVERSIGHT.

I ALSO WANT TO EMPHASIZE THAT IT IS NOT THE STATE MEDICAID AGENCIES'
POSITION THAT THE ONLY APPROPRIATE SETTING TO PROVIDE CARE TO THE MENTALLY '
RETARDED AND DEVELOPMENTALLY DISABLED IS IN THE COMMUNITY AND NOT IN
ICF/MRS. WE BELIEVE THAT BOTH OPTIONS MUST BE AVAILABLE WITH THE DECISION
ON WHICH SETTING IS MOST APPROPRIATE BEING MADE BY THE INDIVIDUAL'S FAMILY,
COMMUNITY PROFESSIONALS, AND STATE ADMINISTRATORS. WE DO NOT BELIEVE THAT

COMMUNITY_CARE IS THE ONLY CORRECT SETTING FOR ALL. INDIVIDUALS...WE CANNOT... . ..

R
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SUPPORT THOSE WHO BELIEVE THAT SEVERELY AND PROFOUNDLY MULTIPLE HANDICAPPED
INDIVIDUALS REQUIRING OPTIMAL MEDICAL AND NURSING CARE SHOULD BE HOUSED IN 8
BED UNITS IN THE COMMUNITY. THIS IS NOT ECONOMICALLY SOUND NOR IN THE
INTEREST OF THOSE NEEDING A HIGH LEVEL OF CARE. THE DECISION NEEDS TO BE
EVALUATED OBJECTIVELY IN EACH CASE. BUT HAVING MEDICAID FUNDING AVAILABLE
FOR COMMUNITY OPTIONS IS CRITICAL TO THE SUCCESS OF SUCH A SYSTEM.

THANK YOU FOR INVITING ME TO PRESENT THE STATE MEDICAID AGENCIES PERSPECTIVE
ON THESE ISSUES. I WOULD BE HAPPY TO ANSWER ANY QUESTIONS YOU MIGHT HAVE AT
THIS TIME.

——
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Senator DURENBERGER. Mr. Censoni.

STATEMENT OF BEN CENSONI, DEPUTY DIRECTOR, BUREAU OF
COMMUNITY RESIDENTIAL SERVICES, PROGRAM DEVELOP-
MENT POLICY AND STANDARDS, DEPARTMENT OF MENTAL
HEALTH, STATE OF MICHIGAN, LANSING, MI; AND CHAIRMAN,
GOVERNMENTAL AFFAIRS COMMITTEE, NATIONAL ASSOCIA-
TION OF STATE MENTAL RETARDATION PROGRAM DIRECTORS,

- INC.

Mr. CensonI. Thank you, Mr. Chairman.

With the dialog that you had with the administration, which
some was found interesting and frustrating and funny at times,
and what is going on here, all I really have left to say is thank you

for having me today, and I will answer any questions that you may

But there were three or four themes I think that have come out
of the testimony that we probably should keep in mind. And really
they are the themes that ultimately, if we don’t take care of, we
won’t really have true Medicaid reform when it comes to serving
the people with developmental disabilities.

And the one that has clearly been stated so far a number of
times, and will be later, is the notion that there is an institutional
bias. But as a person in a State who works with this program day

in and day out from the provider end, if you would, it is ultimately
clear to me and to my colleagues—and, in fact, that bias does exist
and it is pervasive—it is still a lot easier for me to institutionalize
a child at $300, $400 a day than it is to get that kid back home
with some support with his own family. That is a very difficult
thing to do in terms of Medicaid funding.

There is a clear disincentive to move to the community because
those things that are institutionalized by their very nature are also
the safest forms of funding. So that when States go from an ICF/
MR from our base, for example, to a waiver base, one of the things
that they are doing is they are taking a rather secure—you know,
12, 13 years it comes in like clockwork—set of funding parameters,
and moving into a community into the community system like a
home and community-based waiver, where there is no guarantee,
esgecially with the elaborance of formulas and requirements and
other things that you have to meet. There is very little in those
waivers related to client services and quality. There is a lot about

Qgighand balance in terms of numbers, et cetera. .
: e system is definitely geared toward dependency building.
There i no question about that. And, again, you have heard that.
But if we don’t deal with that issue somehow, you cannot really
have Medicaid reform for developmentally unstable people because,
in fact, to illustrate Dr. Mank’s testimony, we have in our State
8,000 people in something that is called clinic services, and as long
as we keep those people in clinic services, which is really sort of
_ health-related daytime activity kind of thing with transportation,
we are relatively assured of receiving Medicaid funding. Now that
g: a highly dependency building model; there is no question about
l . » n
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If we wanted to move those people into something that would
create less dependency or help people become independent, like
fs;l\:pported employment, we would immediately lose funding for

em.

So the dependency buildup, the dependency bias in Medicaid is
very clear.

Another problem that I don’t think has been talked about, but it
comes out with some of the discussions around look behinds and
some other things, is this notion of all inclusive services that is
built into most of the Medicaid systems for persons with disabil-
ities. In effect, what it says is, here are the parameters, and you
get these services whether you need them or not. I mean, any ra-
tional person, for example, would not provide ongoing fhysical
therapy evaluation every 3 months, 6 months, or annually for a
person who does not need them. We don’t dare not do that because
on our next look behind we may have some problems with whether
we are providing active treatment and we may get discertified.

So we have got to do something about making sure that people
absolutely get what they need, but also making sure that we don’t
force upon them all kinds of procedures and other intrusive thin
‘that they really do not require. And that is part of the cost prol
lem that everybody is talking about.

Now there is a way to solve this problem, but I do not have time
because my yellow light just went on. And it is already in the
system, in effect. There is something called the State Plan Amend-
ment that most of Medicaid operates under. And we believe that if
we went to a State plan amendment process instead of all this
waiver and a little bit here and a little bit there, and just sort of
this elaborance of small pieces, we could go back to the basic.

Medicaid is a program that was intended to be a cooperative pro-
gram between the Federal Government and State government. We
both share in the cost. There are agreements about what services
get provided, but the State plan amendment process does not have
all these other things built in, does not require all these other
things to occur that you are hearing so much complaint about. And
we think, especially if we could build in some incentives toward
community, and some disincentives toward staying in institutions,

that that process would work quite well. And that system has been:

‘in place since the beginning of Medicaid.
ank you.

DureNBERGER. Thank you very much. Mr. Toews.

O S oAb o e o i a3
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%e prepared written statement of Mr. Censoni Tollows:]
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INTRODUCTION

My name is Ben Censoni. I am the Director of Community
Residential Services within the Michigan Department of
Mental Health. 1In that capacity, I am responsible for
overseeing the Department's efforts to design and implement
gommunity~based services for persons with mental illness
and developmental disabilities across the State. I also
serve as Chairman of the Governmental Affairs Committee of
the National Association of State Mental Retardation
Program Directors (NASMRPD). Today, I appear before the
Committee as a representative of the Association, although
in my testimony I will draw extensively on my experiences
in Michigan.

The membership of NASMRPD consists of the designated offi-
cials in the fifty states and territories who are directly
responsible for the provision of institutional and com-
munity services to a total of over half a million develop-
mentally disabled children and adults. According to
statistics compiled by the University of Illinois at
Chicago, federal Medicaid payments on behalf of an esti-
mated 150,000 residents in intermediate care facilities for
the mentally retarded (ICF/MR) totalled $2.6 billion in FY
1985. Of this total, an estimated $1.9 billion was
expended in large public and private institutions, while
the remaining $700 million Yas obligated for community-
based rewitdential services.! An additional $930 million
was claimed by the states for non-institutional services on
behalf of Title XIX-eligible clients with mental retar-
dation or developmental disabilities during FY 1985,
including reimburgement for acute care and various out-
patient services.4 Purthermore, according to the Health
Care Financing Administration (HCFA), as of September 30,
1985, over 22,000 recipients with developmental disabili-
ties were participating in programs finanged through
Medicaid home and community care waivers.

lpraddock, David, Richard Hemp and Ruth Howes, Public

s¥gen%itnres for Mental Retardation and Develo%mental
Disa [ties in the United States: Analytica ummary., Monograph
P Ul ¢ Polic

No. ’ ¥

Developmental Disabilities, University of Illinois at Chicago,

March,

1985; P A-7.

2praddock, bavid, Federal Spending fgr Mental Retardation and

Developmental Disa ties, Monograph No. 7, Public Policy
Monograph Serles, Institute for the Study of Developmental

Disabi

RS mh,s‘:mwn. o

lities, University of Illinois at Chicago, July, 1985, p.

-  emn g s s
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3personal communication with Brian Burwell, Systemetrics, Inc.,
September 3, 1986.

Monograph Series, Institute for the Study of-
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Federal Medicaid payments constituted over a third of the
aggregate revenues received by state MR/DD agencies in FY
1984 -- up from 19.3 percent in FY 1977.4 It should be
obvious from these figures that our Association has a vital
stake in federal Medicaid policy.

MAJOR TRENDS IN PROGRAMMING FOR PERSONS WITH DEVELOPMENTAL
DISABILITIES e

Over the past ten years, we have witnessed a historic shift
in the states' approach to serving persons with developmen-
tal disabilities. persons. Instead of incarcerating such
individuals in large, remote, custodial institutions, the
states have begun to provide a wide array of community-
based day and residential programs for them. It is not
unusual today to find persons who had been in institutions
for twenty years or more living and working independently,
or to see children who in past years would have been placed
in institutions enjoying life with their biological, adop-
tive or foster families.

This dramatic shift is reflected in both the decline in the
number of persons served in large, state~operated institu-
tions (from 166,247 in 1974 to 109,827 in 1984) and in the
evolving patterns of state expenditures. For example, a
recent analysis completed by the University of Illinois at
Chicago revealed that, between FY 1977 and FY 1984, total
state expenditures on behalf of developmentally disabled
persons in community settings increased from $745 million
to $3.1 billion, or by 316 percent. Of equal importance,
this trend was evident in almost all states. In fact, 44
of the 51 jurisdictions studied experienced a real, after
1n£1qtign growth in community outlays over the eight-year
period.

In FY 1984 appropriations for community services consti-
tuted 41 percent of the total amount budgeted for MR/DD
gservices by the fifty states (i.e., excluding education and
vocational rehabilitation), compared to 23 percent in FY
1977. Purthermore, in 1984 eleven state MR/DD agencies

4praddock, et al., Public Expenditures..., Ibid., p. A-7

SBraddock,spavid, Richard Hemp, Ruth Howes, Financin Coﬁmunit
Serviges in the 0?1ted States: An Analysis of Trends, Monograph
No. , Public Policy Monograph Series, Institute for the Study

of Developmental Disabilities, University of Illinois at Chicago,

May,
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spent more than half of their annual bgdqctl on community-
based services ~~ up from two in 1977.

Meanwhile, despite the raplid increase in federal ICP/MR
expenditures (from $571 million to almost $1.9 billion),
total federal-state support for institutional services pla-
teaued ogot this same period, when measured in non~inflated
dollars. Per capita costs of institutional care, however,
have risen dramatically (from $44.64 in 1977 to $106.43 in
1984).%9 This reality, combined with the effects of current
Medicaid policies, is placing many states in the position
of having to choose between further oxinnclon in community~
based services or costly improvements in their existing
institutional facilities,.

Anong the other notable trends in policies governing state~
local services for persons with developmental disablilities
aret

1. WWMQM&@WM
cdgru enhanced access to services for schooi-age
n

handicapped children through the local public schools
has had a far-reaching impact on the role of state MR/DD
agencies. 8ince the passage of the Bducation for All
Handicapped Children's Aot of 1975 (P.L., 94-142) and
mandatory state speoial education statutes, the number
of children served by state MR/DD agencies has awindled
rapidly. As a result, day programs now focus predomi-
nuncll on post-school aged and, in some states, pre-~
achool aged clients. This shift toward adult services
has been accentuated by the Topulnclon bulge associated
with the "baby boom" generation and the case finding
impact of expanded special education services. As a
consequence, most state MR/DD agencies currently face a
growing backlog of unmet demand for community-based ser-
vices (both daytime and residential) among young adults
who have "aged out® of special education system; at the
same time, pressure to create community alternatives for
current institutional residents continues to mount.
Public policy inoreasingly is trapped between thess com=
peting demands.

sraddock, et al., Rublic Bxpenditures,.., p. A-ll.
vid and Richard Heamp,
ol 1 v . N

N ph No., 1§, Public Polloy 'ohorrnp ories, Institute for
the Study of Developmental Disabilities, University of Illinoie
at Chicago, 1988.

8praddock, David, Richard Hemp, Ruth Howes, Rubiie.
Expenditures..,s Ibid., p. 18-17.
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Improvements in ‘f!l! intervention girvlceg. Using a
variety of federal, state and local funding sources,
many states have begun to patch together a network of
early intervention services for developmentally delayed
and other handicapped infants and preschool-aged
children., Twenty-one states and the District of
Columbia now have laws mandating special education and
related services for children beginning at age 3 or
before, while 29 states use a minimum age of 4 to 6.9
Barlier this year, the Senate passed a bill (8, 2294)
which would amend P.L. 94~142 by: (a) requiring all
states to lower the threshold for mandatory special
education services to at least age three; and (b)
establishing a new federal formula grant program to
stimulate the expansion of early intervention services
for handicapped infants, ages 0-2,

Despite the Troqroll that has been made in recent years
and the growing body of scientific evidence documenting
the cost-effectiveness of early intervention services,
few states have a comprehensive, fully integrated
system of oarlx identification and intervention on
behalf of handicapped infants and pre-schoolers. Too
often the consequence of this lhorc-otghecd publie
policy is that ohildren go unidentified only to be
channelled later into costly lifetime care systems,

The erlgody is that permanent physical and mental han-
dicaps frequently could have been avoided or signifi-

cantly ameliorated if prompt, state-of-the-art services
iy in the child's 1life.

had been available ear

gun to place a growing number of
adults with developmental disabilities, once thought to
lack the capacity to engage in gainful omploymone, into
integrated work settings. While these individuals fre-
quently require specialiszed training and ongoln sup-=
port, experience shows that they can be productive
workers, provided they received the needed training and
continuing supportive services. This shift in emphasis
from care-oriented to work-oriented services has pro-

found implications for the future configuration and

cost of programming for adults with developmental disa-
bilities, nationwide.

9report of the Senate Labor and Human Resources Committee on the
*gducation of the Handicapped Amendmenta of 1986", 8., Rept. No.
99~315, 2nd Session, 99th Congress, dated June 2, 1986,
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THE EFFECTS OPF MEDICAID FPINANCING ON THE DELIVERY OF
SERVICES TO PERSONS WITH DEVELOPMENTAL DISABILITIES

There is no doubt that the availlability of federal Medicaid
reimbursements has been an absolutely critical factor in
improving-state~local MR/DD services over the past decade.
As Braddock and others have point out, the sharp increase
in federal ICP/MR reimbursements that occurred between 1972
and 19682 was a primary factor in the overall growth of
state MR/DD budgets during this period. Access to such
funds not only permitted the states to improve the physical
environment and staffing of existing state residential cen~
ters, but it also permitted the states to expand community-
based alternatives more rapidly than otherwise would have
been possible.

In addition, the promulgation of federal ICF/MR standards,
combined with the real or implied threat of losing federal
support, has forced state go icymakers to upgrade the
quality of services in public and private residential faci-
lities for persons with mental retardation. While, as the
recent round of federal validation surveys revealed, defi-
clencies still exist in some facilities, nonetheless signi~
ficant improvements have occurred in most ICF/MR facilities
over the past ten years,

Despite the central role Title XIX funding has played in
improving the accessibility and quality of state/local ser-
vices for persons with developmental disabilities, current
federal Medicaid polioy inhibits, in several significant
ways, the development of a more rational state-local system
for serving clients with developmental disabilities. Let
me briefly outline a few of these impediments,

maunlty-based ¢ery. paine ambig . B
Medicald uufpor g term care services has been con-
fined largely to care furnished to eligible reocipients in
certified nursing homes. Coverage of ICP/MR services was
ortglncll designed to extend such coverage to eligible
individuals with mental retardation residing in certiflied
g:bllc institutions. While subsequently a number of states

an to certify small community residences as ICF/MR pro-
viders in order to meet community placement ?oalu. the
basic precepts of the program == {.e., a facility-based
program in which reciplents are to receive 24-hour care,
supervision and services -~ remained unchanged.
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In 1981, Congress took a potentially important step toward
reducing this so-called "institutional bias™ of Medicaid
long term care policy by authorizing the home and community
care waiver ptogram (8ection 2176, P.L. 97-35). However,
because the Administration has elected to impose more
ctrlnqoy& restricitons on eligibility than required by the
statuteiV, the full potential of the Section 2176 waiver
authority has never been realized. Congress included in
the PY 1986 reconciliation act (P.L. 99-272) several amend-
ments designed to correct the most obvious administrative
excesses of HCFA and OMB, but did not address the

"underlying problem -~ i,e., the lack of a reliable, ongoing

statutory authority to cover non-i{nstitutional long term
care services under state Medicaid plans,

Recognizing the inherent instability of services financed
under HCPA/HHS-approved waivers, a few states have been
claiming federal Medicaid reimbursement for various ele~
ments of non-institutional LTC services under existing or
hew state plan amendments (e.g., personal care, home
health, clinic and rehabilitation services). HCPFA
generally has discouraged this practice, ostensibly because
such services are not medical or remedial in nature but, in
reality, as a means of containing growth in program
coverage.

Thus, while the Administration voices rhetorical support
for oxrunding community livin opgorirntttoo to more citie-
sens with developmental disabilitiestl, current federal
policies ?ovornlnq Medicaid == the predominant source of
federal aid for MR/DD services -~ tend to impede the
accomplishment of this goal. Therefore, any attempt by
Congress, to rectify existing problems surrounding the uti-
lisation of Title XIX on behalf of citisens with develop~
mental disabilities must begin with the establishment of a
firmer statutory base for supporting non=institutional long
term care services under state Medicaid plans.

10gqe

Reduct
Commit
admini
wvaiver

113..,
report

NASMRPD's September 13, 1985 testimony on the "Deficit
ion Amendments of 1985", before the Senate Pinance

tee, for a full explanation of the rorullto:y/

strative restrictions the Administration has imposed on
coverage,

January, 1986
11 N »,

for example, HH8 Secretary Otis Bowen's
to Congress, entitled, polici or Im




‘iatinction when it initlaily authorized reimbursement for
ICP/MR services by: (a) defining the purpose of such a
facility as the provision of health g{ rehabilitative ser-
vices for persons with mental retardation or related con-
ditions; and (b) requiring that a certified tactlttx
furnish ite residents with "active treatment" (Section
1908(d4), Bocial BRecurity Act). The inclusion of
"habilitation® in the 1list of services a state nng elect to
cover under a Section 2176 waiver program is another sign
of Congressional rocanLtion that the aim of LTC services
for non-elderly reciplents with severe disabilities differs
from parallel service goals for elderly LTC reciplents.
Yot, federal Medicaid policy generally restriots eligibi-
lity for Title XIX reimbursable LTC services to persons
needing the level of acare provided in a 8NP, ICP or ICF/MR
and limits coverage to medical and remedial services spe-~
cified in a state's Medicaid plan,

One manifestation of this conflict in goals is ACPA's
lon ltundlnr regulatory prohibition againet claimin
Medicaid relmbursement for educational or vocationa
training services (42 CFR 441.1)(b)). As a result of this
policy, states are forced to either maintain eligible reci-
ients with developmental disabilities in what, in many
nstances, are inappropriate non-vocational day activity
programs or transfer them to vocationally-oriented programs
where they must be fully supported through state-local
resources,

If such olients simply required short term vocational reha~
bilitation services to facilitate the transition to fulle
time, independent employment, Medicaid support would be
unnecessarys but, experience demonstrates that a signifi-
cant portion of non-elderly, Medicaid recipients with
severe disabilities require ongoing support at the job site
and a sheltered living setting in order to be gainfully
employed. State vocational rehabilitation agencies are not
authorized under federal law to provide continual, post-
employment services and, therefors, such clients are almost
always rejected as "feasible®” candidates for VR services.
It begs the quastion to say that someone else should p:x
for the long term support services these clients need when,
in fact, we knov that the result will be to relegate such
goroonl to non=vocational uceivit{ groqra-- funded through

itle XIX == {ronically at a significantly greater cost to
federal and state Medicaid budgets. This results not only
denies these individuals the dignity and self-worth asso-
cliated with holding a gob. but it also offers no hope of
offsetting the costs of services by helping them to acquire
and retain remunerative employment.
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Last year Congress took a partial step toward correcting
this existing inequity of Medicaid policy by adding a new
statutory definition of the term "habilitation services".
Under this definition, states may request authority to
cover educational, prevocational and supportive employment
services to parelcignntl in home and community care waiver
rograms, but only if they were previously institutiona~-
ized (8ection 9802(a), P.L. 99-272). Prompt Congressional
action is needed, however, to make this definition appli-
cable to all DD recipients of Medicaid-funded LTC services
(including ICP/MR residents and waiver recipients who were
not institutionaliszed prior to entering the program).
Already, HCPA officials are pointing to the limited scope
of the new definition's coverage as evidence that Congress
supports an absolute han on Medicaid Yaymoncn for educa~
tionally or vocatlcg,lly related services to all excluded
group of recipientslé, We believe this interpretaion is a
perversion of Congressional {ntent.

hi or nal ir
t (1 t 088 e) t
ic 8 ¢
ear th Care Finanoing nf*éraeton spends

er, the Hea
close to $4 billion annually on Medicaid reimbursable ser-~
vices to reciplents with mental retardation/developmental
disabilities and, as such, has a pervasive influence on
state-local policies ?ovcrntnq services to this population,
And yet, there is no identifiable organiszational component
of the agenoy ohargod with developing, reviewing and exe~
cuting Medicaid policy as it impacts on these recipients)
furthermore, few policy-level officials within the agency
have had any prior experience in dealing with MR/DD issues.
As a result, HCPA lacks a coherent set of policy goals
governing Medicaid-reimbursable services for recipients
with mental retardation/developmental disabilities, and a
well=-defined strategy for achieving such goals,

One oxamglo of this lack of a4 consistent, agency~wide
policy direction occurred late in 1984 when HCPA, after
Congressional prodding, launched an intensive series of
direct federal ICP/MR "look behind" surveys, As a result
of these surveys, a number of states were faced with the
choice of either spending additional dollars to achieve
full compliance with federal standards or reducing the

12g¢e, for example, HHS's rosgonl‘ to the General Accounting
Office's recent report, entitled

pp. 48-30,

' -g0- ¢ JUlY, ’
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facility's population in order to minimize the costs asso-
ciated with continued certification. 8ince any added costs
related to the maintenance of certification are certain to
be reflected in higher Medicaid payment rates and, thus,
high federal-state costs, the rational federal response
would have been to encourage affected states to use the
Bection 2176 waiver authority to achieve desired depopula=-
tion goals, as an integral Kltt of their facility correc~
tion plans., But, because the waiver program {s managed by
a different HCPA administrative unit than the look behind
r::lov;, this option apparently was never seriously con-
sidered.

Congress finally intervened and gave the states the option
of submitting a plan for achieving a phased reduction in
the population of a non-eo-plytng facility over a maximum
period of 36 months, as the result of amendment added
during this Committee's mark-up of last year's recon~
ciliation bill (Section 9516 of COBRA). However, HCPA
still has not implemented this provision due to conflicting
:::tutory language regarding the provision's effective

{

Medicaid is an extremely complex program and, therefore,
Congress, almost of noconnlt{. must delegate rather broad
rulemaking powers to the administering Aqnnc{. It is dif-
fioult to concelve, however, that an agency like HCPA, with
a $100 billion budget, could ever modulate its policies to
the prograsmatic needs of a specific target population such
as recipients with mental retardation/developmental disabi-
lities in the absence of an organisational focal point for
such activities within the agenoy. We, therefore, recom-
mend that Congrees direct the Secretary to olecblilh a unit
within ACPA to oversee the development and execution of
lgonc ide policies as they impact on Medicaid recipients
with developmental disabilities,

rlnnlll, like the federal government, !ﬂgs Eiia!; !ig gif
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state's Medicaid program with its services goals for citi~
;:?: Ytth mental retardation and other developmental disa~
ties,

8ince, to a large extent, a state is permitted to define
the scope and organizational configurations of its own
Medicald program (within the parameters set forth in Title
XIX of the Act and related federal regulations), any
attempt to reform Medicaid Yollar as it impacts on reoi-
pients with developmental disabilities must address
existing intrastate, as well as national barriers to
progress. Methods of encouraging or mandating (either
through federal law or administrative policy) the adoption
of streamlined organizational structures and/or improved
interagency cooperation/collaboration need to be explored,

STATE-LEVEL ILLUSTRATIONS OF THE IMPACT OF CURRENT PFEDERAL
MEDICAID POLICIES

Let me briefly illustrate a few of the policy dilemmas
posed by present federal Medicaid :olic es by referring to
the situation currently facing Michigan. 1In PY 1977, our
State spent $132 million on services to persons with deve-
lornoneal disabilities, only $14,8 million (or approxima=-
tely 118) of which was devoted to community services. The
remainder was used to support the operation of twelve state
énltleuetonl housing over 6,000 persons with mental retar~
ation,

During the intervening years, we have closed four state
institutions and are now in the process of eloltng another,
The total number of residents remaining {n state facilities
today is 1,850, which means that we have reduced the popu-
lation by over 70 percent compared to the 1977 census.
Meanwhile, our budget for community services has grown by
almost tenfold (to 8142 million) and the number o Torlonl
served in various types of community programs has risen
from 978 in 1977 to over 6,000 todu{. Currently, Michigan
has 3,250 ICP/MR-certified beds -~ 1,850 in state institue~
tions and 1,400 in small, community-based homes. Por pur~
poses of the present discussion, it is important to point
out that had Michigan elected to retain its 1977 institu~-
tional population in Medicaid~certified beds, the addi-
tional, annualised cost to the federal government (in 1988
dollars) would have baen over $30 million more than our
current Medicaid ICP/MR receipts.

Despite Hichtgcn'l strong commitment and enviable track
zecord in building a viable community service system, we
£ind ourselves, at this point, handcuffed by perverse
ancn:tvon that are inherent in Medicald policy. Let me
explain,
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Bven though the cost of community residential services runs
an average of 40 percent leas than institutional costas,
every time we move a client out of one of our state insti-
tutions into a community residence, or divert an individual
from placement in an institution, the cost in state dollars
to Michigan is approximately $4,%00 annually. Why?

Because we receive 356 percent Medicaid reimbursement on
behalf of institutional residents, compared to minimal
federal assistance on behalf of clients in our non=ICP/MR
compunity programs.

Prior to September, 1983, the disincentive effect of
Medicaid's institutional bias was partially offset by the
faot that the state had a Medicaid "freedom of choice"
waiver covering community-based day services for mentally
ill and developmentally disabled recipients. However, ACFA
refused to renew this waiver program, because: (a) the
program was deemed not to be cost-effective according to
HCPA's calculation; and (b) HCPA officials said they had
oriod in permitting certain coverages under the original
wvaiver,

To offset the loss of the waiver, Michigan certified an
additional 900 community ICF/MR beds -- despite our reser~
vations about the long term efficacy of this approach.
Purthermore, most of our new residential development over
the next two years will be concentrated in community ICP/MR
facilities; as a result, we expect to have 1,300 more
ICP/MR beds on line by the close of PY 1987, plus about 300
beds per year will be added to this total in each suc~-
ceeding fiscal year. The added ICP/MR cost to the federal
govornnont by the close of PY 1987 will be approximatel

35.6 million, or considerably more than the cost of walve:
services last fiscal year.

Additionally, we have qualified approximately 8,000 adults
with developmental disabilities for clinic services under
our state Medicaid plan. The majority of the costs asso-
ciated with this population are reimbursed b{ Medicaid as
long as the service components are not vocationally
oriented. 8ince the Btate cannot afford to lose these
revenues, we are forced to maintain eligible recipients in
a dependency-oriented stogrun. even ehourh it is clear that
a significant number of them could benefit from supported
employment services.

Michigan {s cn:tnlnl{ not the onlY state whose choices are
being perversely influenced by existing Medicald policies.
Therefore, if 1 could leave one message with the
Subcommittee, it would be thisi

' nfoctunately, it also v nean
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that we will be able to offer services to fewer eligible
recipients in settings which foster continued dependency,
rather than integration into the mainstream of society.

PRINCIPLES FOR REPORMULATING MEDICAID POLICIES APPECTING
MR/DD RECIP IENTS

Let me close by offering a list of several Tonornl prin~
oiples which we hope Congress will observe {n any attempt
to restructure federal Medicald policies as they impact on
recipients with developmental disabilities:

1, Jederal Hﬁ"’w X m ;

OF Aassur n.w

. .
Ype, scope ang eng of services provide Yy govern=

ment must vary according to the individual's needs. In
the case of certain persons with severe disabilities ==
lncludlng many individuals disabled since birth or
early childhood =~the need for such assistance is
likely to continue for the remainder of their lives.
The goal of all services must be to help the individual
with disablilities achieve the maximum degree of self-
sufficiency he or she is capable of attaining. While
the prudent use of available tax resources must be a
primary consideration in orqunislnr and delivering ser-
vices to persons with severe disabilities, the needs of
each individual, rather than the short run fiscal con-
sequences, should determine the type of services he or
she receives, as well as the setting in which they are
provided,

2. [ od to Ded

OW: r _lnadvertent ! A govern-
ments to u a da [ ¢
T
vices to per g
ggxg_ Hr g +» Historically, the s

ave assumed primary responsibility for the delivery of
publicly=-supported services to persons with mental
retardation., The growing involvement of other levels
of government == olpoclally the federal government ==
during the 1960's and 1970's has greatly enhanced the
quality and uccoootbille¥ of services to this target
population., However, this trend has also spawned a new
set of problems, including added costs and rigidities
associated with overly f:.lcrlpelvo federal laws and
regulationsy but, the elimination of non-productive
federal statutory and regulatory constraints should not
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be used as an excuse for withdrawal of federal aid, as
repeatedly proposed by the Reagan Administration in its
plans to cap federal participation in Medicaid costs.
Nor, is it possible for the federal government to
fulfill its partnership responsibilities without
evolving an effective means of reconciling cross~
program differences in policies which impede state
overnments' capacity to develop and inz ement compre-
ensive services for their citisens with developmental
disabilitlies.

n Th 8 one overrid
o b from gllﬂ failures in public
policy, it is that no single living or programming
lotting {s right for all persons with developmental
disabilities, given the wide variation {n the ages,
functional capacities and limitations of the affected
target population. Therefore, as states attempt to
teatify their golt over-reliance on large, isolated
publio institutions, both federal and state poliocy
should attempt to stimulate a balanced continuum of
residential and 9rozrcnn1nq alternatives (e,g., group
homes) apartment units) specialized foster family
homes) in-home support services) ro-gteo care, etc.)
for citizens with developmental disabilities,.
8imilarly, in the area of daytime habilitative ser-
vices, the emphasis should.be on providing a broad
rangc of programming options (infant stimulation and
early invention services; sochool-based programs) adult
activities services) sheltered workshops; on-eho-zob
training, supported employment, etc.). The overall
goal of federal and state polla{, therefore, should be
to create a service system which: (a) uses finite tax
resources in the moat efficient and economical manner;
(b) facilitates the movement of clients to more
appropriate settings, as their needs change; (¢) avoids
huvtng public policy become the captive of any single
provider interest group; and (d) enables and encourages
persons with disabilities to become more seif-reliant,

n order to nocouf [ s objectlive, b
necessary to eliminate federal disincentives to the
development of appropriate service alternatives as
well as built-in incentives to use high-cost settings.
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The addition by Congress of the Medicald community care
waiver authority, permitting the Secretary of Health
and Human Services to approve state requests to fund
non-institutional long term care services for certain
Title XIX-eligible recipients, was clearly a ltog in
the right direction. However, experience with the
waiver program to date simply underscores the need for
permanent statutory authority to cover home and com~
munity care services under state Medicaid plans.

n i
w -

. gxplic ederal and state policles

be almed at nlnintsing the excessive financlal
and emotional burden of raising a child with severe
disabilities, through the selective use of cash sub~-
sidies, tax credits/deductions and supportive services
to families of such youngsters. The long range savings
fully warrant the adoption of such policies, whether
one measures costs in economic or social terms.

o :

wi«on pollcyshould not impede efforts by the
states to develop an integrated cgiroach to organising
and doltvortng services, establishing payment rates and
assuring quality, which cuts across specific federal
funding streams. Over the past two decades, many sta~
tes have instituted a county or regional system through
which a comprehensive array of day and residential ser~
vices are delivered to persons with mental retardation
and other developmental disabilities, In addition,
considerable effort has been directed toward
establishing systemwide management reforms to increase
the capacity of state/ local administrators to deliver
MR/DD services efficlently and economically (e.g., the
development of computerized management information
systems and improvements in case management services).

\4 mwi -
[] gtive
"]

In recent years, however, the fragmented manner in
which federal support is distributed has served as an
impediment to the development of a rational, systemwide
management strategy within a state.

* L] * L] ] . ~

On behalf of the Association, I want to express to the Committee
my gratitude for this opportunity to offer the organiszation's
views on this critical area of federal policy. 1f we can be of
tfurther assistance as the Committee pursues possible legislative
solutions, I hope you will call on us,



202

STATEMENT OF JAMES D. TOEWS, ASSISTANT ADMINISTRATOR,
OREGON DEVELOPMENTAL DISABILITIES PROGRAM OFFICE,
SALEM, OR

Mr. Togws. Mr. Chairman and members of the committee, as a
policy matter in the State of Oregon, both the legislative and exec-
utive branches of government strongly support the notion that all

rsons with developmental disabilities, regardless of the level of

pairment, should have the oggortunity to live and work and
recreate in t{plcal family, neighborhood, and community settings.
And that is the clear policy goal, both in statute and in regulations,
in our State. But we have a long way to fo.

We still have one of the larger institutions in the country, a
1,100 bed institution. By the end of this 4-year period we will have
moved about 500 people out, and we are continuing to expand serv-
ices in the community fmooplo to avoid the need for them to
have to be deinstitutionalized.

But I have to say that we are continually frustrated by the policy
kinds of contradictions and the regulatory contradictions that the
Federal Government keeps putting in our way.

And I want to give a few examples of that. I want to focus on
some specific kinds of things.

For example, we are working currently with a group of families
whose children are in State institutions, and they are very, very re-
wtivo to the notion of taking their children back home to live

th the family if we can put together a package of support serv-
ices for those families. They resorted to institutional care simply
because there was no other alternative.

Now in a couple of these cases, some of these families with chil-
dren were very &rofound and multiple handicapped have said,
these are the kinds of things we would need to allow our child to
live at home with us,

In one particular instance, the family said that they needed ree-
pite care 1 day a week because their child is very multiply and
very profoundly handicapped.

e are in the process of amending our waiver to allow ourselves
to r{ for those kinds of family support services, and respite care
and those t; of things, but we were promptly informed by our
regional office, based on instructions from the central office, that
under the waiver we could pay for respite care services no more
than 80 days a year. So in that kind of conflguration we would
have to tell his family, we cannot meet your request to provide res-
pite care 1 day a week because the Federal Government will not
allow that as a reimbursable cost, when, in fact, by the family
taking that child home from the institution, the cost of care will be
cut by nearly two-thirds. That is the kind of barrier we face day in
and“lgat); out in implementing community based services for this
population.

ore are many other barriers we face. We face the barrier of
double funding when we convert from an institutional to a commu-
nity based system. In a sense, you have to double fund the system
for a period of time. Fixed cost remain in the institution; conver-
sion cost—startup cost—are needed in community programs,
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Now on top of that, we have the continued pressure to both im-
prove and expand services in our institutional programs as well.

Several years ago because of threatened decertification in our
State institutions, we pumped in another $14 million in our larﬁe
institution. At this time, the U.S. Department of Justice would like
us to sign a consent decree that would add another $22 million a

ear to our State institution, when, as a folicy matter, our State
asn’t really decided we want to dismantle institutional services.

Furthermore, in new proposed . regulations from HCFA, the
whole scope of active treatment in institutional settings is beinf ex-
panded. And as Ben, my colleague, indicated, the full ?anop y of
active treatment services are not necessarily needed by all the indi-
viduals. Everybody gets painted by the same broad brush, and they
receive those services whether they need them or not.

And, in fact, our experience has shown that the ability to place
somebody in a small community setting is not a function of the
prior training they have received. It is a function of how we can
creatively design and fund the community service system to meet
that individual’s unique needs.

Finally, there are many other issues that I could get into, but the
recommendation I would make is that we absolutely have to
remove the institutional bias in the Medicaid Program. That is the
first criteria. We need to assist States with the dilemma of double
funding that occurs.

Finally, I would say with the Medicaid and the waiver program,
what we face is a very onerous process of regulatory control that is
process oriented. It is not outcome oriented. And I think as we look
at reform in the system, we need to articulate what the outcomes
are going to be, and then look at how we design and fund services
to achieve those outcomes. And that the monitoring for quality of
care and that type of thing be based on outcome and not on a lot of
re%ulatory process kinds of issues.

hank you very much.
Senator DURENBERGER. Thank you very much.
[The prepared written statement of Mr. Toews follows:]
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Testimony on

! MEDICAID FINANCING OF SERVICES FOR
DEVELOPMENTALLY DISABLED PERSONS

Presented to the

SUBCOMMITTEE ON HEALTH
SENATE COMMITTEE ON FINANCE

September 19, 1986

INTRODUCTION

My nama is James David Toews. As Assistant Administrator of the Mental
Health vivision of the Oregon Department of Human Resources, I direct the
Office of Programs for Developmental Disabilities. Tnis office, with a
bfennfal budget of over $150 millfon, oversees all community-based
programs in Oregon serving over 7,000 persons with developmental
disabilities and their famflies. These programs include community
residential services, sheltered workshops,. day activity centers,
supported work, early 1ﬁtervention. parent training, case management,

family support, and services to 1,240 persons residing in state-operated

institutional settings.

BACKGROUND

The state of Oragon has adopted a clear policy direction regarding

1
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services to its citizens with developmental disabilities. Legislation
adopted in 1981 specifies that the primary system of care and training
for all persons v;ith mental ratardatfon and developmental disabilities
shall be 1located in community settings. This Tlegislation further
requires that the state: ' '

o Develop biennial plans to reduce the number of persons served in
state Institutions;

o Propose biennial plans to develop community services to accomodate
all persons coming out of state 1institutions, and to further
prevent  unnecessary institutionalization of persons with
developmental disabilities;

0 Plan the location of services for these {individuals 1in proximity
to family, friends and home cormunities; and

o Consult closely with families in the design and location of
community services for the disabled family member.

In 1985, the Oregon Legislature reaffirmed this policy direction by
adopting additional legislation specifying that:

o A1l community services shall be designed in a manner that enhances
the "independence,” ‘“productivity," and “integration" of persons
with  developmental disabilities receiving those services
(definitions for these terms were taken nearly verbatim from the
Federal Developmental Disabilfties Act); and
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o All persons with developmental disabilities receiving community
services shall be assessed annually to measure the degree to which
their *independence,” "productivity,” and “integration" has been
maintained or increased as a result of receiving those services.
These data are to be aggregated, analyzed, and published for

biennial legtslative review and public inspection.

Since 1970, the institutional population in Oregon has decreased from
2,847 to 1,240, During this time two of three large state institutions
have been closed, and community services (vocational, residential, early
intervention, etc.) have been developed for over 2,900 persons with
developmental disabilitfes.

By the end of this biennfum (1985-87), community services will have been
developed to decrease the population 1in Oregon's large remaining
institution by another 375 persons. Planning is already underway to

continue this institutional phase-down in subsequent biennia.

Populatfon and fiscal trends associated with Oregon's fnstitutional
phase-down and community service development are displayed in attached
Figures 1.1 €o 1.4, Since 1975, the investment in Oregon in the growth
of home and community-based services has increased from $4 million to
$65.7 million, reflecting a 1,600% 1increase. It 1s particularly
noteworthy that this growth has continued in a time period when Oregon's

economy has suffered a severe and chronic downturn.

1SSUES/PROBLEMS

Despite Oregon's commitment to dramatically decrease 1ts institutional
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population in favor of home and community-based services, the actual
planning and funding of these services have been frustrated at many
levels by federal poifcy. regulatory and administrative contradictions.

Examples of these contradictions are:

o The ICF/MR and Home and Community-Based Waiver Programs are
anomalies within the overall Medicaid program whose intended
purpose is tne provision of medical services to needy Americans.
As such the funding of services for people with developmental
disabilities 1s badly skewad toward an institutional and medical
bias that sharply contradicts the developmental orientation of the
developmental  disabilitfes service  system. Additfonally,
administrators of the Medicald program lack the expertise and
philosophical commitment to assist states to move toward home and
community-based service systems that reflect a developmental

value~base.

o The renewed vigor of the Health Care Financing Administraton to
“up the ante" in enforcement of ICF/MR regulations, and expanding
the scope of those regulations in new proposed rules, 1s and will
have a detrimental effect on the overall field of developmental
disabilities. The net result of these efforts 1is the massive
infusion of new resources into 1institutional environments, coming
at a time when many states, like Oregon, are attempting to
dismantle institutional services. !

o In Oregon, the average dafly cost per person for {instituional
services has accelerated from $51.25 to $96.82 since 1979. This

aexpanded {investment 1in institutional care has resulted almost

.
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exclusively from Federal regulatory activity. Adding new dollars
to the institution compounds the fiscal burden states already face
in  transitioning services from {nstitutional to community
settings. The transition process requires a time period of
"double-funding® during which {insitutional fixed costs are stili
unavoidable, but vast new resources must be expended for start-up
of new community services (e.g., acquisition, modification and
furnishing of community homes, staff hiring and training, etc.)

In a state 1ike Oregon, already saddled with a poor economy, this
excessive layering of old and new costs makes the transition

process extremely difficult.

The Civil Rights Division of the U.S. Department of Justice,
responsible for implementation of the “Civil Rights of
Institutionalized Persons Act," (CRIPA), 1s pursuing a similarly
misguided policy direction of forcing vast new expenditures in
institutional programs. The Division has recently filed suit
against Uregon demanding the massive infusfon of new staff into
our large remaining nstitution at a cost of $22 million
additfonal a year. This again compounds the "double-funding®
dilemna described above.

Federal pressures to increase institutional spending, coupled with
the “double-funding” faced by states choosing to reduce
institutional populations by developing new comaunity services,
exacerbate another serfous problem, Oregon, 1ike iany other
states, has large numbers of disabled persons 1iving at home with
their parents receiving no services or support. This waiting 1ist
of unserved persons is fueled each .year by hundreds of sevérely
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handicapped children graduating from public school needing
vocational services and support. With funding tied up in
institutions, or in the effort to downsize insitutions, waiting
11sts of unserved persons will grow unabated, creating even more
pressures to institutionalize these {individuals, thereby creating

and expanding a vicious cycle.

One of the enduring myths perpetuated by Federal bureaucracies and
many professionals in states as well {s that the requirement and
provision of “active treatment" to fnstitutionalized persons with
developmental disabilities will expedite their movement into home
and community-based services. Active treatment requirements in
Federal ICF/MR regulations call for training, habilitation and
health-related services to disabled persons which will facilitate

their move toward greater independent functioning.

Professionals do not debate the fact that active treatment
requirements in ICF/MR regulations have significantly improved the
quality of institutional care over the past 10 years. However,
the question remains whether “"active treatment" {s a precondition
for successful movement of institutionalized persons {nto
community programs. Our experience tells us that it {s not. The
full panoply of active treatment requirements paint all
institutionalized residents with the sawe broad brush. Services
must be provided whether they are 1individually neaded or not.
Additionally, many of the active treatment requirements bear no
" relevance to preparing residents to adapt to community 1iving.
And the training requirements that are relevant can just as easily

be met 1in small, community-based programs. Institutionalized
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persons need not be trained or “made ready' for community
placement. Successful integration of a disabled person fnto a
community setting is not a function of the degree of that person's
prior training. Neither {is it a function of that person's level
or characteristics of disability, Rather, successful community
placement 1s a function of the manner in which community services
are designed and funded to meet the unique needs of each disabled
person served. We now know that the service technology is
available to serve all persons with developmental disabilities in
community settings (regardless of level of disability,
multiple-handicapping conditions, behavioral disturbances, etc.).
And based on demonstration, we also know all such persons will
benefit from community services. The remaining question,
therefore, 1s how states can fund and replicate service technology
proadly enough to transition all institutionalized persons into

small community programs.

Based on the assumptions above, it can be argued that states
proceeding to dismantle {nstitutional services be allowed to
prioritize spending 1in development of community programs as
opposed to the provision of ‘“full" active treatment to
institutionalized persons for whom placement in the community is

planned within reasonable time frames.

The Home and Community-Based Waiver has been heralded as the answer to
the 1institutfonal and medical bias of Title XIX requirements 1in the
ICF/MR Program, Although the waiver program represents a significant
philosophical conmitment on the part of Congress, and although Congrass

has reaffirmed this commitment in the recent CUBRA amendments, the Waiver
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Program still has not 1lived up to 1its originally intended promise.

Reasons include:

o The number of people eligible for waivered services is a function
of the number of ICF/MR beds 1in a given state rather than
fdentified 1ndividual needs.

o The "annual unduplicated number of individuals served" is one of
the basic calculations of the waiver formula. However, this is a
derived projection and one which bears 1ittle resemblance to state

budgeting or typical service funding.

o Although states are supposed to be able to design their array of
services under the waiver, flexibility has become an onerous task

of justifying every variation.

o Even with state assurances of quality and cost-effectiveness,
status are requested to provide an inordinate amount of detafl

about every step of the process.

o The administrative and fiscal reporting systems not only require
new ways of collecting data, but also far exceed the requirements
imposed on the long-term care system. A new breed of waiver

specialists has been born just to deal with these systems.

o The waiver 1s “process" rather than *outcome" ortented.

0 The odds of waiver approval depend on when the request was
submitted and in which federal regfon the state resides. Federal
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responses vary greatly between regfons and the rules keep
“gvolving® without regard for statute or regulation. (COBRA
amendments helped somewhat, but there are still major problems

with federal interpretations.)

0 Because of the 1nconsistency with thg federal government's
response to waivers, states are concerneé with the stability of
future funding. Although the Administration espouses support, it
continuas to constrain states' efforts to expand the program.

SUMMARY COMMENTS AND RECUMMENDATIONS

In Oregon we belfeve that the following principles should guide the
Congress and the Administration in deliberations on the future funding
and design of services for persons with developmental disabilities and
their famil;es:

0 A1l persons with developmental disabilities, regardless of the
level or cheracteristics of their disability, can clearly benefit

from community-based services.
o The array of community services should include:

o In-home support services to assist families in maintaining
their handicapped children in the natural home.

o Early intervention services to prevent or ameliorate the
initial effects of handicapping conditions in infants and young

children of pre-school ages.
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o Community residential programs in configurations absolutely no

larger than family size.

o Vocational training and employment services that will allow
even persons with severe handicaps to work in integrated
workplaces with necessary support and ongoing supervision.

o Intensive Case Hanagement to assure that community services

respond perscriptively to individual and family needs.

o0 The fatlure to serve certain types of {individuals 1n community
programs (e.g., profoundly retarded, multiply handicapped,
behaviorally disturbed, etc.) 1s the result of either inadquate
funding or the underutilization of existing service technology.
As such tnis failure cannot be Jjustified by saying that certain
disability characteristics preciude an individual's potential to

1ive and be served in community settings.

0 The planning and implementation of community services for persons
with developmental disabilities must occur in close cooperation
with their  families. And  despite the fact  that
defnstitutionalization efforts often face stiff parental
opposition, the track record shows that famflies wil)
overwhelmingly support appropriate community services once they
are in place.

In accordance with the above stated principles, we believe that Congress
and the Administration should proactively adopt a policy and fiscal

direction encouraging and supporting states to phase-down large

10
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congregate care services. States should be given technical assistance
and fiscal incentive’s to develop and expand an array of small community
programs that are responsive to individual and family needs. Specific
’ recommendations {nclude:

o Assigning  administratifon of the ICF/MR and Home and
Community-Based Waiver portions of Medicaid to a Federal agency

whose primary focus is services to the DD population.

o Passing a version of the Community and Family Living Amendments
along basic philosophical Tines expressed in S.873 and H.R. 2902,

o Expressing clear Congressional intent that Federal agencies
negotfate with states as equal partners in converting service
systews to a community base, assuring that the rigid,
overregulated, overperscriptive, and inflexible strategies that
have characterized Federal implementation of the waiver program

are not repeated,

o Easing the transfer of resources from institutional to community
service settings by allowing a “relaxation of rigid “active
treatment" requirements 1n ICF/MRs when such facifﬁties are
targeted for phase-down within reasonablé timelines. This should
include a negotiated process between Federal agencies and states
to maintain adequate staffing and resource levels 1in an
institution to assure the residents' basic health, safety and
protection {in the time period preceeding their relocation to

community programs.
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0 Assisting states with start-up grants to mitigate the fiscal

hardships of “double-funding” 1involved in converting from

institutional to community-based programs.

Allowing states broad flexibility in designing and funding an
array of community services in exchange for a federal cap of
long-term care funds for the DD population tied to indexing based

on population growth and cost of 1iving adJjustments.

Specifying a negotiated process between Faderal agencies and -
states t6 research and document quality of 1ife outcomes involved
in converting from institutional to {ndividual and family-based
community services (e.g., along the lines of Temple University's

Tongitudinal study of the impact of phasing-down Pennhurst, etc.)

Overall reform in the funding and design of services for DD persons

needing long-term care and support is desperately neaeded. Urgent action,

clear policy direction, and courageous leadership is required of Congress

and Federal Agencies to assist states in this endeavor.

Thank you for the opportunity to testify on these issues.

JOT:K
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Figure 1.4
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Senator DURENBERGER. Mr. Skarnulis.

STATEMENT OF EDWARD R. .SKARNULIS, PH.D, DIRECTOR,
MENTAL RETARDATION DIVISION, DEPARTMENT FOR HUMAN
RESOURCES, STATE OF MINNESOTA, ST. PAUL, MN

Dr. SkarNuLis. Thank you, Senator Durenberger, and members
of the Subcommittee on Health. I am pleased to have this opportu-
nity to testify on behalf of the Department of Human Services in
the State of Minnesota regarding Medicaid finances for children
and adults with developmental disabilities. -

As you know, Senator Durenberger, Minnesota has a long history
of involvement in this Jarogram. ccording to a recent study com-
missioned by Lewin and Associates, Minnesota has one-eighth of all
of the ICF/MR facilities in the Nation.

Our written testimony which you have received contains a varie-
ty of facts and figures about our use of Medicaid that we hope will
be of some assistance to this subcommittee and perhaps some other
States as well.

What I would like to do in my brief oral testimony is talk about
real live human beings who illustrate the points that were made in
the testimony we submitted.

There is a couple whose names are Dean and Tina Barr, who live
about a mile from me in Scandia, MN who called on me a few
weeks ago. I suppose because I am the State director of Mental Re-
tardation Services the, thought I might be of some help to them,
Their son, Jason, fell into a backyard swimming pool April 10 and
was not discovered for 10 to 16 minutes. He has all the medical
labels that would normally classify him as among the most handi-
capped children in any of our institutions. He doesn’t walk, he
doesn’t talk, he doesn’t seem to be able to track movements with
his eyes, he doesn’t seem to respond to his environment at all.

Dean is a CPA in St. Paul who has been struggling to ﬁt
through the a%fuish of what has hagpened to his adoptive son. He
and wife, Tina, are trying to find the strenich to support each
other and keep the family intact. And while they are doing this,
thef' are t?ing to reach out for services for their child. They are
ineligible for many programs, however, because their family
income is too high.

Now if they want to place their son outside the home, their
family income is not a i:roblem. But to keep him at home, which is
what they want to do, they will have to wait until there is an open-
ing in Minnesota’s Home and Community Based Waiver Program.
Based on current allocations that we have, that eligibility is unlike-
ly for at least the next year and maybe 2 or 8 years.

A friend of mine, r Deneen, is executive director of a 46-bed
ICF/MR in Wayzata, . Roger has attended about every confer-
ence on mental retardation that he can attend. He has talked with
parents of the people he is serving. Every time we had visiting con-
sultants in the State, he picked their brains and concluded, correct-
}y I believe, that a more normal integrated residential alternative
igrlsgtéh of the people he serves is not only possible but preferable
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Unlike other institutional providers who seem to be devoting
their energies to resisting closure, Roger has been given a directive
by }:iis board to move as quickly as possible to closure of the 46-bed
residence.

They are struggling—his board is—to find alternative funding
for those 46 human beings. They want those people to live in ordi-
nary housing, preferably housing which even the most severely
handicapped person can eventually own, in typical neighborhoods
throughout the Minneapolis area. There is no funding mechanism
available at this time to allow his board to close that small institu-
tion and absorb the interim operating costs which would be neces-
sary, or to accommodate the cost of finding alternative uses for the
building, let alone find the alternative sources of funding such as
the community care waiver for those people to move into.

Mf' daughter works in a day program for adults in Minneapolis. I
would like to sai that it is a real work program of the sort that
David Mank talked about, but under Medicaid that sort of real
work is discouraged. She was out last Wednesday with a young
man from a nursing home, a 85-year-old man, and this was the
first time he had ever been in a grocery store, the first time he had
ever seen cantelope and zucchini and all sorts of things, and he
was excited beyond belief.

Unfortunately, he cannot live in the community, not because we
couldn’t provide the service, but because the waiver formula de-
fenda on cost savings which are not possible with people who are
n low-cost nursing home facilities.

In summarY, I want to say that Medicaid needs to give States
freedom to allow for more normal living and working and leisure
time alternatives. That must be done in a value framework that as-
sures integration, but is not so prescriftive or symplistic that it as-
sumes that all people require certain levels of cost which ignore a
basic strength of the family and neighborhood to support the
person.

Thank you.

[The prepared written statement of Dr. Skarnulis follows:]
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INTRODUCTION

Over the past decade, Minnesota has been in the forefront of innovative efforts
to provide dignified care and habilitative services for persons with mental
retardation. In addition to traditional ICF/MR residential services, the state
supports a variety of community-based services including semi-independent
living services (SILS), family subsidies, day habilitation programs, home and
community-based walvered services, and various work and educational
programs.

Minnesota was one of the first states in the nation to use the Medicaid ICF/MR
program as part of an aggressive plan to deinstitutionalize persons with mental
retardation and to create community-based residential and service alternatives,
During the 1960's, over 6,000 mentally retarded persons llved in Minnesota's
state hospitals (regional treatment centers). By 1877, Minnesota had developed
121 ICPs/MR compared to less than five per state in the rest of the nation.
In the summer of 1988, the regional treatment center population was under
1800. A consent decree emanating from the case known as Welsch v. Levine,
No. 4-72-481 (September 18, 1980), required further reductlon In reglonal
treatment center populations. To meet this mandate, the legislature stressed
transferring regional treatment center residents to ICFs/MR and encouraged
daevelopment of new [CFs/MR.

Although the population of reglonal treatment centers in Minnesota continues
to decline, the total number of persons with mental retardation in long-term
residential care settings, both in regional treatment centers and in the
community, has increased steadily in recent years. In 1978 the average
population in treatment centers and community facilities was approximately
6300, By June 1988 it had Increased to more than 7,100, The per capita
(per 100,000 persons) utilization of reglonal treatment center and
community-based ICF/MR beds in Minnesota has steadily increased from
146.9 tn 1977 to 178 in 1986.

Minnesota continues to be one of the highest state users of ICF/MR services
fn the nation. In fact one-eighth of all the ICFs/MR in the nation are in
Minnesota. Minnesota has more ICF/MR beds owned by for-profit providers
than any other state. By the end of 1988, there were approximately 338
community facilities in Minnesota, certified to serve 5,418 children and adults.
In addition, the seven reglonal center's beds were certified to serve 2,108
persons with mental retardation.

The cost of these programs is high. In 1982 total state expenditures on services
for persons with mental retardation (including state institutions but excluding
public schools) totaled over $175 million. In 1987 the estimated Medicaid
costs for the ICF/MR and Developmental Achievement Center (DAC) program
services alone are over $2268.8 million. This is a function both of high
utilization of ICF/MR services (Minnesota continues to lead the country in
that regard) and high rates of reimbursement.

By 1983 there was growing evidence that the state had relied too heavily
on the ICFs/MR for the care of persons with mental retardation. The
development of new community ICF/MR beds had already passed the 1887
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goals outlined in the Department of Human Services Six Year Plan. Staft
of the Department of Human Services, the Department of Health, and ICF/MR
prodiders estimated that 10 to 20 percent (500-1000) community clients should
be moved to other more independent settings. During this same period, the
Governor's Planning Council on Developmental Disabillties also took a look
at policy alternatives for serving persons with developmental disabilities during
the 1980's and published their findings in Developmental Disabilities and Public
Policy, a Review for Policy-Makers (January 3) § report stresse
the need to develop alternatives to ICF/MR care, but recognized that the
development of service alternatives s directly linked to the avallability of
state and federal funding. As a means of addressing this problem, the Council
and the Legislative Auditor recommended that the state apply for a walver
under section 2178 of the federal Omnibus Budget Reconciliation Act of 1881,
The waiver would enable Minnesota to recelve the same rate of fuderal
financial participation for providing an array of less costly home and
community-based services as the rate for ICF/MR services, as long as the
persons served would otherwise require placement in an ICF/MR,

These recommendations were debated by the 1983 Legislature which then
passed Chapter 312 of Laws of Minnesota, 1983 which authorized the
Commissioner of Human Services to apply for a Title XIX walver to provide
home and community-based services to persons with mental retardation and
to promulgate emergency and permanent rules to Implament the walver,
A moratorium on development of community-based ICF/MR beds was Included
In this legislation.

The policy consensus at both the federal and state level was that limited
resources must be targeted to an array of services If we were to provide
quality care:for persons with mental retardation [n the least restrictive
environment consistent with their care needs. If a state wants to encourage
an array of services to best meet the needs of the persons with mental
retardation, public investments must be carefully targeted to achieve maximum
benefit to the clients within the constraints imposed by limited resources.

Minnesota is obviously well qualified to reflect on the strengths and weaknesses
of Medicaild. Without Medicaid we would not have the level of services
available in our state for people with developmental disabilities and their
families. As Rutherford Turnbull, immediate past president of the American
Association on Mental Deficiency (AAMD), pointed out in his presidential
address (Denver, 1986): "Money reflects policy and policy drives money."
We are well aware that the attention this population receives is at least in
part related to the economic impact of their service delivery system. We
are also aware of some paradoxes. For example, we have learned that less
expensive alternatives may not be less desirable ones. Our state's strategy
in 1983 was one of moving people from state institutions, to community
ICFs/MR to more independent or homelike walver settings (a "continuum"
; approach). In the past two years we have seen thrt such an approach is not
necessary. Sixty children and adults of the 209 moved from our regional
centers last year, have moved directly from the regional centers into waiver
settings. A January report of client movement analysis in the institutions
indicates that at least 25% of those people are authorized for the waiver.

The changes in programs in Minnesota can be summarized simply as a shift
from bricks and mortar to a program of integrated community services.
Separate buildings, that is, state hospitals, ICF/MR community facilities,
DAC and sheltered workshop buildings have been key ingredients in our current
system but our priorities are gradually, and slowly, shifting to the use of
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ordinary housing, generic services and employment programs in the everyday
work place. Persons are integrated into the local community where the entire
community can share in the ownership of the programs and they can maximize
the use of existing services. Persons need specialized services, not specialized
buildings.

While there has been demonstrable progress in moving people into ordinary
settings, there are problems which remain to be addressed. Nearly $100 mfillion
of state and federal money is budgeted on behalf of the 1,800 people In our
state regional centers, and approximately $130 million will be spent on the
5,200 people in community-based ICPs/MR. Of that latter amount, 46 percent,
or $60 million, Is spent on community ICF/MR facllities serving 16 or more
people. Thus, of our total expenditures of $230 million in Institutional and
community residential services, as much as $160 million Is being spent on
people in large congregate care environments, This occurs despite nearly
two decades of attempting to reverse that bias, in a state that is committed
to developing Integrated, community service systems for children and adults
with mental retardation. Why is this so? One reason is that state and federal
fiscal disincentives exist toduy and have existed since the inception of Title
XIX funding for mental retardation services. Even the community care waiver,
which Is an excellent alternative and which Minnesota is aggressively using,
does not allow movement of all people from {nstitutions to family-scale housing.
It continues to be viewed by parents and providers as temporary due to its
"walver" status and requires states to demonstrate cost savings as part of
the formula for approval by the U.8, Department of Health and Human Services.
It is, therefore, not always a true alternatlve to Institutional placement.
In describing Medicaid, Dr. Turnbull refers to "a presumption in favor of
medical, institution-based services to one which favors a developmental,
community-based system... & public policy torn between altruism (doing
what's "right" for people) and custodialism, which malntains dependency."

The following examples from staff in our Department illustrate Individual
problems with current Medicald policies:

The parents of a ten year old child called the Department of Human Services
to inquire about facilities in the state which could serve their daughter. They
wished to keep their daughter at home, but were told by the county case
manager that money was not available, and that they should place their
daughter in a secure environment - an Institution. After visiting these
facilities, the parents requested that their daughter live at home, with respite
care and other in-home supports. Shortly thereafter, the daughter ran away
from home, was sexually assaulted, and was placed in a state institution,
After two years In the institution, we were finally able to use the Home and
Community-Based Waiver to develop a foster home where today she remains,
successfully attending school, visiting home and vacationing with her parents.
Obviousty, this child experienced two years of clearly unneccessary removal
from het community.

In the past, large community residential service providers with a history of
marginal performance were sometimes "maintained", or at least license
revocations were approached cautiously, because of a lack of appropriate
alternatives If closure were to occur. Even more perverse, however, is the
case of consclentious providers of services wishing to voluntarily downsize
or close. We currently have five large community ICFs/MR, serving 50-160
people each, which want to change their services but are unable due to their
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Inability to sustain the interim costs associated with downsizing or closure.
No timely mechanism exists to fund such closures to adjust the amount of
conversion activity needed based on voluntary or involuntary decertification.

One specific example of such a provider is Hammer Residence of Wayzata,
MN whose Board of Directors unanimously voted to close their 46 bed facility.
The Executlve Director, Mr. Roger Deneen, has worked diligently, talking
with the county, the state, facillty staff, and parents to bring about
an agreement which will guide the orderly process of moving the residents
into more appropriate, individualized residential environments using existing
housing in the community. Everyone is convinced of the virtue of the plan,
But, there are no walver openings to move the people into, nor are there
funding mechanisms available under Medicald to allow this non-profit group
to absorb the Interim operating costs which will be necessary, or to
accommodate the costs of finding alternative uses for the buflding.

RECOMMENDATIONS

No attempt will be made here to re-state some of the excellent analyses
already prepared on this subject, With few changes, for example, we feel
that the Robert Wood Johnson Foundation National Study Group on Medicaid
Strategies conclusions, outlined in their January, 1984 report, remaln valid
today. Similarly, the Natlonal Association of State Mental Retardation
Program Directors (NASMRPD), prepared an excellent set of "Guiding
Principles for Evaluating Federal Long-Term Care Reform Proposals" and
"Principles for Reformulating Inter-Governmental Roles,” Mr. Ben Censoni,
the Chairman of the Association's Governmental Affairs Committee has
submitted those documents as part of the NASMRPD testimony, What follows
are specific recommendations or areas of concern that are Intended to
complement the work cited above.

A. Common Need For Continuing Care
T. A simple federal block grant approach to financing continuing care

services for persons with developmental disabilities (and other target
groups, as well) does not account for the increasing need for continuing
care services which states have experienced. While block grants are
enticing to states bocause of thelr service and funding flexibilities,
they frequently result in state refinancing of federal programs, loss
of reciplent entitlement, reductions in service levels, and an fnability
of states to respond to the needs of persons requiring continuing care,

2

One model for restructuring medical assistance proposes that the funding
of services for eligible persons in both the aging and developmentally
disabled populations be separated from medical assistance for acute
care, Combined funding for persons within these two groups, aging
and developmentally disabled, would be classified as "continuing care",
as differentiated from acute care. Concern for our population of aging
Americans {s broad-based and its roots run deep. The opportunity to
_share in the well organized advocacy efforts of such a large and
influential group is very appealing to those of us who work and advocate
with a smaller and more diverse population. .
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The very size of the combined groups, and the aggregate funding necessary
to provide needed care and services for both, offers the potential for greater
stability and permanency in overall support and Improved options for
long-term planning. Certalnly, a lesson that democracy teaches Is that
the size of a constituency can influence the continuity of services provided
to its members. Further, persons with developmental disablilities share
with many of their aging, non-handicapped fellow citizens a long-term
need for care that provides for their basic requirements and protects their
health, safety and human dignity, And, in time, persons with developmental
disabilities - llke all of us - may reasonably expect to join the ranks of
aging Americans themselves,

Aging Americans and those with developmental disabllities do, then, have
a common bond of need and a strong motivation to support medical assistance
restructuring that unites them in a more clearly defined manner &nd
continued funding of developmental disabilities with aging is arguably in
the best interests of both groups. There are, however, additional factors
to be considered in any such proposal.

Persons with developmental disabilities are found among all groups of the
population, from the earliest to the most advanced years of life, Continuing
care, In varying degree, is required by all persons with developmental
disabllities eligible for medical assistance because of their disabilities,
But, in addition, the vast majority of persons with developmental disabilities
require services which assist and support them in developing new
competencles, in enhancing existing skills and in reducing their dependency.

These services, commonly designated "active treatment and habilitation",
provide the opportunities which each of us seeks in our own life . . . the
chance to learn and to grow and to become more capable of controlling
our daily activities and of enjoying the most preclous gift of a free society
— the right to choose.

Should medical assistance for persons with developmental disabiltiies and
for the aging population be combined in a separate medical assistance funding
component, a concept which we support, we urge that the term "continuing
care and developmental services" be considered to describe it . . . and that
the funding reflect both needs.

B. En%iPth ’
edlcald services allow for voluntary funding of people with conditions

other than mental retardation at this time. In order to assure equity,
expanded coverage for people, based on functional criterla rather than
clinical labels, is needed. Eligibility of persons with developmental
disabilities for services within the continuing care area should be based
on the presence of limitatlons in a person's ability to function
independently. Punctional limitations would be defined using the language
of the amended Developmental Disabilities Assistance and Bill of Rights
Act of 1975 (Public Law 98-602), All functional limitatlons would need
to pose a "substantial handicap" to an Individual's ability to function
normally In soclety, Thus, "the term 'developmental disability’ means
a severe, chronic disability of a person whichs

1) Is attributable to a mental or physical impairment or combination

of mental and physical impairments;
2) Is manifested before the person attains age 22

!

i
i
!
?
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3) Is likely to continue indefinitely;

4) Results in substantial functional limitations in three or more of
the following areas of major life activity;

a) self-care

b) receptive and expressive language

c) learning

d) mobility

e) self-direction

f) capacity for independent living

g) economic self-sufficiency ‘

5) Reflects the person's need for a combination and sequence of
special, Interdisciplinary, or generic care, treatment, or other
gervices which are of lifelong or extended duration and are
individually planned and coordinated."

The amendments of Public Law 95-802 change the focus of the definition
from a categorical to a functional one. Thus, the definition no longer
listed specific diagnoses that previously had been used to limit the
definition to those impairments closely resembling mental retardation,
but included any person with a mental or physical impairment that limits
the person's functional ability In certain activities, Furthermore, the
age by which a condition must manifest itself was changed from 18 to

2‘

Care must be taken in developing the assessment procedures and
Instruments employed to determine whether a person has a "substaintial
functional limitation" in any of the areas covered by the definition of
developmental disabilities, The assessment procedures must measure
meaningful skills, employ age appropriate materials, and take place in
the appropriate environmental context. Otherwise the determination
of whether a "substantial functlional limitation" exists will become
artificial and meaningless. ‘

Case Management
any states are moving to provide case management as a service under
thelr state plan. It is the "glue" that provides continuity in services

across providers and over time. Case management should be required
for every applicant for services to assure an appropriate determination
of eligibility and delivery of cost effective, high quality services. The
role of the case manager should include at least the following critical
dutiess

1) Initlal review of each person's application and ranging for the
assessment of that individual's skills and need.

2) Determination of eligibility for continuing care services based upon
the assessment results and whether they found the presence of substantial
functional limitations.

3) Writing of an individual service plan in conjunction with the eligible
person or their guardian which will meet the needs of that eligible person.

4) Selection or development of service providers to implement each
individual's service plan.

5) Refinement and modlification of the individual service plan based upon
input from service providers.



LSt

5
o

D

P

228

6) Monitoring of services as they are implemented to ensure that such
services are of high quality.

7) Periodic reassessment and service plan modification to meet the evolving
needs of each eligible Individual.

Evidence from tresearch and Medicald demonstrations indicates that case
management is an important factor fitting service responses to individual
needs, reducing unnecessary Institutional care, controlling costs, and more
efficiently managing public resources.

Individualized Service Planni
'l‘o ensure that the needs oy eligible indlviduals are met, {t is absolutely

essential that services be deslgned for each individual. Only through such
an individualized, "handcrafted" approach can the wide variation in individual
nead be appropriately addressed. Individual service plans must contain
at least the following components:

1) ﬁt sum;&ary of the assessment results in each relevant area of basic
‘ 8 .

2) Identification of all services needed, including the type, amount,
frequency of services,

3) The providers of each service,

4) The long and short range goals for each eligible person,

8) The methods to be employed in achieving each person's goals.

6) The evaluation procedures to be emfloyed to determine whether progress
has been made in achieving each goal.

7) The dates of future reviews of each individual's service plan.

8) The signature of each eligible individual, or their guardian agreeing
to the individual service plan,

9) The signatures of the case manager and all service providers.

Each service plan should gulde the expenditure of funds. Services which
are listed in the plan will be paid for to the extent specified in the plan.
Changes In service plans control and determine changes in expenditures.

STATEWIDENESS

Tn Minnesota, the administration of the Medicaid program for persons with
mental retardation or related conditions is implemented through 87 county’
agencies. The capabilities of these county agencies to develop or change
services varies significantly and as a result it may take three to four years
to establish services on a statewide or comparable basis. It Is recommended
that a state be allowed to temporarily (up to four years) furnish services
on less than a statewide or comparable basis, provided that such restrictions
are part of an incremental strategy for accomplishing the goals of the
restructuring. This provision would allow Minnesota to avoid the "all or
nothing" effect of these basic Medicald requirements during the Initial
stages of implementation.

CQITBRIA FOR FINANCING
s recommended that a maintenance of fiscal effort should be required

at the federal and state levels. The formula used to determine the amount
and distribute available federal funds must account for the increasing number
of persons needing continuing care and be sensitive to the historical
variations among states in thelr provision of continuing care services.
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Financing policy must support programmatic policies and provide the
flexibility to serve persons In a wide array of service settings based on
their Individually assessed needs. Ongoing stability of federal funds Is
essentlal to assure financlal predictability of federal funding for continuing
care services. Sufficient time must be allowed for states to adjust to new
financing policles to assure that system changes are implemented effectively.

I, SUMMARY
A. Current Medicaid regulations limit flexibility in achieving program goals.

c

D

Por example, Medicald only pays for fixed units of service in ICFs/MR,
so that unbundling these services (paying for two days a week in an ICF/MR
or one-half day habilitation) Is not possible. Medicaid regulations also
specify that ICF/MR reimbursement systems must provide rates which
are reasonable and adeqate to pay the costs which must be incurred be
economically and efficlently operated facilities, The focus {8 invariably
not client-based or individualized under such a system

A more flexible, client-based reimbursement system I8 needed. Some
professionals argue that each cllent has different needs and assoclated
costs and that attempts to develop service levels blur these distinctions,
Others argue that it Is important to remember that service levels are not
developed to prescribe specific treatment, (this must remain a function
of the individual program planning process), but rather to create an
administratively manageable number of payment levels. If each client's
service level was to be reimbursed at a dl?‘;‘erent rate, that would create
a system with over 6,000 different rates in Minnesota. But, would this
be best? Would it be less expensive, given our computer capability today,
to allow a case manager to "build" a time-limited set of services, using
software designed to gulde that process?

We recommend a continuing care and developmental services Medicaid
assistance area. There is a fear that If developmental disabilities Is block
granted, it will be an easy target for the type of capping done under Title
XX. This population (developmental disabilities) is the most vulnerable,
and remain dependent for the longest time, of almost any disability group.
Unlike those in other long-term care categories, they are not "terminally
fll". Unlike those needing acute medical care services (e.g., AFDC), they
are neither cured nor do they grow up and move off the public rolls.

Permit use of MA to fund clearly cost-effective services, We have 250
families receiving state-funded stipends which are designated to help them
maintain their sons and daughters in the natural home. Again, while the
use of funds for this purpose is clearly cost-effective, it constitutes far
less than the demand. The irony is that we will spend $50,000 per person
per year In our regional centers rather than spend $3,000 per year to maintain
those same people in their home. This conditfon is not new, nor Is it unique
to Minnesota. Since the massive infusion of Title XIX funds into institutional
settings In early 1970's we have said:s "Glve us money to improve institutions
In order to get people ready to live In the community," Then we find
ourselves saying, "We'd love to refoer people to the community, but there
aren't any community residences avallable, or money to fund them."



230

A consultant firm which Minnesota hired recently to help develop an
equitable reimbursement system noted that:
i

Federal Medicaid requirements constrain what services can be paid
for and how they must be structured. For example, federal Medicald
requirements constrain ability to pay for supported work in DACs.
However, paying for ICF/MR, DAC, and waivered services through
Medicald saves substantial state and county resources and enables
Minnesota to shift more costs to the federal government, providing
more services overall, It must be decided whather program constraints
Imposed by Medicaid distort program goals to the point that the savings
are not sufficlent to warrant continuing to fund certain portions of
the system, such as DACs, through Medicaid.

It would be nice if Medicald re-structuring could enable us not to have

to make that cholce.
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Senator DURENBERGER. Thank you very much.

I can’t solve all those problems, but I have a thought for the
friend of yours from Scandia who—was it his son who was found in
the pool? You probably know Dana Kruse who is here today. And if
you could get that boy to meet Jenny Kruse, who 4% years ago
drowned in International Falls—and I went to visit Jenny this
summer—it would be kind of nice to get the two of them together
at some point in time, and you can do it through SKIP, and I think
Dana will share some of her experiences and the frustrations. And
that is why I appreciate the fact that all of gou would like to per-
sonalize your testimony as all of you could. And for those who
cannot understand that those of us who are the so-called policy-
makers do share the opportunities that you do every day, we don’t
get it every day, but at least we do share the oggortunitles to meet
some of these incredible families who have been provided with
some unique opportunities during the course of their lives. And it
is from those ﬁarticular experiences probabl}\: as much as from the
researchers who have testified here today that we come upon the
public policy alternatives.

So let me express my appreciation to all four of you for the work
that you are doin% in your respective States and for your testimony
here today. And let me again defer to my colleague from Rhode
Island for specific q'%ﬁstions.

Senator CHAFEE. Thank you, Mr. Chairman.

I {‘ust wanted to ask Mr. Toews one question. He said that what
we have got to do in reforming Medicaid is to remove the institu-
tional bias that you find in the Medicaid system. And, of course, we
have had a series of points made here today. But could you just
perhaps tick off some of the specific tilt that you find in favor. of
the institutional system, some of the points?

Mr. Toews. Yes, Senator Chafee.

Senator CHAFEE. Because you heard the administration testimo-
ny that, well, after all, we have got the waiver. And the waiver
may be a little difficult to obtain, but we are moving in that direc-
tion, and so there is perhaps not as much a problem as you and I
think there is.

Mr. Toews. Well, Senator Chafee, the waiver, which was sort of
heralded as the alternative, I think—and many of us have pinned a
lot of our hopes on that—but when you really look at the imple-
mentation of the waiver, I have never seen a process that is more
regulated and more prescriptive and more paperwork bound than
the waiver.

We have ended up in our State employing a whole bunch of
waiver specialists who sgeak a language that I don't understand at
all, and speak in formulas. And I am supposed to administer the
progrfam, ut half the time I don’t understand; that it has gotten so
complex,

You have to get approval for everything. I mean, the simple
issue I laid out about trying to obtain respite care services for a
certain family who are willing to serve their child at home at less
than half the cost in our State institution, and yet that is not yet
deemed as an allowable cost. And yet the Medicaid Program will
fully fund that person at $45,000 a year in our institution, provid-
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' ir;ged a whole panoply of services that that person may or may not

need.

And I guess when J talk about the institutional bias, the program
overall is still facility driven. It is driven by very traditional no-
tions of facility ba@edy services. When you look at the new proposed
regulations for ICF/MR'’s, there were requirements proposed even
for small programs, under 15 beds, that you had to have profession-
al staff meetings with dentists and pharmacists and therapists and
things like that Kresent at those kind of meetings to develop the
plan of care for that individual,

And, quite frankly, I think that from both a programmatic point
of view and a fiscal point of view, I just think that is absurd.

I guess those would be a few examples I would give of how
insfiitggmnally biased and facility driven the whole program has
evolved.

Senator CHAFEE. Mr. Censoni?

Mr. Censoni. On the same topic?

Senator CHAFEE. Yes.

Mr. CeEnsonI. I guess the best way to explain it is, if I had a
mind—I don’t. I want to make that clear——

Senator CHAFEE. If you had a what?

Mr. Censont. If I had a mind to—but I want to make it clear
that I am not 8oing to do this—to go back to Michigan and to set
up a 100-bed ICF/MR, I could do so rather quickly. I would know
the rules. I know that once I get into that facility, as long as I play
those other rules, I am ioin to have ongoing funding. If I wanted
to go back and deal with a hundred people in an institution, who
are certified—you know, who are living in a certified bed—and
wanted to take them home, there is no way for me to do that.

So that is the essence of the institutional bias. I mean, the rules
of the game are clearly laid out for an institution. That is what
they are built of.

when you want to do things that are noninstitutional in
nature, and the rules change—they are very difficult to get a hold
of; they are very process oriented—you are not quite sure, you
know, when they are going to change. And you do go from a very
secure—and I put that in quotes because you can lose funding—you
can go from a very secure funding base to a very insecure funding
base in the community. And that is the essence of what we mean
by institutional bias.

Senator CHAFEE. Miss Matula?

Ms. Marura. If 1 could add to that, Medicaid, of course, was
begun as a health program. So a health facility, such as an ICF/
MR, 3ualiﬁes for most if not all of its costs to be paid. Those costs
include room and board. Those costs include personal care that is
not medical in nature. , ’

In order to provide any service outside that health facility for the
same client in the home or in another local facility, the waiver for-
bids room and board to be paid. That is number one. Now there is
an institutional bias: The needs are still there, but they cannot be
I)aid. You have to have a waiver to provide the kind of care that is

ess than medical.

So when we talk about waiver, we are talking about waiving the
old health facility rule. We are talking about, in some States, waiv-
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ing eligibility rules. And we can make the person eligible under the
waiver without counting family income at home, but not if we did
not have the waiver.

Senator CHAFEE. Well, yes. But the HHS's answer is, well, we
will give you a waiver. What is your answer to that?

Ms. MaTuLA. You should not hold your breath waiting for it.
[Laughter.]

Ms. MATuULA. It takes a tremendous amount of stamina to apply
for an initial waiver, and it takes the patience of a Saint to go
through a renewal process.

Senator CHAFEE. Have any of Kou experienced a withdrawal of
..—waivers? I mean, previously you had to come up every 3 years for
waiver review.

Mr. CensoNl. Yes. We did lose our waiver in Michigan because
we did not match the cost reduction requirement in the formula,

I want to caution you, we had a slightly different waiver than
most States have, but it was the same concept. And in our case, the
reason that we could not meet the formula on the cost was that
there were two services included in our program by agreement—
everybody agreed—that HCFA later decided we are not allowable
under our waiver. So they took those costs and then saw them as
excess costs and our waiver was not renewed. That is the kind of
risk that I am talking about.

In other words, nobody said we did anything wrong. We played it
by the rules. But because there was an error in the original compu-
tation in the original service arrangement that we all agreed we
could make, we lost our waiver. )

Senator CHAFEE. All right. Fine. Well, thank you. And Dr. Skar-
nulis gave us some examples of the tilt in his testimony. Thank
you all very much.

Senator DURENBERGER. George?

Senator MrrcHELL. Mr. Chairman, I have no questions. I thank
the witnesses. I do have a statement that I would like to have in-
serted at the appropriate point in the record. And I apologize for
missing the testimony of some of these witnesses.

Senator DURENBERGER. Is there objection to introducing George's
statement in the record?

g:o response]

nator DURENBERGER. Without obg’ection, it is so ordered.

I thank all of the witnesses for their testimony.

The next panel is three persons, Dr. Richard Scheerenberger,
past-president and editor of the National Association of Superin-
tendents of Public Residential Facilities for the Mentally Retarded,
Madison, WI; Bonnie-Jean Brooks, executive director, p.ort.unity
Housing, Bangor, ME, and secretary of the National Association of
Private Residential Facilities for the Mentally Retarded; and Peter
Benner, executive director, council 6, American Federation of
State, County and Municipal Employees, St. Paul, MN.

Dr. Scheerenberger?
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STATEMENT OF RICHARD C. SCHEERENBERGER, PH.D., PAST
PRESIDENT AND EDITOR, NATIONAL ASSOCIATION OF SUPER-
INTENDENTS OF PUBLIC RESIDENTIAL FACILITIES FOR THE
MENTALLY RETARDED, MADISON, WI

Dr. ScHeereNBERGER. Well I had submitted a few pages, so I
won't repeat that.

There is certainly nothing occurring in the field in terms of pro-
moting deinstitutionalization that is not being supported by the
National Association of Superintendents and we continue to sup-
port it. We do intend to suggorting the whole deinstitutionalization
efforts, and have done so historically, a lot of us through our own
institutional operations.

On the other hand, I think we have to express some concerns
about the quality of some of the services that are being offered in
the community. And I mention this only from the point of view of,
if we are going to do it, for heaven sakes let's do it right. :

Now I am a little surprised that I am here to represent the asso-
ciation because I have disagreed with title 19 since its inception. I
think it was illy conceived and atrociously administered, and I
have been consistent about that since 1974. But no one out here
was too happy to hear it then, and I am not too sure too many are
now.

So in one respect I certainly would want to support Senator
Chafee 500 percent. And that is, if we are going to fo commuunity
programming, get it out from under title 19 that is. Just forget the
whole damned waiver bit. Just start a total new program. You will
pick up the title 19 dollars.

Now if you take the State institutions today, the handwriting is
on the wall. If there are no changes in the current trends—and I
am talking about abortions, and I am talking about infanticide,
and I am talking about communit;;vﬁrogramming, and I am talking
about an agm% population—there will not be any need for State in-
stitutions in 80 years, because 80 percent of the population now in

the State institutions are adults, profoundly retarded, who are  _

oing to be extremely difficult to accommodate in the community.

t can be done, but I think, as some of you are involved in this real- _

ize, adult programming is a very sad state of affairs in this country
and it is just nonexistent in many cases.

I would like to add that we are probﬁ?”(l)y talking about a quarter
of a million people, not simply the 100,000 that are in State institu-
tions. One of the sidelights and damaging effects of this whole title
19 thing and some of the emphasis on deinstitutionalization is that
mentally retarded people who historically would have gone to insti-
tutions, you will find them now in nursing homes, juvenile delin-
quency halls are just full of them, and have gone through all differ-
ent t of alternative community arrangements. I estimate, con-
servative, that a hundred thousand are living in inappropriate
other institutional settings.

Fifty percent of the people discharged from institutions since
1974 have, in fact, gone to another institution.

I remember somebody getting terribly excited in Illinois because
they closed down an institution. I asked him if he looked at Kanka-
kee. Kankakee had 90 people and they closed the institution. In a

v g
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couple of months, Kankakee had 1,100 people, and everybody was
:xgited because they closed an institution. We played musical insti-
utions.

Like I say, if we are going to do it, let’s do it right. And the best
thing to do is set it up on its own frogram, because the State insti-
tutions will just keep ﬁetting smaller as it is growing unless there
would be a huge switch entry, and you will pick the title 19 dollar
up that way.

Thank you.

Senator DURENBERGER. Thank you very much.

George?

Senator MircHeLL. Mr. Chairman, and Senator Chafee, it is my
pleasure to introduce to the committee Miss Bonnie-Jean Brooks,
who is here to testify on behalf of the National Association of Pri-
vate Residential Facilities for the Mentally Retarded. Miss Brooks
is Secretary of that organization, executive director of an organiza-
tion known as Opportunity Housing, in Bangor, ME. She has had a
very impressive record of participation in matters involving mental
retardation in our State, and we are very proud of her, and I am
pleased that she is here today to testify before this committee. Wel-
come, Miss Brooks.

[The prepared written statement of Dr. Scheerenberger follows:]
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NATIONAL ASSOCIATION OF SUPERINTENDENTS OF PUBLIC RESIDENTIAL
FACILITIES FOR THE MENTALLY RETARDED

September 6, 1986

TITLE XIX AND PUBLIC INSTITUTIONS FOR THE MENTALLY RETARDED

The availability of federal support to public residential
facilities (PRFs) for persons who are mentally retarded has been
highly instrumental to and, in many cases, the primary reason for the
tremendous improvements in the quality of services currently
provided.

First, Title XIX funds enabléd states to increase staffirg
levels significantly. In 1965, for example, the staffiresident ratio
was approximately 1:2; in 1981, it was 2,11:1 (Scheerenbexger, 1965,
1981), Not only was the number of staff increased, but also the
diversity of their training and experience. With improved salaries
and working conditions, the turnover rate was reduced appreciably. It
was not uncommon in the sixties for ae many as 80 to over 100% of
the staff to turn over annually. By 1980, that figure had dropped to
- less than 201 ( Scheerenberger and Jones, 1981), This stability, in
turn, rendered training and experience more meaningful, with a
subsequent improvement in resident programming. Without federal
funds, these gains would have never been realized.

Second, the issuance of regulations and "standards," combined
with both state and federal surveys, produced both attitudinal and
environmental changes which resulted in the elimination of
unwarranted dehumanizing practices and the introduction of principles



associated with the developmental model and normalization.

The fact that these changes have occurred is attested to by the
recent gseries of federal "look-behind" surveys which generally
concluded that, in all but a few instances, PRF services, while not

* always what one would completely hope for, were far from being as
insidious as many had proposed.
1t is fully recognized that the federal government, as well as

most state governments, is confronted with a serious fiscal
gituation. Yet, it is imperative that continued federal
participation be assured, especially since many PRFs receive more
than 50% of their funds through Title XIX. If these monies were

wreduced, it undoubtedly would adversely affect services and programs
since, in all probability, the states would not substantially
increase'thoir contributions. In fact, many states have already begun
to cut positions solely for budgetary reasons (Scheerenberger, 1982).

Futther; reductions in federal funding to PRFs might well prove
equally disastrous to community programming. Most states have a firm
statutory obligation to its institutional programs. The same is often
not true for community efforts. Thus, if PRFs became seriously
fiscally troubled, a state may decide to redirect its community
support back to the institution, This, indeed, would be unfortunate.

Deinstitutionalization is at the crossroads. In the early days
of Title XIX, many states, in order to participate in the program,
placed many people into what, in essence, were alternative
institutional settings, such as nursing and county homes. Over the
years, approximately 50% of persons discharged from PRFS went Eo such
settings. Also, to avert admissions to a PRF, these same resources
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were used ( Scheerenberger, 1981, 1982, 1985). Thus, as both
federal and state governments have come to realize, tens of thousands
of mentally retarded people living in such inappropriate settings
need to be relocated into more community-based, home-like
environments. Combining this situation with the fact that over 90,000
developmentally disabled persons are graduating from high school each
year, many of whom should be 1living away from home, developing an
adequate number of group homes with the prerequisite support services
and vocational opportunities presents a problem of considerable
magnitude,

It is also evident that the existing population in the Nation's
PRFS consists primarily of adult, multiply handicapped, severely and
profoundly mentally retarded persons, many of whom present serious
behavioral problems (Scheerenberger,1985)., These individuals are
going to be extremely difficult to place in an alternative
non-institutional community setting.

In brief, the Association recognizes and appreciates the
invaluable assistance of the federal government over the past dozen
years and urgently requests its continuation in the interest of both
residential and community programming. Also, it is not the intent of
the Association through this statement to discourage, in any way, the
continued advancement and promotion of sound community programming.
In fact, it reconfirms its 1974 position: "The National Association
of Superintendents of Public Residential Facilities for the Mentally
Retarded fully supports efforts toward deinstitutionalization,
institutional reform, and acceptance of a changing role v
(National...,1974, p. 3).
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STATEMENT OF BONNIE-JEAN BROOKS, EXECUTIVE DIRECTOR,
OPPORTUNITY HOUSING, BANGOR, ME, AND SECRETARY, NA-
TIONAL ASSOCIATION OF PRIVATE RESIDENTIAL FACILITIES
FOR THE MENTALLY RETARDED

Ms. Brooks. Thank you.

Mr. Chairman, Senator Mitchell, and members of this subcom-
mittee, I am not going to tell you who I am because Senator Mitch-
ell already did that.

You have it in the copies of our testimony presented for the
record a full description of our association and the community

ency that I direct in Maine. In it you have a summary of the spe-
cific recommendations we made related to problems being experi-
enced with Medicaid.

Mr. Chairman, I would like to spend the few minutes that we
have been allotted discussing the tremendous impact the Medicaid
(Il’rgigram has had on the lives of so many people with mental retar-

ation.

As legislators, you have a tremendous responsibility in allocating
the Nation’s financial resources in the most equitable and responsi-
ble way. The wisdom of Solomon is being asked of you. With that
widsom, we are asking that you look at the Medicaid Program that
serves people with mental retardation. ‘

We could speak to you today about si%niﬁcant statistics relative
to the Medicaid mgrams, but authors of Medicaid research-—some
of whom have n here—have generally not detailed the in-
creased high quality of life that persons receiving title XIX services
have realized through the program, and, further, what life would
most likely hold for them today without Medicaid.

We believe it would be most beneficial for this subcommittee if I
tell you about a few Keople back home in Maine and how dramati-
cally Medicaid has changed their lives, and what life and ongoing
costs would be had Medicaid not touched them through community
based programs.

We want you to be profoundly aware that these examples I bring
are not isolated stories, are not extreme sagas. Stories like these
are being written today in every corner of America where people
are being allowed to grow through the support of Medicaid.

We believe that through active individualized treatment in com-
munity based settings people “grow and go” through the Medicaid

ogram.

I have a friend back home in Maine. Her name is Edith. She
lived in institutions from age 12 to 47. She is now 54 years old. She
has been diagnosed as having severe mental retardation, manic de-
pression, and as being suicidal, self-abusive and assaultive. In 1979,
she lived in a $55,000 a year State facility, being isolated, with re-
straints, being catheterized four times a day, and attempting sui-
cide more often than that.

She told me her main goal in life was to end it. That year 1
moved her to our $47,000 a Kear group home against the advice of
all clinical staff, but with the support of a Federal court master.

Two and a quarter years later she and I loaded my car with her
possessions, and we drove to her new apartment to live with a resi-
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dential supervisor. When she turned her key to let herself in, she
turned off living in a Medicaid home forever.

Six months later she moved to her own apartment, independent
of all internal support. Four and a half years from the time that
she left the institution, I went to a conference in Minnesota. While
I was there Edith called to tell me she had just gotten married.

Yesterday when I left for Washington, her husband put my 40
pound pumpkin in the car and gave me last instructions. In my
wildest imagination I never dared dream dreams such as these for
persons like my friend, Edith. How much she teaches all of us
about our own perceived limitations. n

Do you know that at today’s cost, through the Medicaid opportu-
nity, if Edith lived until age 70 in that institution it would have
cost $2,820,000 to sustain her. As it was, Medicaid spent $182,600 in
a Medicaid community ICF/MR, and in doing so saved more than
$2.56 million.

Yesterday before I left Bangor I received a call from one of my
ICF/MR administrators. He insisted on telling me that it was a day
of celebration, and I must come here to you today with this infor-
mation. At 9 o'clock yesterday, Carla and Donna, two residents
with profound mental retardation and autism were, after consist-
ent phase down, taken off all medication. This speaks for the qual-
ity of life they have come to elqoty, at a drastic reduction in Medic-
aid cost, thanks to a drug-free life. Both had been medicated since
childhood, one since 18 months of age.

When I first met Carla in a State mental institution in 1979, she
was sitting lotus-style in a plastic molded chair in a heavily drug-
induced state. She sat there, unmoving, for. 6. hours..Now. she
drug-free, in a day program, signing and riding on tilt-a-whirls at
county fairs, thanks to Medicaid and aﬁlgressive active treatment,

Since 1979, 18 persons who had lived in institutions from 8 to 40
years, with a dual diagnosis of mental retardation and mental ill-
ness, have come to live in one of our six person ICF/MR and have
left that home to live more freely, less expensively and with a
better sense of self worth and dignity.

Thank you.

Senator DURENBERGER. Thank you very much.

Mr. Benner?

[The prepared written statement of Ms. Brooks follows:]
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National Association of Private Residential Facilities

for the Mentally Retarded ! T -
6400H Seven Corners Place,
Falls Church, Virginia
October 6, 1986 Area Code 703/ 836-3311

The Honorable David F, Durenberger
United States Senste

375 Russell Office Building
Washington, DC 20510

Dear Senator Durenbergert

Thank you for giving us the opportunity to share with the Senate
Subcommittee on Health our experiences serving people through the
Medicsid program.

Enclosed 1is 8 copy of the final five sentences of my prepared
oral statement presented to the Subcommittee on September 19th,

1 ran out of time mid-way through the first of these sentences.
It appropriate, ve would like to have them included in the record
but, wmore importantly, we wish to convey their message to you as
Chairman of this important subcommittee.

Despite the many problems ve and others have identified in the
Medicaid program, it has been, and continues to be, the program
that s primarily responsible for the movement of people from
dependent institutional uttlng to greater self-dependence in
less restrictive environments. er a period of several years it
has demonstrated its cost effectiveness for many others like my
friends Bdith, Carla and Donna, With the changes recommended by
NAPRPMR in the areas of federal look behind surveys, application
of the Life Safety Code, regulatory revision, utilization of the
Waiver for Bome and Comwunity Based Care, and adoption of deemed
status for facilities accredited by the Accreditation Council for
Services for Mentally Retarded and other Developmentally Disabled
Persons, Medicaid could become even more cost effective, Our
reconmendations would also remove some of the insitutional bias
that continues to exist in the program.

States like Minnesota and Maine have demonstrated the difference
Medicaid has made in the lives of people with developmental
disabilities, This must be encouraged nationwide,
Sincerely,

N .

| RET «)('4’..~ l.“)\.‘"f A s

Bonnie-Jean Brooks
Secretary, NAPRPMR
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NAPRFMR WITNESS

Ms. Bonnie~Jean Brooks will testify on behalf of the National Association
of Private Residential Facilities for the Mentally Retarded (NAPRFMR).
Ms. Brooks 1s Secretary of NAPRFMR and Executive Director of Opportunity
- Housing, Inc. in Bangor, Maine. She is also Vice President of the Maine
Association of Private Residential Pacilities for Persons with

Developmental Disabilities, —

Ms. Brooks has been appointed by Commissioner Concannon as a representative
to the Maine Mental Retardation Federal Impact Council, and she also serves
on a Maine Department of Human Services Committee that is rewriting state
ICF/MR regulations. In addition, Ms. Brooks has recently served on a HCFA
Region I Training Task Force, and she chairs the Northeast Region American
Association on Mental Deficiency Division of Private Residential
Facilities, She is currently consulting with agencies and individuals in
ten states who are unable to find appropriate services for their citizens
vho are diagnosed as having both mental retardation and mental illness,

Opportunity Housing provides prescriptive individualized residential, day
‘program and other services, directly or indirectly, to persons with devel-
opmental disabilities. The persons served are primarily residents of Maine
and usually have been diagnosed as having both mental retardation and
mental illness. They generally have presented overwhelming behavioral
characteristice which have resulted in inadequate placement. Opportunity
Housing considers for services only persons for whom no other alternative
is available, because ‘their behaviors are considered too difficult to
manage by other providers.

Opportunity Housing was incorporated in 1979, as a direct result of the
Pineland Consent Decree. During the past seven years, the agency has
transitioned 78 persons from institutions for people with mental retarda-
tion and mental illness, jails, and more restrictive intermediate care
facilities for the mentally retarded to less restrictive residences.
Opportunity Housing, Inc. currently operates two ICFs/MR serving six
persons each, a respite care home that generally serves four persons at a
time, and 25 "specialized projects.” The latter are the individualized
programs, separately funded for each person (many with the assistance of
Title XIX Waivers for Home and Community Based Care), at 15 sites that
house one to four residents each, They also have a small developmental day
program that serves 18 people for whom they are unable to find alternative
day services.

* % ok k %k
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NATIONAL ASSOCIATION OF PRIVATE RESIDENTIAL
FACILITIES FOR THE MENTALLY RETARDED

The National Association of Private Residential Facilities for the Mentally
Retarded currently represents almost 600 agencies in 48 states and the
District of Columbia that together provide residential services to more
than 25,500 persons with developmental disabilities. (That is about 20 to
25 percent of the number of persons living in residential facilities
managed by the private sector identified in the most recent study.) Our
members provide services in a variety of settings., Many operate inter-
mediate care facilities for the mentally retarded (ICFs/MR) and/or
residential settings funded in part through the Medicaid Waiver for Home
and Community Based Care (HCBC). Virtually all of the persons served
utilize Medicaid to cover the costs of physician and hospital services and
for other habilitation services such as physical therapy and occupational
therapy. Social Security programs — Medicaid, Medicare, Social Services,
Supplemental Security Income and Social Security Disability Insurance -
are the backbone of the service delivery system for Americans with develop-
mental disabilities.

The cost of lifetime care for these citizens is beyond the reach of most of
the families in our nation., State and local government and the private
sector rely on Federal programs for financial and regulatory support of
people with developmental disabilities, NAPRFMR supports the role of the
Federal government in providing for the most basic human needs for adequate
food, clothing, shelter, good health, the protection of human rights, and
the enhancement of each individusl's ability to attain the maximum level of
self-dependence possible through therapeutic intervention,

education, training and the opportunity for employment,

Without Medicaid, many people would still be living in the dehumanizing
conditions that existed in institutions before the program came into exist-
ence. Others would have joined the homeless people living on our city
streets — some of whom have been identified as being mentally retarded.

Though its medical roots were viewed with suspicion, the Title XIX Medicaid
ICF/MR program was welcomed by the developmental disability field as an
opportunity to at last develop stable, comprehensive residential programs
that would offer not just three meals a day and a place to sleep, but an
array of services to enable each individual to become as self-dependent as
possible. The ICF/MR program, enhanced by the Section 2176 HCBC Waiver,
has fulfilled many expectations, but with modification it could help many
more people realize their potential and take their place in our society.

The current status of the Medicaid program is well outlined in the report
submitted to Congress by the Department of Health and Human Services in
January of this year entitled, "Policies for Improving Services for
Mentally Retarded and Other Developmentally Disabled Persons Served Under
Title XIX of the Social Security Act." NAPRFMR strongly supports the goal
of HHS stated in that document, "to foster the continuing development of
strategies emphasizing integration into the community, independence and
employment, while still providing support and protection for those persons
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who need such assistance.”" We believe that the Medicaid program, in con-
junction with the federal legislation cited in the HHS report (i.e.: the
Architectural Barriers Act of 1968, the Rehabilitation Act of 1973, the
Education for all Handicapped Children Act of 1975, and the Developmental
Disabilities Assistance and Bill of Rights Act of 1975) are the key to
successful achievement of this shared goal.

As stated in the HHS report, many changes in the treatment of persons with
developmental disabilities have occurred over the past two decades. This
has been an exciting time for people in the disability field. The avail-
ability of funding for educational, habilitation and vocational services
has enabled those being served to progress beyond the greatest expsctations
of families and service providers alike., Active treatment services pro-
vided to those residing in ICFs/MR have expanded to meet new expectations
for the developmental potential of each resident. Many whose early years
were typified by neglect and the absence of programming are achieving new
developmental milestunes through their participation in comprehensive
habilitative programming. The success of young people who have had their
disabilities identified at birth or as soon as possible thereafter, and who
have been provided with early intervention programs and appropriate devel-
opmental services through their school yeArs, have achieved even greater
progress. Their potential knows no bounds as technology improves.

Each year NAPRFMR presents an award to an individual with developmental
disabilities who has been served by a member agency or home and whose
achievements deserve special recognition. Copies of articles describing
our Achievement Avard recipients from the past three years are attached to
this testimony, All of these individuals spent moat of their formative
years in state institutions. Their disabilities were multiple and of such
severity that not even the most optimistic persons could have foreseen how
self-dependent each would become. In each case, the Medicaid program
provided the means to obtain the training necessary to move to successively
leas restrictive settings. They are representative of many who have bene-
fitted from the Medicaid program. Ted Rich, thanks to Medicaid, is now
self-supporting and even pays for the services he receives in the group
home, the place where he chooses to live. Without HCBC Waiver funding,
people 1like Edith Rackliff Brailey and Chuck Reining would not be able to
waintain such a high level of independence. Many others will never achieve
the level of success these three have reached and will require more inten-
sive support just to maintain their achieved level of functioning.

It 1s not difficult to understand the popularity of the Medicaid program
vhen such successful outcomes are reached. This success was not achieved
overnight., There has been a tremendous increase in the array of services
provided since the Medicaid program began. Technology has changed; new
techniques have been developed each year which result in greater client
growth. This 4is not achieved without cost, particularly when serving
people with more severe disabilities who require a barrier-free environ-
ment, health care lifesafety features, and trained staff vho are supported
by an array of professional personnel. Many of the facilities that were
certified as ICFs/MR in the early years of the program did not meet
physical plant or program standards, particularly the large state institu-
tions that have been the focus of attention in Congressional hearings that
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led to the establishment of the ICF/MR program and to the 1look behind
surveys designed to monitor the effectiveness of state ICF/MR survey teams.
The general upgrading to meet standards has included extensive physical
plant renovations., Such retrofitting will be a one time cost,

Results of some look behind survey decisions, adoption of the 1985 edition
of the Life Safety Code without waivers, and some features of the proposed
ICF/MR rule changes are expected to lead to future increases in per-client
expenditures, some of which may not be necessary. NAPRFMR has identified
several features of the Medicaid program which might be modified to improve
the cost-effectiveness of the program. Amendments to Medicaid contained in
the Consolidated Budget Reconciliation Act of 1985 (COBRA) were designed to
address some of the problems, Others are bringing new, unanticipated
problems of their own.

I. Look behind survey results:

Senate investigations of deficiencies in federal standards and of abuse
that has continued to occur in some large institutions, despite implementa-
tion of the ICF/MR program, resulted in federal authority to survey
Medicaid certified facilities to "look behind" the work of state surveyors.
Federal surveyors are identifying deficiencies that require added expendi-
tures. Most of the deficiencies being cited are clear violations of
federal rules and require compliance. Some, however, seem to exceed statu-
tory and regulatory intention and result in expenditure of funds that may
be unnecessary.

One outcome of the federal surveys that arouses particular concern is the
absence of clear criteria for monitoring active treatment serviges.
NAPRFMR members believe that this concept has been stretched well beyond
Congressional intent by some surveyors. To providers active treatment
signifies a prescribed program of interventions ~— generally referred to as
an individualized habilitation plan, or IHP - developed according to
accepted interdisciplinary team processes to meet individualized needs,
which (to paraphrase the Accreditation Council for Services for Mentally
Retarded and Other Developmentally Disabled Persons) specifies the goals
and objectives being pursued by each agency providing services to the
individual and the activities being taken to achieve them; identifies a
continuum of development, outlining progressive steps and the anticipated
developmental outcomes of services.

The activity schedule developed to implement each resident's IHP should
follow the normal rhythms of daily 1ife, and although interventions should
be applied, as appropriate, in each interaction with the resident; this
should occur 1like good parenting in the form of guidance throughout the
day. As in a typical day of school or work, specific times should be set
aside for training in the areas identified in the IHP. There should also
be time for leisure and recreation, and although some of this should be
organized, each individual should be free from formal programming for a
portion of each day. This is not to imply that residents should be neglec~
ted, but staff intervention should occur as parenting would, in the form of
gentle guidance when behaviors indicate that attention is needed. Current
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federal rules permit periods without formal instruction. This should be
retained.

Some NAPRFMR members have been told by Federal surveyors that formal,
planned interventions should occur throughout each person's waking hours,
seven days a week. Such scheduling violates principles of learning and can
be counterproductive when residents rebel against excessive programming.
Requirements for continuous programming are costly and inappropriate. They
not only escalate costs, but defeat the very purpose they are intended to
serve. Each of us needs some time for simple relaxation free from the
stress of responsibilities. Persons with developmental disabilities need
such time as well, Professionals, who must be presumed to pursue the best
interest of their clients; who know the them and have identified their
needs and idosyncracies, must be given the flexibility to provide the
amoun; of intervention that in their professional judgement most benefits
the client,

Problems are also occurring when survey teams cite deficiencies in an IHP
that have not been identified by the interdisciplinary team and for which
there 1is seemingly no evidence of need. While we must assure that resi-
dents are receiving accurate assessments and adequate programming, mandat~
ing training beyond that identified as needed by s qualified team of
professionals is often questionable.

Demands for an increased number of professional staff made by some
surveyors frequently seem tied more to some preconceived notion of what
should be in place in each ICF/MR than to individual resident needs,

II. Application of the 1985 Life Safety Code:

Although NAPRPMR participated in the development of Chapter 21 of the
National Fire Protection Association's Life Safety Code for Board and Care
Residential Occupancies, and urged its adoption by the Health Care
Financing Administration, we also urged that its use be phased in over a
three year period and that waivers be permitted for some specific fea-
tures added to the requirements by the National Fire Protection Association
(NFPA), such as automatic door closures. Our recommendations were rejected
by HCFA. Congress should be aware that this will result in immediate expen-
ditures to retrofit small ICFs/MR that are currently meeting earlier
editions of the Code. Although these will provide added protection, some
mandate more protection than is believed by many to be necessary. The door
closures, for example, are appropriate for rooming houses but not for
family residences which are the model for most small ICFs/MR. Heating and
air ventilation in small residences generally fuction most effectively when
doors are open, since return ducts are not placed in all rooms. More
expensive automatic door closures attached to the home's alarm system will
be required to enable heating and air conditioning systems to function
effectively. Our members tell us that automatic door closures of this type
range from $250,00 to $490.00 per door.

It 41s important to remember that no fire-related deaths have been recorded
in ICFs/MR or, for that matter, in board and care homes that complied with
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earlier editions of Life Safety Code requirements for lodging and rooming
houses. Those fire deaths that did occur were in homes with serious viola-
tions of code requirements.

The original purpose of the special chapter for board and care occupancies
was to recognize the presence of staff to assist persons who were less
capable of escaping under emergency conditions, and thus enable many in
wheelchairs or who require direct supervision to 1live in home-like
settings. Instead, it appears that the new provisions are being applied
very conservatively, undermining the intent of those in the field of
developmental disabilities to design a flexible system which would obviate
the need for sprinklers without requiring people to 1live in sterile,
hospital-like environments.

We hope that with training which will permit and promote less conservative
applications of the Code, our original goal can be achieved and it will
become a flexible tool that will enable people with disabilities to live in
homes like the ones we choose for ourselves and our families.

Despite these initial problems implementing the 1985 Code, it is hoped that
the added costs of compliance will be less over time than would be required
if all individuals who are nonambulatory or incapable of self-preservation
were to be required to live in homes that meet still more strict health
care chapters of the Code. The overall cost to Medicaid in providing
ICF/MR services to people with severe disabilities should ultimately be
less than 1f the 1985 Code had not been adopted.

Some of the unanticipated problems that are occurring as agencies seek to
comply with the stronger fire safety requirements are the result of
inappropriate state actions. It is hoped that they will be resolved in the
near future. Others, 1like the requirement for door closures, are within
the Code itself., NAPRFMR will be working with the Subcommittee on Board
and Care of the National Fire Protection Association to revise Chapter 21
for the 1988 edition of the Code now being drafted. We hope it will offer
improvements over the current system, which is just now beginning to pro-
vide a record of experience on which to base changes. In the interim, a
more gradual phase-in for existing homes and a few waiver provisions would
go far to reduce annual costs.

III. Proposed ICF/MR rule changes:

NAPRFMR has long sought modification of the federal ICF/MR regulations
which will be responsive to the changes that have occurred in the field
since the rules were first published in 1974, The Association strongly
supported the principle which guided development of proposed changes to
focus more attention on client and staff performance in the active treat-
ment process, following a developmental approach to service delivery. The
proposed changes published in the Federal Regpister on March 4, 1986, are
well organized and eliminate repetition of standards that occurs in the
current document. NAPRFMR is generally supportive of the added flexibility
offered but finds a number of the proposed changes unnecessarily restric-
tive., Several would increase the costs of services.
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The proposed provisions most strongly supported by NAPRFMR include many
that will represent a cost savings to the Medicaid program. For example:

o Removal of the requirement that ICFs/MR be required to meet state
nursing home safety and sanitation standards will eliminate the
requirements still applied in some states that result in the addi-
tion of inappropriate and costly features such as drinking fountains
in 1living rooms, sinks and call buttons in bedrooms, and a given
number of linear feet between bathrooms and laundry areas and food
storage and preparation areas. Some states have even prohibited
clients from entering food preparation areas where some of the most
important active treatment programming occurs.

o Flexibility provided in proposed rules that pertain to the governing
body of an ICF/MR would facilitate practices generally in use in the
field today and eliminate the unnecessary administrative require-
ments for some facilities,

o Proposed elimination of the requirement that the administrator of an
ICF/MR be a licensed nursing home administrator or Qualified Mental
Retardation Professional (QMRP) is welcomed because it has been an
unnecessary and costly standard in many homes serving people with
developmental disabilities.

o Liberalization of the requirements for an individual to achieve
status as a QMRP is supported for programmatic reasons, but if
adopted could also eliminate the need for some ICFs/MR to hire
additional, unnecessary staff.

o The proposed use of physician assistants and nurse practitioners to
provide physican services, as permitted by state law, is another
example of a cost-saving step.

o Increased flexibility 4in accessing pharmacy services will also
represent a cost saving for some ICFs/MR by encouraging the use of
community drug stores.

o Permission to use homes that have bedrooms below grade 1level (if
they have a window that is no more than 44 inches from the floor
which can be used as a fire escape) would facilitate the conversion
of existing homes to small ICFs/MR, thus potentially reducing
capital costs,

Provisions which NAPRFMR recommended be modified also include some which
have cost ramifications. These include the following:

o Use of the word "continuous" when describing requirements for active

treatment 4in the proposed rules raised concerns similar to those

" mentioned in the pages 5 - 6 discussion of problems with surveyors

L who require intrusive intervention with clients throughout the day.

If staff were, 1in fact, required to provide intensive programming

every waking hour of every day, costs would escalate significantly,
and probably to the detriment of the residents' progress.
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o The provision which outlines the services that should be directly
provided by each ICF/MR is unclear. If each ICF/MR were required to
hire nursing steff rather than contract for these services as
necessitated by regulatory and client need, staffing costs would
rise considerably for some homes that serve clients who do .not
require daily medical services.

o The implied {nability to 1lease housing would also result in
unnecessary costs 1f agencies are required to purchase all homes
certified as ICFa/MR.

o Proposed rules that would require such things as awake staff on duty
for any client who requires a medical care plan are often unneces-
sary and, of course, costly., Staffing requirements should always be
tied to residents' needs.

o Although physician services would be modified if the proposed rules
are adopted, they are still more excessive than needed for people
who do not have other than routine health care needs., Most people
with mental retardation and related conditions who live in an ICF/MR
require habilitative rather than medical services. They are not i1l
and do not require 24 hour nursing supervision. Requirement for all
professional involvement should be tied to client needs, This
includes the mandate for their participation 4n interdisciplinary
team (IDT) meetings, a costly requirement for professionals 1like
physicians who are highly paid and seldom donate their time, parti-
cularly where they feel it is not needed. The decision to attend
IDT meetings should ultimately be their own.

o The appearance of a proposal that all mattresses used in ICFs/MR be
"fire safe" was met with consternation. This goes well beyond the
already strict requirements established by the National Fire Protec-
tion Association. NAPRFMR understands that fire-safe mattresses are
generally required only in prisons, and that they are uncomfortable
and expensive,

In commenting on the proposed rule changes, NAPRFMR supported some
recommendations that may add to the cost of the program. Of particular
concern 1is the unavailibility of funding in some states to cover the cost
of services or equipment required by Medicaid rules, These include such
things as dental care, eyeglasses, prostheses, special chairs, and even
personal clothing and other necessary equipment. These are not frivolous
items, but necessities that should be reimbursed through Medicaid in gall
states. The provision of these is mandated by ICF/MR rules. The failure
of some states to reimburse such items is inexcusable and is a violation of
the Section 102(a)(13)(E) "Boren Amendment" requirement that states provide
reimbursement which will enable "economically operated facilities.... to
provide care and services in conformity with applicable State and Federal
laws, regulations, and quality and safety standards." The federal govern-
ment should require more than "assurances" that state plans meet applicable
laws and regulations, State Medicaid Plans should be reviewed for compli-
ance with the 1law and none should be approved if they fail to provide
reimbursement for those things required.
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Although data that accurately compare the costs of services in large state-
operated institutions with that in privately-operated programs is difficult
to obtain, the reimbursement of services in the state institutions nation-
wide 1is generally higher than that for the private sector. These differ-
ences become greater in many states following passage of the Section

. 102(a)(B)(E) amendment, which eliminated the requirement that facilities

participating in the Medicaid program be reimbursed on a "reasonable cost-
related basis." Regulations promulgated to implement that amendment also
significantly reduced Federal review of State Medicaid Plans, encouraging
greater disparities in state reimbursement systems. As a result, it is
increasingly difficult for the private providers to cover the costs of
services, creating a disincentive to deinstitutionalization. Care should
be taken to assure that state reimbursement systems do not inhibit the
movement from state institutions to community based living arrangements.

IV, Waiver for Home and Community Based Care:

Though 1imited in scope, the Section 2176 Home and Community Based Care
(HCBC) Waiver enables providers to serve people in smaller community
settings who would otherwise be living in an ICF/MR, ICF general, skilled
nursing facility or hospital. It is used when community services are the
preferred and most effective option. For all but a few, the overall cost
of services is less, and costs are spread over more funding sources, inclu-
ding SSI to pay the cost of housing when people are not served in their
family home, Several provisions of COBRA were designed to facilitate use
of the Waiver. More can be done, however, to enable people to move more
readily from institutional environments to small community settings.

If the HCBC Waiver formula were not so restrictive, it could be used more
effectively to prevent institutionalization. This could forestall the
certification of new ICFs/MR which may well be developed in many states as

" those young adults who have remained at home and attended public school

programs require alternative residential placement. As pointed out in the
January 1986 HHS report to Congress, over the last two decades the increase
in federal support has enabled many families to keep children with severe
disabilities at home that in past years would have been placed in institu-
tions. As these children reach young adulthood, they are no longer
eligible for educational programs and there are few day programs available
to take their place. This puts stress on families who are suddenly faced
with having 24-hour responsibility for their dependent who is disabled. In
addition, these families are aging and will not be able to maintain their
dependents at home indefinitely. BEvery state is facing the prospect of
having to find appropriate housing and services for this population. The
Medicaid program is a logical resource. It should be designed to promote
services in the least intrusive manner possible.

The fact that the Waiver is not permanent greatly inhibits its use by
states that fear termination of funding for people who have become accus-
tomed to being supported in community settings. Many private providers
also hesitate to begin serving people when they know the funding source may
cease at a future date., The burden of telling people that funds no longer
exist to serve them falls on the provider, not on the government entity



262

NAPRFMR Testimony - Senate Subcommittee on Health Page 9

that terminated the program.

NAPRFMR recommends that the Waiver be given permanent status as an optional
program available to states under Medicaid. Encouraging the provision of
respite care under the Waiver would also enable families to delay the out-
of-home placement of people who are disabled.

V. Provisions of CORRA which move the Medicaid program in more
positive directions:

NAPRFMR strongly supported Medicaid amendments included in COBRA which
required HCFA to publish regulations adopting the 1985 edition of the Life
Safety Code in all ICFs/MR, and the more comprehensive proposed ICF/MR rule
changes. We would like to take this opportunity to thank the members of
this Committee who supported those amendments.

NAPRFMR also supported the amendments that: enable states to obtain an
automatic one-year rvenewal of their waiver, extend the waiver reneval
period from three to five years; permit the coverage of optional case
management services; permit the replacement of waiver recipients who die or
become inéligible for services; allow higher income maintenance standards;
cover respiratory-dependent recipients; prohibit mandatory cost savings
when people are served under the HCBC Waiver rather than in a Medicaid
certified facility; and prohibit a regulatory cap on federal financial
participation. Some of these clearly have a price tag attached,

An additional COBRA amendment supported by NAPRFMR is the provision that
added flexibility and will improve services provided under Medicaid by
enabling states that so choose to permanently reduce the number of beds in
state institutions which are found to have deficiencies that are not life-
threatening, This will prevent the necessity of spending huge sums of
money on facilities that ere scheduled to be phased down. If not hampered
by overly restrictive regulations, this provision will enable people to
move to more suitable environments that will encourage growth.

Yet another COBRA provision that will improve the delivery of services to
people with developmental disabilities is the inclusion of a definition of
habilitation services within the HCBC Waiver program. We have urged HCFA
to adopt the same definition more broadly within ICF/MR regulations to
assure that each individual will receive the full range of services neces-
sary to reach their full potential. A legislative mandate may be required
before the Administration will apply the definition to all Medicaid
programs.

VI, Deemed status for facilities accredited by national voluntary
accrediting bodies:

Standards published by the Accreditation Council for Services for Mentally
Retarded and other Developmentally Disabled Persons (AC MRDD) in 1971
provided the basis for Federal ICF/MR standards in 1974. AC MRDD standards
have been modified several times since then and were relied upon
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extensively for the recently published proposed ICF/MR rule changes. In
the Supplementary Information that accompanied the proposed rules, HCFA
stated, "In revising these standards, we have based our proposals primarily
on the accreditation standards published in 1983 by the [AC MRDD], particu~
larly in the Active Treatment Services section of our proposed standards.'

A side-by-side comparison of current draft AC MRDD standards with proposed
ICF/MR regulations reveals close similarities. AC MRDD, in fact, has far
more standards devoted to client advocacy, active treatment, and the humane
and ethical monitoring of intervention techniques, which we feel are pre-
dictive of good services.

NAPRFMR supports inclusion of a provision in Federal law which would enable
nationally recognized accrediting bodies with comparable standards to
establish formal agreements with the Department of Health and Human
Services for the purpose of declaring accredited facilities certified as
ICFa/MR. Medicare law currently allows the Secretary of HHS to deem certi-
fication of a facility if it is determined that a national accrediting body
provides. reasonable assurance that the Medicare requirements are met as a
consequence of such accreditation. Medicaid statute has no provision
comparable to Section 1865(a) of the Social Security Act for Medicare
facilities.

The deeming of accredited facilities would reduce Medicaid costs by elimi-
nating duplicative surveys. We understand that AC MRDD surveys are also
far more cost-effective than are state Medicaid surveys. Both use
professional staff, but AC MRDD uses fewer for each survey and completes
its examination in fewer days. The effectiveness of AC MRDD's sampling
method is thought to be at least partly responsible for the difference.

The Federal look behind process could be used with accredited facilities,

as 1t currently is with those certified by State Medicaid agencies, to
monitor the effectiveness of voluntary accreditation.

Summary of NAPRFMR Recommendations

The following statements summarize the NAPRFMR recommendations contained in
this document:

o NAPRFMR is questioning the decisions of some look behind survey
teams who are citing deficiencies that exceed the reqnirements of
federal regulations, These should be discontinued.

o HCFA adoption of the 1985 edition of the NFPA Life Safety Code
without waivers or a phase in period recommended by NAPRFMR will
result in immediate cost increases in the Medicaid program. Some of
the features which might be waived, most specifically automatic door
closures, are not only costly but are perceived by many to be
inappropriate and unnecessarily restrictive in home-like settings. -

o Many of the proposed rule changes for ICFs/MR will result in a cést
savings to Medicaid, others recommended by NAPRFMR could increase

67-659 0 -~ 87 ~ 9
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the savings without diminishing the effectiveness of the program,
Specific recommendations appear in the body of the testimony.

o The Federal government must assure that State Medicaid reimbursement
gystems cover the costs of services and equipment mandated by
Federal regulations,

o Care should also be taken to assure that state reimbursement systems
do not inhibit the movement from state institutions to community
based 1iving arrangements.

o The Section 2176 HCBC Waiver should be given permanent status as an
optional program available to states under Medicaid, and the formula
should be modified to prevent institutionalization, Jjust as it now
promotes deinstitutiona’iization.

o Respite services should be encouraged under the HCBC Waiver program
to help families maintain their dependents with disabilities at
home, thus delaying or preventing out-of-home placement.

o Federal regulations to implement provisions of COBRA must not be o
restrictive that they impede the intention of Congress to provide
flexibility in the Medicaid program. Specific concerns are cited in
the testimony.

o Deemed status should be provided in the Medicaid program as an
option for facilities accredited by HHS approved national voluntary
accrediting bodies whose standards are comparable to ICF/MR rules.

o NAPRFMR strongly recommends the continuing role of Medicaid in
supporting programs for people with mental retardation and related
conditions that enable them to fulfill their potential and take
their place in society.

Conclusion

There is a growing body of documented evidence that demonstrates the cost-
effectiveness of well managed private residential and supportive programs.
This 1is accomplished despite the differences in reimbursement between
publicly and privately operated programs found in most states.

Our newsletter articles provide excellent examples of the important role
Medicaid has played in enhancing human development and reducing individual
reliance on government support.

The problems we have identified in this testimony are not offered to
provide recommendations concerning elaborate revisions in this complex
program, though we believe comprehensive changes in Medicaid could be
beneficial. What we have tried to do is to identify trends we as service
providers are confronting which seem to be diminishing the cost-effective-
ness of Medicaid. As providers who are responsible for human lives 24
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hours a day, 365 days a year, our focus is often on the present. The
conflicting demands we face today are placing quality services in jeopardy.
On the one hand, the regulations are becoming more demanding, and on the
other we are expected to reduce costs. The two are not compatible.

We respectfully request your careful consideration of our testimony in your
deliberations over ways to improve the Medicaid program. NAPRFMR and our
members will be available at any time if we can be of assistance to you and
other Senate Finance Comnittee Members,

Thank you for your attention.

* k% kX
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NATIONAL ASSOCIATION OF SUPERINTENDENTS OF PUBLIC RESIDENTIAL
FACILITIES FOR THE MENTALLY RETARDED

Septeamber 6, 1986

TITLE XIX AND PUBLIC INSTITUTIONS FOR THE MENTALLY RETARDED

The availability of federal support to public residential
facilities (PRFs) for persons who are mentally retarded has been
highly instrumental to and, in many cases, the primary reason for the
truzg:l:un improvements i{n the quality of services currently
prov .

First, Title XIX funds enabled states to increase staffing
levels significantly, In 1965, for e le, the staffiresident ratio
yas approxinately 112 in 1981, it was 2.11:1 (scheerenberger, 1965,
1981). Hot only was number of staff increased, but also the
diversity of their training and experience. With lnptovod salaries
and working conditions, the turnover rate was reduced appreciably., It
was not uncommon in the sixties for as many as 801 to over 100X of
the staff to turn over annually. By 1980, that figure had dropped to
less than 207 ( Scheerenbexrger and Jones, 1981). is stability, in
turn, rendered training and experience more nuntnitul, with a
subsequent improvement in resident programming. Without federal
funds, these gains would have never been realized.

Second, the issuance of regulations and "standards," combined
with both state and federal surveys, produced both attitudinal and
environmental changes which resulted in the elimination of
unvarranted dehumanizing practices and the introduction of principles
associated with the developmental model and normalization.

The fact that these chmean have occurred is attested to by the
recent series of federal "1ook-behind" uurvo;c which generall
concluded that, in all but a few instances, PRF services, while not
always what one would completely hope for, were far from being as
insidious as marty had proposed.

It is fully recognized that the federal government, as well as
most state governments, is confronted with a serious fiscal
situation, Yet, it is iwperative that continued federal
participation be assured, especially since many PRFs receive more
than 50X of their funds through Title XIX, If these monies were
reduced, it undoubtodli would adversely affect sexrvices and programs
since, {n all probability, the states would not substantially
increase their contributions. In fact, many states have already be
to cut positions solely for budgetary reasons (Scheerenberger, 1982),
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Further, reductions in federal funding to PRFs might well prove
equally disastrous to community programming. Most states have a firm
statutory obligation to its institutional Rrograms. The same is often
not true for community efforts. Thus, if PRFs became seriously
fiscally troubled, a state may decide to redirect its community
support back to the institution. This, indeed, would be unfortunate.

Deinstitutionalization is at the crossroads. In the early days
of Title XIX, many states, in order to participate in the program,
glncod many Yeople into what, in essence, were alternative

netitutional settings, such as nursing and county homes. Over the
years, approximately 502 of persons discharged from PRFS went to such
settings., Also, to avert admissions to a PRF, these same resources
were used ( Scheerenberger, 1981, 1982, 1985). Thus, as both
federal and state governments have come to realize, tens of thousands
of mentally retarded Ieople living in such inappropriate settings
need to be relocated into more community-based, home-like
environments, Combining this situation with the fact that over 90,000
developmentally disabled persons are graduating from high school each
year, many of whom should be living away from home, developing an
adequate number of groug homes with the prerequisite support services
and Iocstional opportunities presents a problem of considerable
magnitude,

1t is also evident that the existing population in the Nation's
PRFS consists primarily of adult, multiply handicapped, severely and
rofoundI{ mentally retarded persons, many of whom present serious
ehavioral problems (Scheeren tger,i985). These individuals are
going to be extremely difficult to place in an alternative
non~-institutional community setting.

In brief, the Association recognizes and appreciates the
invaluable assistance of the federal government over the past dozen
years and urgently requests its continuation in the interest of both
residential and community zrogramming. Also, it is not the intent of
the Association through this statement to discourage, in any way, the
continued advancement and promotion of souad community programming.
In fact, it reconfirms its 1974 zosition: The National Association
of Superintendents of Public Residential Facilities for the Mentally
Retarded fully supports efforts toward deinstitutionalization,
institutional reform, and acceptance of a changing role
(National,..,1974, p. 3).

Respectfully nubni:ted

R.C. schaet‘nbers.r. Ph.D. .
Director

Central Wisconsin Center for the Developmentally Disabled
317 Knutson Drive

Madison, Wisconsin 53704

2
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STATEMENT OF PETER BENNER, EXECUTIVE DIRECTOR, COUN-
CIL 6, AMERICAN FEDERATION OF STATE, COUNTY, AND MU-
NICIPAL EMPLOYEES, ST. PAUL, MN

Mr. BENNER. Thank you, Senator.

My name is Peter Benner. I am executive director of AFSCME
Council 6. We represent 18,000 employees in the State of Minneso-
ta, State and university workers, among whom are approximately
4,600 employees at the State regional centers, State hospitals.

Our union nationally represents over 100,000 workers who care
for ICF/MR residents. You have our statement which we would
like to have included in the record. I will not go over that in detail
other than to summarize a number of our recommendations, and
then I would like to deal with what we have been doing in Minne-
sota with the regional centers.

We believe that a general review of the ICF/MR regulations
should be undertaken to determine the applicability of the current
standards. Arbitrary regulations should be eliminated. The regula-
tions which remain should be well defined and consistent.

Alternatives to the ICF/MR Program should retain the valuable
existing resources and standards. We believe one of the most valua-
ble current resouices are the skill and experience of the workers
ix.ow caring for the retarded in the State and other ICF/MR facili-

ies.

Finally, in terms of recommendations for the future, we believe
&atfa%l parties need to be involved and participate in a change to

e future.

In Minnesota, our State institutions have been under consent
decree now for almost 10 years. Very great changes happened in
those 10 years: many fewer residents, many more staff, costs for
that entire time have continued to go up for reasons that have al-
ready been described.

We are at a stage now where closure of the institutions oneata

time is the probable next step. The politics at the State level of
dealing with a change to the future start to get very difficult, very
tense, when there starts to be losers. We now have caps on commu-
nity ICF/MR beds; private sector providers also are being encour-
aged to decertify bedg

For much of the last 10 years our union and our members in
Minnesota I think have been seen as part of the problem by many
advocates of change. It was said that our members worked in the
institutions, and therefore were incapable of caring for recipients
of our services and had behavior traits and characteristics that
somehow should not be allowed to find their way into the new
system. We obviously disagreed with that. Our members disagree
with that strongly. ‘

Both we, the members of the executive branch and members of
the legislature, and members of advocacy groups, have been trying
to find common ground to move in a new direction, and that has
been a very difficult set of discussions, I think internally within
each of our organizations and between our different organizations.

One thing we are now doing—and we are doing this with a com-
bination of waiver money and funding from the Federal Mediation
and Conciliation Service for labor management grants, labor man-
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agement cooperation—is to get into the business of providing State-
run community facilities that are less than ICF/MR level of care.
Our first home opened just within the last week outside of Thera-
bough, MI, and what we are hopeful that this will do is provide a
common direction for the future which meets the needs of parents
who would like to see their relatives moved out of the institution.
It meets the needs of our members, which allows them to continue
to provide care, and helps deal with some of the double funding
problems that have already been discussed here today.

I would be more than willing to get into this more after the red
light ends. Thank you.

Senator DURENBERGER. Thank you very much.

[The prepared written statement of Mr. Benner follows:]
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Genld W. McEntee
President

Good afternoon, my name is Pete Benner. I am
secremn mavy  Executive Director of Council 6 of the American
Federation of State, County and Municipal Employees,
viee nidens covering Minnesota's state workers,
Ronald C. Alexandet
M‘:’:"""":“‘;"“"’ 1 speak on behalf of 4,000 Minnesota institutional
eliin Con. and community-based workers. Overall, AFSCME represents

Josesh Bl 100,000 workers who care for ICF/MR recipients,
o on o In the past five years increasing scrutiny has been

nAdinas directed toward federal Medicaid expenditures for our

Columbut, Ohlo  pnation's developmentally disabled population,

Emewd Colot Legislators and federal administrators, seeking ways to
seecoten COUnteract the burgeoning federal budget deficit, have
Chiesgo. il pegun examining federal domestic initiatives ‘program-by-

Uwence V. DeCoits program. Many activists in the mental

Abert A, retardation/developmental disability field, disgruntled

AntS N with the disproportionate share of Medicaid funding

,?momm- directed towards large ICF/MR institutiong, have sought

“"”""'m;” ways to retain funding levels while shifting expenditures
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gystems, At the same time, parents and relatives of
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twsrd . kellee 3N attempt to examine the background of the debate
Hursburg.Ps - gyerounding the Medicaid ICF/MR program.

Victor Gotbauy
New York, N.Y.
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foveph £ Mcermol Minnesota has used the ICF/MR program more than any other
Wil & G SEALE O develop community-based facilities, very few
ey vy, severely disabled individuals have been moved to private
DonsldG. Mckee  S@CtOr ICF/MRs. Eighty-five percent of those individuals
Dbl fows  yomaining in the state's regional centers are severely or
JukMedel profoundly disabled.
Russel] K. Okats .

Honoliu, Hawall Currently, through the use of a Federal Mediation
wGombtogut and Conciliation Service grant, our union and the States
seyew. tobes  OF Wisconsin and Minnesota are attempting to use labor-
NewYork, NY. management cooperation to imporve state provided care for

isdeahios the developmentally disabled in institutional and
cuimdw.wety  COMMUNity-based settings. I will discuss this state-

Do houge, 0. Operakted continuum of service later.
Maynard White -
Houston, Texss
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ICF(MR Costs

There is no question a dramatic growth in ICF/MR
expenditures has occurred over the past decade. Few, if any
individuals involved in the day-to-day care of developmentally
disabled individuals though would consider those expenditures an
unwise investment.

It is important to examine why the Medicaid ICF/MR program
appears to be an easy target for budget cutters,

First, there is no hiding the rapid growth in ICF/MR
expenditures over the past decade. As Senator Packwood has
noted, in 1976 the Medicaid ICF/MR program served 89,000 persons
at a total cost of $635 million. 1In 1985 $4.7 billion was spent

providing care and services for 146,000 developmentally disabled
personsg, Second, many critics of the ICF/MR program atrgue that

funding is inequitably distributed. For example, in 1980,
approximately 150,000, or 6% of those with mental retardation
nationwide, received ICF/MR setvices,

Other detractors cite the ICF/MR program as the most costly
component of Medicaid: with ICF/MR recipients constituting only
-7% of the total number of Medicaid recipients, but
simultaneously representing 12% of the total cost of Medicaid.
On..the.surface these statistics would argue for reform of the
ICE/MR program, A cursory view of aggregate data, though, leaves
one with little insight into what the ICF/MR program is actually
providing in 1986,

" ICF/MR Benefits

To fully understand cost allocations in the Medicaid ICF/MR
program, one must examine service recipients and services
received. Moreover, a historical perspective should be added to
this analysis by comparing these factors in their present form to
the same elements a decade ago.

Today, roughly 146,000 individuals receive care and services
under the ICF/MR program. The vast majority of these individuals
are severely or profoundly disabled. Compared to the total
population of mentally retarded individuals, 50% of whom are
moderately to profoundly disabled, over 80% of individuals who
are ICF/MR beneficiaries and who are residing in public sector
institutions are severely or profoundly disabled.

The proportion of institutionalized residents who are
rofoundly retarded has increased steadily from 15% in 1939 to
%7% in i§§2. The number of profoundly retarded individuals' who
were institutionalized actually increased from 51,000 in 1965 to
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68,000 in 1982.(1) Colorado predicts a 15% rise in this
population alone by 1995.(2) Thus, the argument can be made that
public institutions have become primarily dedicated to the care
of profoundly retarded people.

Cost of care for the medically fragile and profoundly
disabled is significantly higher than for groups with lesser
' disabilities regardless of setting. - Thus, the changing resident
characteristics have contributed to higher costs over time.
While fewer developmentally disabled persons received ICF/MR
services ten years ago, the percentage of mildly and moderately
disabled Medicaid recipients was higher. :

Some argue that closure of large public institutions will
greatly reduce ICF/MR costs. This argument completely overlooks
the characteristics of current institutional residents.
Moreover, this argument is not supported by academic studies.
Very few studies document lower cost for community settings
compared with institutional facilities. The federal home and
community~based waiver program, which permits states to provide
home and community-based care if costs are lower than those in
institutional settings, has been opposed by the Reagan
adiminstration because experience nationwide reveals it has been
more costly to provide services in the community.(3)

Comparative studies showing community-based care to be
cheaper than institutional care either compared groups with
different disability levels or different levels of service
provided. Studies in California, Washington and Florida
concluded that community placements are no less costly than
institutional care when all required services are provided and
that significant cost "savings" only appear when specialized
gervices are not provided, are unavailable or "are
underutilized, (4) :

The current body of research documenting cost studies of
care for the mentally retarded, according to the most recent
survey commissioned by the Federal government, cannot
substantiate claims that either institutional care or community-
based care is consistently less expensive., If a cost advantage
exists in the community, concludes the survey, it is due in large
measure .to low effective wage rates.(5) ’

Moreover, as the most severely disabled individuals move
from institutional to community facilities, the overall cost of
care will rise. 1In part, this cost expansion is due to the loss
of economies of scale found in congregate living facilities.
Staffing, medical, transportation and supply costs may all rise
because of this organizational disaggregation. Without effective
federal oversight, cost cutting by entrepreneurs may harm quality
care in the community.

L 2oy e
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In the past decade, behavioral research, technological
innovations, and changing ICF/MR program expectations have led to
higher Medicaid costs. At the time of the ICF/MR provision
enactment in 1971, cost was a secondary factor to Congress. What
was uppermost in the minds of Congresspersons was meeting the
unmet needs of mentally retarded individuals residing in public
institutions. Thus, the ICF/MR program was designed as an
inceative to induce state reform. According to one authoritative
source:

Unlike the ICF-general, the ICF/MR program
was not conceptualized as a means to a cost
savings, but instead as a means to expand
Medicaid coverage to a specific population
whose general quality of care was an
increasing well publicized national
scandal. (6) :

Creation of the ICF/MR program went beyond simply providing
an alternative to nursing home care. Unlike the SNF and ICF
enabling legislation, the ICF/MR language required the provision
of "active treatment" in order to qualify for federal financial
participation. While i1l defined in statute and committee
reports, active treatment has remained a key criterion
distinguishing the ICF/MR program from its nursing home
counterparts. Besides the active treatment-requirement, ICF/MR
regulations raised quality care standards in.public institutions
to levels previously believed unattainable. Though the
development of active treatment has been hampered by lack of
funding for staffing and staff training, recent efforts have led
to marked improvements in treatment delivery.

Compliance with the full ICF/MR regulations was not
mandatory until 1977 and {in the case of some provisions until
1982, Following enactment of the new standards, physical plant
and staffing costs esclat rapidly to meet the impending

" regulations. For example} in 1976, Wrentham State Hospital in

Massachusetts had 2,200 residents and 700 staff. Today, Wrentham
has 700 residents and 2,4Q0 staff members.(7) While staffing. and--
related costs have grown dramatically at Wrentham over the past
decade, active treatment 1s possible whereas in 1976 serious
understaffing problems negated any opportunity for quality care.

Despite the threat of_ Medicaid.funding disallowances, the
introduction of active treatment has developed slowly in some
facilities, Lack of a clear definition of active treatment, the
reluctance of federal administrators to conduct look-behind
surveys, and apparent state ICF/MR compliance led to a chaotic
monitoring process and continual substandard care. In essence,
the physical features of the human warehouses of the past were
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dramatically improved but treatment and habilitation lagged
behind capital improvements in some facilities.

Since a series of Congressional hearings in 1984, the Health
Care Financing Administration has added staff and has conducted
an enormous number of audits and look behind surveys. These
actions have led to tense federal-state negotiations and to
Medicaid disallowances, but at the same time in many instances
residents in institutional settings are now receiving better
care, This emphasis on individual care, as outlined in the 1988
HCFA rule and regulations regarding active treatment, has greatly
benefitted residents but has simultaneously added substantial
additional costs to the ICF/MR program.

Review Process

To understand the problems inherent in the survey process
and the costs involved, let me describe the process whereby a
typical institution is reviewed by federal investigators. Since
most, if not all, large public institutions have been surveyed in
the past several years it is possible to analyze patterns found
in these surveys. .

In 1985, a National Association of Superintendents of Public
Residential Pacilities for the Mentally Retarded (NASPRFMR) study
of look-behind suxveys in 73 facilities revealed that Federal
surveys consistently found a lack of active treatment, and
inadequate participation of professional staff and inadequate
development of behavior programs.(8) State surveyors also
typically found institutions lacking active treatment programs
but, unlike federal surveyors, found nursing and dietary concerns
as the second and third most cited deficiencies. Thus, while
most evaluators agree active treatment is uniformly missing in
most institutional settings, there is little agreement on other
deficiencies and considerable disagreement concerning how to
remedy active treatment deficiencies.

on the surface it would .appear all parties involved in
ICF/MR compliance proceedings are working towards the same goals,
namely improved quality care-for residents. How to achieve that
end generates considerable debate. 1In our experience, federal
surveyors have received a mandate, be it a cost-conscious or a
quality care mandate, to conduct serious surveys and disallow
funds where applicable. Unfortunately, the renewed focus began
without a designated active treatment definition, protocol or
uniform application. As late as the summer of 1985, surveyors
did not use any protocal for surveys in 17 of 73 institutions.(9)
Despite initial setbacks, exhaustive federal sutrveys have been
completed for most public residential facilities.
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While most state mental retardation officials and state
legislatures ultimately cooperate to achieve compliance, these
same state policymakers are examining limited funding sources as
closely as are federal legislators. Increases in developmental
center appropriations may limit road building or advances in
public education. Thus, in many instances, a subtle process of
brinksmanship occurs where parents, advocates and worker
representatives shuttle between.the two parties attempting to
produce an acceptable resolution.

Furthermore, because of budgetary constraints, states for
some time have been trying to close large costly institutions,
The pace of this phasedown has markedly slowed as resident
characteristics have changed. Moreover, methods of developing
and monitoring privatized community-based facilities for
profoundly disabled individuals have not been as easy to develop
as those for mild and moderately disabled persons,

Faced with multiple active treatment deficiencies and
assorted Qualified Mental Retardation Professional and direct
care staff utilization citations, most state administrators must
immediately add considerable staff at all levels, must develop a
viable active treatment plan and must demonstrate that such:
changes are permanent. 1In our experience facilities have had to
add from 100 to 300 FTEs to comply with current active treatment
regulations. In numerous proceedings, in Iowa, Kansas, Wisconsin
to name a few, our union has chosen to actively participate in
the survey process, either requesting specific interpretations
from federal surveyors or consulting outside active treatment
specialists who assist the state in developing correction plans.
In Iowa, for example, AFSCME was confronted with a state
administration reluctant to increase staffing at one
developmental center with serious active treatment deficiencies.
Our union became actively involved in the survey process and
successfully lobbied the Iowa legislatiure for additional
staffing positions which ultimately met Federal regulations.

We believe surveys should be uniform from jurisdiction to
jurisdiction. The development of well defined, consistant
standards that are not arbitrary should be continued. Moreover,
all parties, including workers, should have input in the survey
process.

ICF/MR Program Alternatives

A number of plans to reform the ICF/MR progtam have been
discussed over the past five years., State mental retardation
administrators have recommended capping the overall allotment of
federal ICF/MR dollars in exchange for drastic changes in ICF/MR
regulations and for greater state program flexibility. The
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Medicaid 2176 Waiver program was an attempt to both contain costs
and bypass the need for institutional placement. The results of
the waiver program have not been totally conclusive. Very little
¢lient level information comparing waiver reciplients to
institutional ICF/MR recipients has been forthcoming.

The Community and Family Living Amendments (CFLA) supported
by the Association for Retarded Citizens and championed by
Senator Chafee of Rhode Island was initially designed to rapidly
close public institutions and shift Medicaid ICF/MR funding to
community facilities. Supporters of the legislation highlighted
tremendous cost savings accruing to the ICF/MR program based on
the block grant method of funding. Evidence for such cost
containment has never been documented and subsequent revisions of
the CFLAs have downplayed the predicted cost savings of the
legislation, The amendments would algo allow states to draft
their own regulations, permitting tremendous variations between
states. The lack of uniform standards would create an extremely

-chaotic survey process.

The COBRA provision allowing alternative ICF/MR plans of
correction to be submitted to HHS when non-threatening
deficiencies are found, is, like the CFLAs, a
deinstitutionalization plan without much concern for community
support built into the outcome. Evidence from around the country
indicates many community systems face their own serious
deficiencies.(10) Thus, reductions in ICF/MR funding may prevent
both development of quality community-based service delivety
systems as well as complete development of active treatment
programs in existing facilities.

AFSCME Reform Efforts

Any alternatives to current ICF/MR legislation should retain
the valuable existing resources and standards. These resources
include the skills and experience of workers., Moreover, any
future regulatory flexibility should be built on a strong base of
uniform regulations that guarantee quality care across all

* jurisdictions. - :

In order to increase the number of developmentally disabled
persons who can live in the community and in order to maintain
quality care; our union has promoted for more than a decade the
development of state-operated community-based facilities. For
some individuals, institutions remain the least restrictive
environment. For other severely disabled persons, discrimination
by private sector vendors has left no opportunity for community-
based living. By April, 1986, thirteen states had developed some
form of state-operated community residences for mentally retarded
persong, Colorado, Connecticut, Massachusetts, New York and
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Rhode Island are committed to extensive state-operated community-
based facility systems, Sixty percent of all new community
facilities for the mentally retarded in Massachusetts will be
state-operated.

Rhode Island has recently announced plans to close its
developmental center by 1991. If completed on schedule, Rhode
Island would be the first state in the country without a large
public ICF/MR institution. fThe progress in Rhode Island has in
large part stemmed from an historic agreement signed in 1979
between AFSCME, Council 94 and the State of Rhode Island
emphasizing the least restrictive environment for residents and
transfers without layoffs for workers. All parties in Rhode
Island have worked closely to develop one of the best community
service delivery systems in the country.

State-operated community facility programs permit access to
care, accountability and continuity of care. In general, greater
state monitoring, higher staffing ratios and lower worker
turnover allow a level of quality of care for the most vulnerable
segement of our population.

In my home state Minnesota, and in Wisconsin, through the
use of FMCS funded labor-management committees, we are engaged in
labor-management planning for the development of state-operated
community facilities., In Minnesota several state-operated
community facilities will open in the next several months.
Severely disabled residents currently living in state
institutions will move along with state workers currently
employed in these facilities to the newly created community
homes., A state-operated continuum of care system, from
institutional to community settings and beyond, is not
necessarily a cost containment measure but at a minimum
accountability and continuity of care are insured. .

Our union has conducted numerous seminars for membership
around the country explaining and interpreting active treatment,
Moreover, we have employed and consulted with numerous active
treatment specialists to assist both individual facilities and
state administrators in the development of new policies and
procedures.

Last, the International staff and Council staff from around
the country have actively participated in review proceedings.
Our members are dedicated to the provision of active treatment
for the mentally retarded. As a union we intend to campaign for
the resources needed to guarantee quality care.

* * * * *



Limiting or reducing Medicaid ICF/MR funding will only
produce disastrous results for present and future Medicaid
recipients. As has been mentioned, in some states the number of
severely and profoundly disabled individuals will rise in the
future. These individuals must be guaranteed appropriate care
and habilitation., Now, more than ever, residents are receiving
the care they need thanks to uniform federal enforcement., If
states or the private sector are unwilling or unable to care for
the most severely disabled, then the federal government should
continue to provide that care through the ICF/MR program.
Certainly, the survey process can be greatly refined to guarantee
uniform outcomes. If abrbitrary standards exist, they should be
eliminated, States should be induced to develop qualit¥
continuums of care. Before greater regulatory flexibility
inducements are allowed, though, we must insure existing
regulations are well defined and consistant. Only from this
foundation can uniform quality care be developed.

We must not repeat the problems encountered in the nursing
home ICF industry. For years chain nursing homes operators have
emphasized Medicaid reimbursement rates over quality care. For
years scandals have rocked that industry. Entrepreneurs and
chain operators are now seeking to penetrate the fledging
industry of care for the mentally retarded. The ICF/MR program
was originally designed to make up for the shortcomings of
various states and to shield resident care from unscrupulous
vendors., We must insure future ICF/MR funding will preserve
these goals.
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Senator DURENBERGER. Let me defer to my colleague from Rhode
Island, Senator Chafee.

Senator CHAFEE. Thank you, Mr. Chairman.

Mr. Benner, I would make one correction if I might on your testi-
mony on page 11 toward the bottom of the page. You are referring
to the community and family living amendment sotg)ported by the
ARC and championed by Senator Chafee in Rhode Island. And
then you say, ‘“Supporters of the leg:islation highlighted tremen-
dous cost savings accruing to the ICF/MR Program based on the
block grant method of funding.”

I would demur there. No one, neither I nor any of those who
have been pressing the CFLA Program, the amendments, have
highlifhted cost savings, We have suggested that possibly that is
true. It might well be a fringe benefit, as I have mentioned here in
my remarks, but that was never the driving force of the CFLA.

e driving force for it was that we strongly believe that an indi-
vidual reaches his or her greater potential in a community-based
setting. The costs have not been highlighted. And maybe there are
more; we think there are less. But that is not a highlight of the

program.
Secondly, I would like to refer to what you say on page 18, which
is absolutely true, that Rhode Island is moving ahead, and we have
had an excellent relationship, our State administrators, with the
AFSCME, the State employees. And, indeed, we do have State-run
facilities and it has worked out very, very successfully, emphasiz-

o ingoas you say, the least restrictive environment for the residents.

that has been an extremely happy facility, a happy ‘atranie-
ment, and it has succeeded because not only has the State and the
ple been dedicated—there has been very careful preparation—

ut the State employees have cooperated. '
So I want to express to you, and through you to our State em-
ﬁllg{ees who are members of your association, my gratitude for

Mr. BENNER. Thank you, Senator.

Senator CHAFEE. Thank you.

I want to thank the other witnesses too. . :

Dr. Scheerenberger. I would like to add one comment. I meant to
and then forgot to.

In this planning as we go along, I hope we will revise our think-
ing about the parents. There have been a goodly number of parents
who have taken—and I see no one is speaiing to represent them—
that have taken a tremendous amount of personal and social abuse
in their feelings about what is in the best interest to their young-
sters. And I hope we don’t lose sight of the parents and their feel-
ings in all of this, and that they will, in fact, be a genuine partner

. in whatever decisions are being made.

Thank you. ,

Senator DURENBERGER. Thank you.

George, do you have any questions? .

Senator MITCHELL. Mr. an, I would just like to ask Miss
Brooks, in your written testimony you advocate makinigxe Medic-
aid 2176 waiver permanent. In Maine, has this waiver been benefi-
cial to the delivery of services to the cievelopment’ally disabled, and
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how would a permanent waiver help to improve the delivery of
services?

Ms. Brooks. It would help by cutting down on the amount of
time, bureaucracy and frustration that it takes to regularly renew
the waiver. Maine has just gone through a very difficult period of
time where it thought that due to the COBRA provision, it would
be able to renew its existing waiver, but found that it could not do
that, and it put resource development on hold for a lot of people
ready to move out of the institution because the Federal Govern-
ment found problems with that waiver. We are now in a 1-year ex-
tension. If it were a permanent waiver, we would have just gone on
providing services. ‘

Senator MitcHELL. Do you believe there is a role for large insti-
tutions in the treatment of the developmentally disabled or do you
think that large facilities should be phased out entirely?

Ms. Brooks. I have to remove myself from representing my na-
titgﬁal_association and comment to you as a provider from the State
of Maine. :

I don’t think there is a role. I go to Pineland frequently, and I
have not meét a person at Pineland who I believe cannot be served
in the community.

Senator MrrcHELL. Thank you, Miss Brooks.

* Senator DURENBERGER. I thank all of the witnesses for your testi-
ingny and your patience with this long hearing. I appreciate that a
ot. ,

Our next panel is composed of Ruth Luckasson, the chairperson
of the Legislative and Social Issues Committee of the American As-
sociation on Mental Deficiency, from Albuquerque; and Dr. Colleen
Wieck, the executive director of the Minnesota Governor’s Plan-
ning Council on Developmental Disabilities, from St. Paul, and she
is also Chair of the Public Policy Committee of the National Asso-
ciation of Developmental Disabilities Councils.

Senator CHAFEE. Was there a chartered plane that came from
Minnesota today? [Laughter.] ,

Senator DURENBERGER. Bargain rates from Northwest. We only
have one airline now. ‘ oo o

Senator CHAFEE. Who is home tending the store? «

Senator DURENBERGER. Ruth, I guess you were introduced first.
We welcome you here today. And your statement is part of the
record. You may proceed to summarize it.

STATEMENT OF RUTH LUCKASSON, CHAIRPERSON, LEGAL AND
SOCIAL ISSUES COMMITTEE, AMERICAN ASSOCIATION ON
MENTAL DEFICIENCY, ALBUQUERQUE, NM

Ms. LuckassoN. Thank you very much for the opportunity to
ap'gﬁar before you today.

e American Association on Mental Deficiency is the oldest and
largest interdisciplinary organization of professionals who work ex-
clusively in the field of mental retardation. The total membership
is almost 10,000 professionals nationwide. These professionals are
organized into a number of divisions, including such examples as
administration, legal process, medicine, nursing, recreation, occupa-
tional therapy, et cetera. The Association does reflect the broad
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perspectives of diverse disciplines concerned with the problems of
mental retardation. The Association annually prepares legislative
goals in order to identify issues and positions important to the lives
of individuals with mental retardation.

The Association is committed to supporting the highest standard
of services, training and research in the field of mental retarda-
tion. This longstanding commitment leads us to support the cre-
ation of appropriate community living arrangements and s:ﬁport-
ive services that will enhance the lives of disabled individuals and
al_};c_)w them to participate with other citizens in their home commu-
nities.

Recognizing the human dignity and potential of all individuals
with mental retardation, one of the stated goals of the Association

in its congtitution is ‘“to promote the development of aplpropriate '
community based services for people with mental retardation.”

E The great successes that Congress initiated in creating equal edu-
cational opportunities for children with handicaps should not be
frustrated by now denying adult opportunities to those same chil-
dren. These children are graduating from excellent public educa-
tion programs with the skills, or the preliminary skills, for commu-
nity participation and rich lives, and they are discoveringla resi-
dential service system left over from the days when han 'cap’fied
people were denied full citizenship, removed from their families
and placed in isolated institutions for an entire lifetime without
any sort of educational opportunities at all.

... The history, by the way, has been described by Justice Stevens as
‘grotesque.”

The skills and independence that these children and their fami-
lies worked so hard to gain in school, and the faith and trust of
their families that handicapped children were no longer going to be
] excluded from participation as citizens, require that the adult serv-
*  ice system respond to the real needs of citizens.

- I urge that States be given more funding flexibility as they
create and maintain living arrangements and service systems for
people with mental retardation.

I suggest that the title XIX Waiver Program is not adequate for
all of the reasons that mu have heard today. And in addition, I
would like to suggest that the enlightened State administrators
; that you have had testifying before you today do not represent the
i larger number of State administrators. !
I also urge that the Federal Government not abandon its critical
role in protecting the lives of individuals with disabilities. It is im-
perative that the Federal Government establish and enforce pro-
gram standards and periodic review to assure that disabled individ-
uals have access to habilitation and residential services that are
consistent with the standards of the profession. )

Independent monitoring systems that will protect the rights and
dignity of vulnerable disabled people are essential. And the
i  Federal Government must assure that citizens with mental retar-
r—dation are provided due process protection as they are admitted,
% transferred, and discharged from residential programs. ‘

- A study recently completed in New Mexico suggests that those
very provisions for monitoring and review must anticipate and ac-
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commodate appropriate movement of clients as they progress to
less restrictive settings between community facilities.

The American Association on Mental Deficiency is strongly com-
mitted to a more appropriate system of Federal funding for mental
retardation services, and we stand ready to be of assistance as we
can.

Thank you.

[The prepared written statement of Ms. Luckasson follows:]
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HEARING BEFORE THE SENATE FINANCE COMMITTEE
SUBCOMMITTEE ON HEALTH

WASHINGTON, D.C.

September 19, 1986

Ruth Luckasson
Chair, Legal and Social Issues Committee

American Association on Mental Deficiency

Thank you for the opportunity to appear before you today
and to testify on this crucial issue of how the Medicaid program
can more adequately respond to the needs of individuals with
mental retardation. I am Ruth Luckasson, an attorney and

' Associate Professor of Special Education at the Univers;ty of
New Mexico. I am the Coordinator of Mental Retardation Programs
_at the University. I served as co~counsel for a consortium of
disabilitf professional organizations in Amicus Curiae briefs

before the United States Supreme Court in the recent cases of

Bowen v, American Hospital Association (the Baby Doe case), 106

8.Ct. 2101 (1986), and City of Cleburne v. Cleburne Living

Center (discriminatory zoning against people with disabilities),
105 8. Ct. 3249 (1986). I am also the Chair of the Legal and
Social Issues Committee of the American Association on Mental
Deficiency (AAMD) and I am testifying today in that capacity. I

request permission to submit for the record the 1986 Leqislatl&e
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Goals document of the American Association on Mental Deficiency
as well as the Association's 1984 position paper on community

1iving for individuals with mental retardation.

nghg American Association on Mental Deficiency is the oldest
and largest interdisciplinary organization of professionals who
work exclusively in the field of mental retardation. The total
membership of almost 10,000 professionals nationwide is
organized into divisions and subdivisions in the following
areas: Administration; Communication Disorders; Education;
General; Legal Process; Medicine; Nursing: Occupational and
Physical Therapy; Private Residential Facilities; Psychology;
Religion; Resident Living; Social Work:; Vocational
Rehabilitation; Nutrition and Dietetics; Recreation; and
Community Living. The Association thus reflects the broad
perspectives of diverse disciplines concerned with the problems
of mental retardation. The Association p;epgres legislative
goals each year in order to identify issué; and positions
important to the lives of individuals with mental retardation,
and engages in other activities such as Amicus Curiae briefs and
public education in order to improve the understanding of public
officials and the general public of the needs of people with
mental disabilities. ’

The Association is committed to supporting the highest

- T —— B o e gy L 00 AR L B .10 St .5 73 M. . R\ H A =S M A ..



276

standard of services, tralning and reaearch in the field of
mental retardation. This longstanding commitment leads us to
support the creation of appropriate community living

arrangements and supportive services that will enhance the lives
of disabled individuals and allow them to participate with other
citizens in their home communities. Recognizing the huqqn ‘
dignity and potential of all individuals with ment;l

retardation, one of the stated goals of the Association in its
constitution is "to promote the developmenggof appropriate ‘
community based services for people with m@ncal retardation”

(AAMD Constitution, art. II g.).

The two principal accomplishments in the field of mental
retardation in the last two decades are universal educability
(as reflected in the Education for All Handicapped Children Act
of 1975) and a recognition that the provision of residential and
other services should occur in more normalizing environments and
consistent with the least restrictive environment principal (as
reflected in the Developmentally Disabled Assistance and Bill of
Rights Act of 1975). When it passed the the Education for All
Handicapped Children pct (EAHCA), Congress found that the
special education needs of handicapped children were not being
met, that the children did not have equality of opportunity,
that families were being forced to find services outside of the
. public schools often at qraat,distance~tromwthonfamtlylhomewand e

at their own expense, that the state and local agencies could

{
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not fulfill their responsibilities without additional resources,
and that it was "in the national interest that the Federal
Government assist State and local efforts to providehprograms to
meet the educational needs of handicapped children in order to
assure equal protection of the law"™ (Public Law 94-142, 20

U.8.C. section 1400).

In the Developmentally Disabled Assistance and Bill of
Rights Act, Congress found "(1) Persons with developmental
disabilities have a right to appropriate treatment, services,
and habilitation for such disabilities" and "(2) The treatment,
services, and habilitation for a person with developmental
disabilities should be designed to maximize the developmental
potential of the person and should be provided in the setting
that is least restrictive of the person's personal liberty" (42
U.S.C. section 6010). Congress has recognized these community
living rights on the one hand, but the federal government has
impeded their implementation on the other hand by leaving in
place a funding mechanism that promotes unnecessary

institutionalization.

The great successes that Congress initiated in creating
equal educational opportunities for children with handicaps

should not be frustrated by denying adult opportunities to these

same children. These children are now graduating from excellent
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public education programs with the skills for community
participation and rich lives, and discovering a residential
service system left over from the days when handicapped people
were denied full citizenship, removed from their families and
placed in isolated institutions for an entire lifetime (for a
description of the history of discrimination against people with
mental retardation, a history Justice Stevens described as
"grotesque”, see Ellis and Luckasson 1986a). The skills and
independence that these children and their families worked so
h;rd to gain in school, and the faith and trust of their
families that handicapped children were no longer going to be
excluded from participation as citizens, require that the adult
service system respond to the real needs of citizens with mental

retardation.

Unnecessary and debilitating 1nst1tutionalization must end.
Congress has recognized this. Researchers, scholars, families,
and the disabled individuals themselves have recognized the
‘potential of disabled individuals to live and work in the
community, near family and friends. However, the funding
mechanisms necessary to implement proper living arrangements
have not only lagged behind, but have actually sustained an
outdated model of service delivery, at great cost both

financially and in terms of harm to disabled citizens.

mermboers oo The- federal-government - has-an-important-rola—in-assuring - v

high quality, adequately fundéd services and enVironments for

— .
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all individals with qental retardation, regardless éf age. The
manner in which the federal government exercises that role will
largely determine where mentally retarded people live, what the
quality of their environments will be, what services they
receive, and whether they have opportunities to develop their

potential.

To date, federal funding policy has promoted and supported
unnecessary institutionalization of disabled people. Under
Medicaid, large amounts of money have been available to remove
persons with mental retardation from ;heir homes and communities
and place them in isolated large facilities, but only very small
amounts have been available for support to families so that they
can assist the person in their homes or for other services which
could prevent or postpone out-of~home placement. while séme
flexibility has been available under the so-called waiver
program, it has been inadequate -- the waiver program is a
"waiver" from the program'slprimary direction and operating
presumptions in favor of institutionalization. It is critically
flawed in that it is time-limited, subject to the reluctance of
some state bureaucrats to challenge outmoded but entrenched
institutions, granted solely at the. discretion of the Secretary,
and insufficiently stable to create the trust needed by families
and disabled individuals as they make plans for their Eutures.

'-w~k~~ww~~a~Oven'the~lasb»deoade»members~oﬁ~our»organizahionwasuwellwasWVwu,ww«f

other professionals in the field have gained a great deal of
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experience in creating and operating communit; gervices for
persons with mental retardation. Most of these efforts have been
funded in an ad hoc manner at the state and local level. These
efforts have been studied by social scientists (see especially
the work of Braddock), and we now have a voluminous literature
on the ability of disabled individuals to live successfully in
the community and the ability of professionals to create and
operate community services. I draw your attention to the
Pennhurst Longitudinal Study by Conroy and Bradley and the

detailed recommendations found at the end of the study.

But one of the questions remaining has been whether .
individuals with mental retardation could continue to grow and
learn after they were placed in a community living system. Two

- colleagues and I have recently haq occasion to séudy almost 300
individuals who live in group homes of varying levels of
restriction in Albuquerque, New Mexico. One of the questions we
were interested in was the extent to which these individuals'
residential anﬁ service needs would change even after they
reached a group home. (Traditionally, merely reaching the group
home has been regarded as a successful placement.) We
investigated whether individuals moved "up the ladder” to less
restrictive placements and "down. the ladder" to more restrictive
placements during their time in a community service system. We

calculated the movement rates of individuals who have mental

oo retardation ag they moved from more restrictive  settings to lesg -

restrictive settings within a community service system. Our data
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showed that over a three year period, an average of 23% of-the
residents moved each year to less restrictive iiving
arrangements including independent apartments. Our data showed
an average of 4% of the residents moved down the ladder to more
restrictive placements, including back to the institution. For
our purposes today, I believe that the important point is that
people with mental retardation can grow and learn over time and
that their service needs and preferences can change over time.
Funding mechanisms must recognize, anticipate and even encourage

this flexibility.

I urge that states be given more funding flexibility as
they create and maintain living arrangements and service systems
for people with mental retardation. But'Il also urge that the
federal government not abandon its critical role in protegting
the lives of individuals with disabilities. It is i{mperative
that the federal government establish and enforce program
standards and periodic review to assure that disabled
individuals have access to habilitation and residential services
that are consistent wiﬁh the standards of the profégsion.
Independent monitoring systems that will protect the rights and
dignity of vulnerable disabled people are also essential. And
the federal government must assure that citizens with mental
retardatzon are provided due’procéss protections as they are

admitted, transferred and discharged from residential programs.

O B T T T T her el ek
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Our study suggests that these provisions for monitoring and
review must anticipate and accomodate appropriate movement of

clients between community facilities.

The American Association on Mental Deficiency is strongly
committed to a more appropriate system of federal funding for
mental retardation services and we stand ready to be of
assistance to the Congress in any way we can as Congress seeks
to address this most urgent problem in the lives of citizens

with mental retardation.

e
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Senator DURENBERGER. Thank you very much.

Coleen, it is just great to have you here today. And I don’t mind
tlf!e fact that there are a lot of Minnesotans here. I am proud of all
of you.

STATEMENT OF COLLEEN WIECK, PH.D., EXECUTIVE DIRECTOR,
MINNESOTA GOVERNOR'S PLANNING COUNCIL ON DEVELOP-
MENTAL DISABILITIES, ST. PAUL, MN; VICE PRESIDENT AND
CHAIR, PUBLIC POLICY COMMITTEE, NATIONAL ASSOCIATION
OF DEVELOPMENTAL DISABILITIES COUNCILS

Dr. Wikck. Thank you, Mr. Chairman, and members of the com-
mittee. My name is Colleen Wieck, and on behalf of all the State
developmental disabilities councils, we appreciate the opportunity
to testify on needed changes in the Medicaid Program.

Developmental disabilities councils are in a particularly strategic
position to understand the impact of Medicaid on the lives of
people with developmental disabilities. Our councils are com
of both consumers of services as well as the government officials
responsible for providing services. We understand both the prob-
lems and the potential of Medicaid.

testimony is divided into four sections critical to analyzi
the impact of Medicaid on people with developmental disabli' ities.

First, billions of dollars are spent on Medicaid services for le
with developmental disabilities, but what are the outcomes? ic-
aid may in fact be fostering retarding environments and inactive
treatment. There is no doubt that Medicaid has greatli\; improved
services for people with developmental disabilities through en-
riched staffing and more program resources. However, there are se-
rious deficiencies that more money simply cannot fix. )

Whether the source of information been the university re-
search that we have heard, the State and licensing certification re-
Eg , the HCFA /look behind audits, the A DD reports, or

well Weicker’s /‘report on conditions in institutions, there is a
single thread that runs through all of these reports, and that is at
the individual level, what does the person need and what is the
person actually receiving?

If you look clogely, Medicaid maty in fact be fundin% dependency
rather than independence. It may foster inactivity rather than pro-
ductivity. It may keep people seﬁn&gated rather than encouraginf

ructuring is necessary to ad-
dress these conﬁuences. .

Second, Medicaid is a powerful incentive for out-of-home place-
ments. For those families who have kept their children with devel-
opmental disabilities at home, they a3uickly realize that govern-
ment provides services if the child or adult leaves home. Services to
support families and children always finish last when compared to
funding for institutions and group homes,

Over half of the States are provided family support tprograms be-

amilies first,

. but Medicaid funds services to supplant fam

~ We do have the Medicaid home and community based waiver
program, but that is very limited, and it has flexibility but it does
not really restructure Medicaid. ... .. .

g
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Earlier when the administration witnesses spoke, they talked
about the number of people who were profoundly and severely
handicapped living in institutions. Let me remind you that in Min-

nesota we have 15,000 children who are labeled mentally retarded . .

in our special education classes. We only have 31 of those children
living in State institutions. We only have a few hundred of those
children living in community ICF/MR facilities. The next genera-
tion will not be living in segregated sites. We are already demon-
strating that people with the most profound handicaps can live in
the community.

Third, restructuring Medicaid means facing the tough issues,
making inevitable choices, and enduring some political heat. .

Large Medicaid funded residential services are being down-sized.
Continued reductions are inevitable, and as a result, we have to
face the tough issues, and that is employee dislocation, what to do
with vacant buildings and land, what to do about economic impact,
how to structure a public process, and how best to serve people
with mental retardation and developmental disabilities.

In Minnesota, we have undertaken a study to address these
issues. We do have policy papers that can be used by other States.
We do have to praise Pete Benner and the AFSCME union for
bringing the need into the legislature and allowing us to face the
tough issues.

Fourth and finally, restructuring Medicaid really means catching
the new waves. This is an opportunity to fund both what is needed
and what is possible. Innovation is occurring right now throughout
the United States. We are beginning to talk about real homes, and
that means existing housing units, and making accommodations to
those units. Real jobs, as David Mank mentioned, in the regular
workplace, and real friends, not paid care givers. We are talking
about the real community, not phoney service systems that perpet-
uate clienthood.

Included in my testimony are 10 features of a Medicaid funded
service system and 10 characteristics of a reformed service system.
The Citizen’s League in Minnesota in 1983 really brought these
points out in their report on residential care. And, again, let me
underline, we are trying to strive for truly individualized services.
We need to ask parents and individuals, what do they need? What
do they want? I think the criteria in the future should be age ap-
propriateness—in other words, would you rr I do something similar
to these activities. Let me assure you that there is a lot of peg
boards and a lot of stacking rings that we would not be dealing
with as adults. L

I want to inform you about the functional nature of tasks. In

other words, if the person weren’t doing it would someone else who

is paid be doing that, and also the opportunities for interaction
with people who aren’t paid care givers in the regular community
setting." ‘ ‘

Thank you. .

[The prepared written statement of Dr. Wieck follows:]

&



286

TESTIMONY SUBMITTED
. BEFORE THE
SENATE FINANCE COMMITTEE

SUBMITTED 8Y
THE NATIONAL ASSOCIATION OF
DEVELOPMENTAL DISABILITIES COUNCILS

COLLEEN WIECK, PH.D.
VICE PRESIDENT NADDC
CHAIRPERSON NADDC PUBLIC POLICY COMMITTEE
EXECUTIVE DIRECTOR, MINNESOTA GOVERNOR'S PLANNING
COUNCIL ON DEVELOPMENTAL DISABILITIES

September 19, 1986

67-659 0 ~ 87 - 10



286

Developmental Disabilities Councils across the country are in a
particularly strategic position to understand the impact the Medicaid program
has on the millions of Americans with developmental disabilities. Their role
as planners and advocates brings them into daily contact with the problems and
potentials of Medicaid.,

NADDC appreciates the opportunity to discuss the impact the Medicaid
program has on people with developmental disabilities and to suggest ways to
restructure the proyram to meet the real needs.

1. BILLIONS OF DOLLARS ARE SPENT, BUT WHAT ARE THE OUTCOMES? MEDICAID MAY
FOSTER "RETARDING ENVIRONMENTS® AND “INACTIVE TREATMENT" -

We know a great deal from the research literature about the differences
between institutional and community-oriented care for people with

developmental disabilities. Medicaid tends to fund and upgrade institutional

care.

Despite the investment of billions of dollars in such facilities, studies
unanimously conclude that community care is more humane, results in startling
improvements for individuals, is more closely aligned with Constitutional
principles and is more cost effective than institutional care.

The damaging effects of institutionalfzation on people with developmental
disabilities are well documented. Institutional conditions have led to
Tawsuits in several states including Minnesota (Blatt, 1973; Blatt and
Kaplan, 1966; Flint 1966; Goffman, 1966; Halderson v. Pennhurst, 1977; and
Taylor, 1977.) 1In a 1977 accreditation survey of 48 state mental retardation
facilities, 35 fafled the test of minimal treatment quality, failing for the
following reasons: (a) excessive use of chemical restraint and physical
seclusion; (b) the impersonal nature of the physical environment; (c)
excessive crowding tn living spaces; {d) failure to provide comprechensive,
interdisciplinary initial and periodic evaluation, program planning and
follow-up and lack of developmental services; (e) lack of use of direct care
personnel in training residents in self-help skills; and (f) fatlure to employ
sufficient numbers of qualified personnel in direct care, medical, socfal,
therapeutic, psychological and vocational training services. (Braddock, 1977)
In April of 1986,the Senate Subcommittee on the Handicapped released a 250
page report showing that times have changed very little since the above
findings and, in fact, some of the institutions visited were reminiscent of
the appalling conditions of the 1950's and 1960's, s

A number of studies have reported positive attitudes toward community
1iving on the part of deinstitutionalized persons and their parents, The vast
majority of individuals expressed satisfaction with their placements in
contrast to thetr feelings about institutional 1ife, (Scheerenbergér and -
Felsenthal, 1977; Edgerton 1967; Edgerton and Bercovici, 1976; Aninger and
Bolinsky, 1977; McDevitt, Smith, Schmidt and Rosen, 1978; and Birenbaum and
Seiffer, 1976).

s
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The third major body of research attempts to differentiate between
varfous types of institutional and community facilities and to identify the
factors responsible for changes in residents' behavior and progress, Overall,
the attributes which have been found to produce gains in adaptive behavior and
general developmental growth are MORE LIKELY to prevail in smaller community
facilities, Attributes include: individualized attention (Baroff, 1980);
resident-oriented care practices (Balla, 1976; Baroff, 1980; King, Raynes and
Tizard, 1971; and McCormick, Balla and Zigler, 1975); existence of personal
effects, privacy in bathrooms and bedrooms (Balla, 1976 and Baroff 1980);
community exposure and social interaction (Crawford, 1979 and Baroff, 1980);
and experienced, trained direct care staff (Dellinger and Shope, 1978 and
Baroff, 1980.)

There should be no doubt that smaller, home-like settings are preferable
to large congregate ones in the face of such evidence.

11, MEDICAID IS A POWERFUL INCENTIVE FOR OUT~-OF-HOME PLACEMENTS

For those people with developmental disabilities who have never been in
an institution, we discover anotherr major and cruel effect of Medicaid. Faced
with fnadequate resources and commmunit supports, families are presented with
powerful incentives to send their children away in order to receive Medicaid
reimbursed services, Compared to the billfons spent on out-of-home
plac:ments, less than 1% of the funding 1s designated for family support
services.

There have been several studies on the effects on families when they have
children with disabilities with respect to family structure (Fotheringham &
Creal, 1974; Beckman-Bell, 1981; Paul & Porter, 1981; Willer & Intagliata,
1984; McCubbin, Joy, Cauble, Comeau, Patterson & Needle, 1980; Turnbull,
Summers & Brotherson, in press); stress (Wikler, 1981; Shag!ro. 1983) and
coping (Wright, 1970; McDaniel, 1969; Neff aned Weiss, 1965), Accurd1ng to
several investigators (Gruppo, 1978, Minde, Hackett, Killon & Sl{iver, 1972
Heisler, 1972), families of children with disabilities go through stages
simflar to the reaction to death. Despite improvements in services over the
last 50 years, the major family problems have not changed (Farber, 1979),

' Other research notes that services which support the famfly and child in
the natural home have finished last when compared to other deinstitutionaliza-
tion services (Loop and Hitzing, 1980), Disabilities create financial
hardships for families because of costs for adaptive equipment, medication,
therapties and lost income due to care-giving responsibilities., Family
subsidies can be of great help in meeting these costs (Turnbull and Turnbull,
in press; Patterson and McCubbin, 1983; Boggs, 1979; Moroney, 1981).
Traditionally, however, {n large measure due to the Medicaid program,
resources become available once the handicapped child leaves home (Horejsi
1979), substituting for, rather than supplementing the family (Moroney, |9f9).

In reviewing the policy blases regarding supporting and not supplanting
the family, one of the largest concerns 1s that policy makers are torn between:
the desire to provide for needy persons and the fear of creating uncontrolled
programs, Policy makers are faced with questions of eligibility; whether to

-2-
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relate benefits to the characteristics of the family or to the level of
functioning of the child with a disability; how to coordinate subsidies with
tax policy; how to coordinate with other income maintenance programs; how to
balance the competing demands for funds from state institutions and well-
established community programs. In addition, providing stable family support
occurs in the unstable context of society where there are dozens of political,
economic, social, cultural, technological, psychological and demographic
variables affecting 1iving arrangements.

In spite of these barriers, however, more than half of the states have
sdopted family support programs, Research supports what we see as the obvious
benefits of family sugport: development at home 1s better (Poznanski, 1973); a
family provides social development and emotional security (Schield, f976);
children with disabilities have & risht to be a member of a family (Vitello,
1976); and habilftative family care includes care, training and supervision in
a planful manner (Horejsi, 1979).

The rising cost of resfdential placements has intensified the search for
alternatives to out-of-home placements and a “rediscovery” of the family,
While some argue that by focusing on cost, attention is shifted from civi)
rights and humanitarian concerns, the economics cannot be dismissed, While
the states are struggling to find ways to provide family support services,
Medicaid continues to offer only family supplantation services.

It should be mentioned here that the Medicaid Home and Community Based
Care Waiver 15 an excellent approach which has begun to address the need to
support rather than supplant families, However, the services under the waiver
need to be dramatically increased and eligibility expanded. Expandin? the
watver should be viewed as a stop-gap approach and policy makers should bite
the bullet and solve the larger structural problams and totally eliminate the
institutional bias of the Medicaid program.

I11, RESTRUCTURING MEDICAID MEANS TOUGH ISSUES, INEVITABLE CHUICES AND
POLITICAL HEAT

Downsizing of large facilities, whether they are institutions or community
residential facilities, is inevitable,

The nasir 1ssues remain the same: what to do with buildings; what to do
with employees; how to mitigate the economic impact of the change; how to
involve the citizens of local communities in a public process; and how to
1:plem?nt the solutions., [ hope to present some answers on how to approach
these issues,

During the 1984 Legislative Session, the Minnesota DD Council of the State
Planning Agency was given lead responsibility to conduct a study and propose &
plan for state hoigitals precipftated by (1) the sudden closure of Rochester
State Hospital, (2) the Title XIX Home and Community Based Waiver which called
for additional reductions in the mental retardation units, (3) the Welsch v,
Levin ggngang Decree, and (4) the proposed reorganization of the state

ospital system Ey %ﬁo Department of Human Services. Efght reports answered
specific questions posed by the 1egislation. The study that we conducted
involved all stakeholders and resulted in legislative action. 1 have brought
copies of the executive summary of these reports for the committee.

-3-



289

The first priority in planning must be the individuals who are served, amd
the states must undertake {ndependent verification of fndividualized needs and
services to meet their needs. Other issues also need attention, such as
economic impact, employee displacement, and alternative use of buildings. I
offer the following suggestions based on Minnesota's experience as you
consider ways to restructure the Medicaid program and address the tough issues.

A. Alternative Uses of Buildings

Alternative uses of buildings must receive attention. One option for
those in disrepair is to declare them surplus property, Our analysis shows
that many states do not excel at disposing of surplus property. Generally
speakin?. state agencies report that they do not save money by using state
hospitals for other government uses, due in large part to the condition and
age of the buildings, energy and renovation costs.

Of the 31 institutions reported closed natiorwide, none has been purchased
by private industry., Over half have been converted to other types of
institutions, e.g., corrections, veterans, gerfatric apartments, colleges and
religious organizations,

States should have a systenwide capital improvement planning process that
recognizes long-term space requirements and the condition of the buildings.
Remodeling should be avoided 1f the buildings are destined for closure.
States should declare such buildings as surplus property, and demolish, if
necessary, any buildings in poor condition,

States should develop an aggressive, coordinated marketing strategy for
all potential alternative uses of large facilities, Specific decisions will
require the active involvement of state, county and local agencies, and
affected conmunities. States should ease any constraints on the sale of state
property to the private sector, .

B. Impact on Public Employees and Local Communities

A critica) area to focus on is the employees of institutions, Most
legislative bodies are very concerned about the effects on the employees
should a state facility close, States should gather information about the
projected displacement of state employees because of deinstitutionalization,
and the extent to which displacement can be mitigated through attritinn,
retirement, retraining, and transfer. The state should also survey state
facility empioyees to determine future career choices,

Institutional closure can significantly affect a community's economy., The
smaller the community and less diverse its commercial or industrial base, the
greater the impact of any closure or downsizing, Economic impact {s not only
a function of where employees live and spend their money but also where they
work in terms of commuting distance.

For purposes of Minnesota's report, there are three economic impact
areas: 1? the primary impact zone is where 50% of the employees 1ive; 2) the
secondary impact zone is where 75% of the employees live (1nclud!ng the
primary impact zone); and 3) the regional impact area {s where at least Y0% of
the employees 1ive and includes both primary and secondary zones,

4.



290

We looked at the direct effect of hospital employment (employment as a
percentage of total area employment; payroll as a percentage of total area
wage and salary income; and estimates of unemployment by county); indirect
employment loss; state hospital purchases; effect of resident/patient
spending; and effect of visitor spending.

States should develop alternative economic development strategies which
require a cooperative effort between state and local officials, Economic
impact zones may be one way to handle this issue in the future,

C. Public Opinfon and Citizen Input

Public opinion and citizen concerns must be heard and a process developed
to elicit them, Some strategies are: 1) holding town meetings in each
affected area; 2) soliciting letters from the public and interested parties;
3) establishing an 800 phone number for a call-in day; and 4) distributing
monthly bulletins on progress to announce meetings to interested individuals
and organizations,

States must anticipate and plan for the economic chain reaction
characterized by direct loss of institutional jobs, indirect loss of jobs
because of slowed fndustrial growth, lowered gross community income, reduced
retatl sales, closed stores, fewer families, underutilized schools, increased
taxes, higher utility costs, depressed housing market, and rising

unemployment,

States must develop a process for public involvement during closure or
reallocation of resources to gnvcnt these factors from being barriers to
impiementing a deinstitutionalization policy.

D. Balancing the Cost Factors

In ?oneral, fifteen (15) years ago, the care given in institutions was
custodial, and the cost per day was extremely low. Court cases and federal
standards resulted in better staffing. Costs increased. During this time,
people with developmental disabilities were novin? to the community but costs
continued to increase in institutions because: 1) the fixed costs were higher
due to fewer residents; 2) remodeling and construction occurred across the
United States to meet federal ICF-MR standards; 3) staffing increased or
stayed level in order to reach ratios; 4; unionization of public eugloym
occurred which led to higher salaries; 5) inflation had an impact; 6) the
proportion of residents with severe/profound mental retardation increased as
people with lesser handicaps left; and 7) indirect costs were added such as
overhead and other state administrative costs in order to maximize federal
financial participation,

During this same period the number of group homes in the community
increased dramatically, the ownership patterns ranging from family, nonprofit,
grofit chains, or systems, Family operations are the least expensive,

omnhy residential facilities now serve all ages and all types of handicaps
but the proportion who are most dependent is slightly lower than {nstitutions.

Average per diems should not be compared between institutfons and
community facilities because costs vary by type of resident (age, level of
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independence, services needed, and staffing needed). Children are always more
expensive than adults., People with more severe handicaps are more costly
regarJdless of setting, Per diems do not contain the same items. No standard
chart of accounts or cost accounting system exists, There'are several ways of
determining costs which produce different outcomes in cost studies,

Some other important conclusions from past cost comparison studies are:
1) casts do not differ if both types of clients are truly provided the full
array of needed services; 2) by adding in day programs and medical services,
the difference narrows; 3) we need to add in the issue of “family" that
provides care: the family may be the most cost-beneficial approach; and 4)
reallocation of funds must be considered if numbers of people keep moving out
of institutions,

The Pennhurst study concluded that: 1) state salaries and fringes are
higher than community salaries and fringes; 2) community staff spend more
hours of direct staff time per client than Pennhurst staff; 3) there is a
greater division of labor in state hospitals--more management, more
specialists, and more medically oriented staff (commnity staff do more
Jobs); 4) savings tn community are due to use of generic services; 5) how long
will we expect a low paid, transient work force to serve people with more
severe handicaps in the community? 6) rather than say community services are
cheaper, we should say that we get more staff time for the money; and 7) some
institution programs are less expensive than community; most institutions are
more expensive; average per diem reflects a wide range of people,

E. Options and Recommendations

There are four options presented in Minnesota's report, They may be seen
as steps in a plan toward closure or as discreet decisions.

1

2) Decentralize the state hospitals and begin state-operated,

community-based services.

3) Increase efficiency and introduce elements of competition in all state
hospitals/institutions,

4) Close one or more state hospitals/institutions,

3 Keep all state hospitals/institutions open but downsize them,
)

The first option, downsizing, has effects on employees. Criticil areas
to plan for include: (1) projecting the number and types of staff reductions;
(2) emphasizing natural attrition rather than lay-offs as a first option; (3)
making early retirement attractive; and (4) adding medical {nsurance benefits
for people until they reach age 65 years, This option is also less expensive
than layoffs.

Downsizing also has effects on buildings and energy use. The demand for
1iving space goes down, yet capital costs will continue for remodeling/
renovation., If the residents can consolidate 1iving space, then selected
buildings can be declared surplus and sold, rented, or demolished.

The second option, decentralizing the state hospitals/institutions, could
{nvolve Yooking at Rhode Island's approach in beginning state-operated,
community-based services. In Minnesota, the American Federation of State,
County and Municipa) Employees and the Department of Human Services prepared
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proposals to follow this option.

Decentralization has effects on residents and empleyees. Individuals
continue to move to the community. Employees can bid on positions in
comunity settings and can be covered under collective bargaining and pension
glons. etraining would be necessary. Space needs would be reduced.

roperty can be declared surplus. The state might fncur new capital costs in
the community or existing housing could be used. Economic impact can be
dispersed depending on relocation of residents.

The third option, improving the efficiency and effectiveness of state
hospitals and introducing elements of coagotition. includes having: 1)
management information systems in place; 2) state hospitals generate revenue .
as a function of services rendered; 3) each state hospital be responsible for
program mix, budgeting, marketing, and rate setting; 4) no catchment areas;
and §) counties and case managers be responsible for payment of service,

Improved efficiency has the following effects: 1) Individuals and counties
would have choice of using state hospitals at a prenegotiated cost of service;
2) State hospitals would still be under the same polictes; 3) There would be
more need for flexibility than civil service currently allows. . Employees
would be trafned and transferred based on need. 4) Each state hospital would
have control over buildings. There would be an fncentive to conserve; 5)
Proceeds of sale of property would revert to state hospitals; 6) Rental value
would approach fair market value; 7) Per diems would reflect true costs.

States need to be cautious about using this approach. There 1s concern
about “dumping® most difficult clients (“"creaming”) or not providing service,
Ninnesota has up to this potnt not rqocud clients. True competition may not
be possible dependent upon each state's rate setting mechanism. Counties may
have differing capacities to handle these new responsibilities,

The final option, closure of institutions, while it uitimately should be
the goal, 1s extremely difficult to do as a first step since there 1s little
political or financial incentive to close them. Terminations are usually
accompanied by a budget crisis and/or an {deological struggle, There is a
lack of systematic evaluation studies to determine impact of closures.
Closure usually does not occur because instant opposition is galvanized and
the forces of incrementalism encourage most ?rogrm to grow rather than be
terminated. States should first hypothetically close their institutions and
assess and plan for the impacts as was done in Minnesota.

IV, RESTRUCTURING MEDICAID NEANS CAzg:;lldngNE NEW WAVES AND FUNDING WHAT 1S

The essential changes needed in Medicaid can readily be seen when one
contrasts what currently exists and what should exist in urvlng people with
developmental disabilities given the innovations that are fast becoming “state
of the art.” There are at least ten features of the present system which, if
reversed, would solve miny of the fundamental problems faced by people with
developmental disabilities,

'
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WHAT 1S

Most dollars are tied to institutions
such as state tnstitutions and ICFs-MR

Funding sources dictate where people live,
consequently, many live in state hospitals
or ICF-MR facilities with few prospects for

1iving in less restrictive settings.

Reimbursement mechanlsms'tend to
discourage deinstitutionalization or
independent 1iving.

Reimbursement mechanisms encourage
families to place children with
developmental disabilities in
residentfa) facilities.

There are no incentives to use less
restrictive, less costly options.
a result, taxpayers pay more,

As

State maintains duplicative, two-tiered
system of state institutions and
community facilities,

Virtually no screening mechanisms are
in place.

The reimbursement system is open-ended,

fee for service. Few incentives for
high quality providers.

People have no incentives to use high
quality, low-cost, preferred providers,
People have few service options within
the group home setting.
Catching the New Waves
Innovative developments {n

1)

2)

3

4)

5)

6)

7)

8)

9)

10

~

WHAT SHOULD BE

Most dollars are tied to
to individuals.

Individuals or guardians
dictate where they live.
People may leave these
facilities 1f they choose.

Reimbursement mechanisms
promote defnstitutionaliza-
tion and independent
1ving,

Reimbursement mechanisms
are flexible enough to
allow families to care for
their children at home,

Incentives exist to use
least restrictive, lower
cost options., Taxpayers
pay less for better
service.

Affords the opportunity to
reduce capacity of the
state institution system
and the community
residential system,

Screening mechanisms are
in place.

The reimbursement system
fs limited, prospective.
Some funding tied to
provider performance.

People have incentives to
use preferred providers.

People have new choices
such as contracting out or
owning a share of the home,

services are currently occurring throughout
11cy should encourage and support their spread

1n areas such as citizen owned housing and supported employment.

been developed for adults with developmental disabilities.
integrated into the community and allow ownership of 1iving space,

In Brookline, Massachusetts, twenty-two units of condominium housing have

-8-
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and support of trained staff,

In the area of employment, individuals with mental or physical
1imitations have much to contribute to society. Many have the ability to
perform valuable functions for employers, But, these individuals need
challenging jobs, appropriate and adequate training, and consideration of
their limitations in the job matching and training process.

For many individuals, the major limitations have not been disabling
conditions, Instead, they have been the stereotypes, ex?ectations. and
attitudes of individuals who do not have disabilities, Thesa prejudices have
resulted in fndividuals with disabilities beirg excluded from the experiences
they need to qualify for and obtain jobs. They have also been victimized by a
rigid model that has not kept pace with a changing society.

Throu?hout the country, new careers are being developed for {ndividuals
with disabilities, and technology is being applied to compensate for physical
and mental limitations, These new approaches should be nurtured. However,
there are far too many places where the old traditional models are being used
and not workin?. Consumers, advocates, agencies, and employars are seeking
more successful models,

The traditional voéational model, a continuum that requires an individual
to move from evaluation to training, to a work activities center, to a
sheltered workshop or a competitive job, has been unable to accommodate many
individuals with severe or multiple disabilities, Most of these programs
require that 1ndividuals meet entrance and exit criteria before they are
considered employable., Many of the programs have become bottlenecked,
resulting in waiting 1ists of individuals who need services, Individuals with
severe disabilfties have not moved through this .ontinuum successfully.

Rather than require individuals with disabilities to adjust to an
artificial continuum, it is feasible to train and support them in an actual
employment setting. This concept, supported employment, 1s more effective and
less expensive than the traditional approach,

Supported employment is based on the following key fdeas: 1) training is
most effactive when it 1s relevant, functional, and performed in the .;gml

P_gl;_%gg%gnz and 2) {individuals learn best by mode 1n? themselves after and
earn r')g rom $thor individuals who are engaged in similar tasks. A great
eal of natural Tearning occurs in this manner; this does not occur in
segregated workshops.

Labels have very little value in developing learning objectives and
support services for individuals with disabilities, Instead we need to
develop gﬁngq?nﬁl ﬁgglncg of the individual's skills and 1imitations, and
compare them w e functional requirements of the job, allowing us to
pro:ido the supports required to compensate for 3 diubliity that inhibits job
performance,

In the traditional continuum approach, staff members concern themselves
with moving individuals from one segregated building to another. In the
the actual job setting

alternative approach, individuals are placed in
fmeediately and services are provided as needed. Intensive services may be



N 2 S L I P A » kPRI Pl
[ (R S . ' -

295

required initially, but as they are no longer needed, they are phased out.

Under the Consolidated Omnibus Reconciliation Act Amendments, supported
employment is allowed under the Medicaid waiver, Medicaid should be
restructured to discontinue “medical day treatment® in favor of supported
employment .

B. What People Need

Ouring the 1980's there has been a growing awareness of the rights of
consumers and family members to make decisfons about their lives, especially
how funding decisions are made. Professor John McKnight of Northwestern
Unfversity has noted that social service professionals have claimed the right
to define what the problem is, what should be done about 1t, as well as to
evaluate whether or not their solutions were effective. “Leadership becomes
impossible when the claims of professionals are so comprehensive," McKnight
says, because it strips clients of any personal sense of legitimacy or
efficacy. The dignity of risk is lost. People become simply “clients® and
soct:ty 1s encouraged to view them as social 1fabilities {nstead of social
assets,

The growing empowerment of consumers comes into direct conflict with the

Medicaid s%stem as demonstrated by the following questions:
~ Wi1) individuals with disabilities be allowed to become as

self-sufficient as possible or will they be encouraged to become
overly dependent on professionals?
Can ; e interests of caregivers and recipients be presumed to be the
same
When conflicts arise between persons with disabilities and
professional caregivers, whose interests will predominate?
What s the impact of professional intervention (the formal system of
care) on family and other (fnformal) system networks? Do present
systems serve to supplement informal support networks or supplant them?
Who decides how much care, and what kind, is to be rendered, when it
is to be proferred and the setting in which it is to be delivered?
- Are such decisions properly the province of the professional,
individuals, government or the family? .
What happens to the ability to leverage change on one's own behalf,
when reimbursement is provided by an absentee third party,
particularly when a public subsidy is involved?

s

The restructuring of Medicaid along the lines presented will result in
better services to people with developmental disabilities, elimination of the
wasteful funding of two systems, and services based on the needs of the
individual rather than the needs of the system.

In closing, I would 1ike to add that Senator John Chafee's bill, the
Community and Family Living Amendments (S.873), would, if passed, contribute
greatly to the reforms we have recommended. We hope the committee will
- thoroughly study {t.

<10~
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Senator DURENBERGER. Thank you very much.

John Chafee?

Senator CHAFEE. I want to thank both the witnesses a great deal.
And, Dr. Wieck, I have had the privilege of hearing before, and she
always does an outstanding job.

I would just refer to her testimony on page 3 where she says
what I think is a very important point: “Compared to the billions
spent on out-of-home placements”’—that is, institutions—‘less than
1 percent of the funding is designed for f'amily support services.”
And I think that is a shocking statistic. And so I want to thank
you,hDoctor, and Miss Luckasson, both of you, for coming very
much.

Dr. Wieck. Thank you.

Ms. LuckassoN. Thank you.

Senator CHAFEE. Thank you.

Senator DURENBERGER. Do either of you have any special
thoughts on how we do quality measurements, outcome? And some-
where between the words “‘outcome” which we have heard a lot of
today and “quality” which we either presume or mischaracterize or
whatever, do you have any thoughts on how society can come up
wi:llxita ?measuring stick for outcomes, particularly as it relates to
qu
Dr. %Vmcx. I am glad you asked the question.

Next July Minnesota will return to court regarding the Welch
consent decree, and in preparation for that case we have begun
walking through the institutions, and beginning to compile infor-
mation. In the consent decree it talks about the word “appropriate
placement.” And we have reviewed the literature. We have looked
at the kinds of surveys that can be undertaken, and most of the
surve,;'s focus on input 'and process. Is there a program lplan in
place? Does it have goals and objectives that are measureable?

Senator DURENBERGER. Are the corridors wide enough for two
wheelchairs, that sort of thing.

Dr. Wieck. What we are tryinito do is take a look at the out-
comes. And I briefly mentioned those at the end of my testimony.
In other words, does this placement or service setting or regular
home offer integration? And we can measure that. How much time
is spent with nonhandicapged peog}: who are not paid care givers?
Does it foster %x;?ductivity An t can mean earnings. It could
mear?l any number of type of contributions. Does it foster independ-
ence

I worry about using adaptive behavior skills score changes, how-
ever, because it tends to keeg (feople in service settings. If you are
Lust going to perfect skill building, then all }y_'ou are going to do is

eop measuring more and more refinement of skill.

e have to look at age appropriateness, and that is a question
you can ask., Would {ou actually do what we are requiring other
people to do? And I think you can answer it yes or no, It doesn't
require a lot of inter-rates reliability studies. We can look at the
degree of integration in any number of ways.

I think there are opportunities here, but I am not sure that
the existing measures we have are focused in the right way.
lszex;ﬁg?or URENBERGER, Thank you.

u
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Ms. LuckassoN. I would also like to suggest that a useful way to
measure quality that has been often ignored in this field is to talk
to the clients themselves about the quality of the services they re-
ceive, and ask them where they like to live, what they like to do,
who their friends are, and how they want to spend their lives. :

A second method that I would like to suggest, that is not quite as
detailed as Dr. Wieck’s suggestion, is that one of the things that is
so valued and one of the things that we could attempt to measure
within individuals who have developmental disabilities is the
extent to which they particiﬁate in our common life, the extent to
which they participate in the rich freedoms which we all desire
and which we all treasure. And those measures tie into your initial
statement about the freedoms of this country, and are a good way
to evaluate the quality in their lives.

Senator DURENBERGER. A problem there, obviously, is that, to a
degree, the family becomes a f)art proxy for the decisionmaking
process. You said you can deal with the individual, and you can
relate to the individual. And the individual is part of the evalua-
tion. But in the next panel we will hear from the mother of a 6-
gear—old. You can’t communicate with a 6-year-old on this subject

ut you sure can with the mother—the role that the family, as
proxy or part pro:éy, plays in all of this often depends on family
circumstances—and it isn’t just the money that is available or the
programmatic orientation and all that sort of thing
is makes the problem of outcomes or quality difficult to meas-

ure or address. But obviously as we search for these measurements
in easier places, like in direct medical services, we also esgecially
search for them in areas like this where much more subjective
measures are necessary. So we will be highly dependent on organi-
zations such as those you represent to help us in this regard.
. ;I‘hank you all very, very much for being here. I appreciate it a
ot

Our final panel includes Jeff Gunerson who is a member of the
board of the United Cerebral Palsy Association of south central
Wisconsin, on behalf of the United Cerebral Palsy Associations;
two of our past testifiers, directly or indirectly, from the State o
Nebraska, who are going to be introduced by their Senator; and
Dana Kruse, whom I have indirectly introduced before. She is here
in her capacity as second vice president of Sick Kids Needs In-
volved People, or SKIP, from International Falls, MN, which is
about as far north in this country as any of you are ever going to
get. And I would suggest that you all go there sometime.

p {j?m, would you like to add an additional introduction to Dee and
a

STATEMENT OF HON, J. JAMES EXON, A U.S. SENATOR FROM THE
STATE OF NEBRASKA '

Senator ExoN. Mr. Chairman, thank you very much.

A member of this very important committee, John Chafee, my
friend, I appreciate your allowing me to come in this morning and
introduce two of my constituents, two great Nebraskans that are
aere this morning, to give what I am sure to be very important tes-

mony.
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I would first like to tell everyone publicly that the two members
of the Finance Committee, of which I am not a member, that are
seated over here conducting this hearing, are individuals that have
a deep involvement and a commitment to the less fortunate in our
society, and I have had the pleasure of working with them on a
number of issues very closely related to the matter at hand here
this morning.

- So I am delighted that they will be able to hear from two Ne-
braskans with intimate knowledge of the matter that we are dis-
cussing this morning.

I am pleased that ¥ou are holding this hearing and I congratu-
late you for calling it to examine the Medicaid funding for the
long-term care of developmentally disabled persons. -

As a former Governor, and before that as a private citizen, I
have been actively engaged in and a stro:g supporter of improve-
ment in all ro%:ams for mentally retarded citizens. I am pleased
that you will be hearing from these two Nebraskans today.

Patricia Crawford is the government affairs chair of the Nebras-
ka Chapter of the Mentally Retarded Association of America, and
Pat sits on the extreme right of the expert witnesses that are
before us now.

Next to her is Dee Everitt, and Dee is the chairperson of the
Governmental Affairs Committee of the Association for Retarded
Citizens. They have both been involved in mental retardation
issues for a number of {:)ars, and both have personal and profes-
sional experience, and both will offer some firsthand testimony
about the complex issues in this area.

We Nebraskans are proud of our accomplishments and our lead-
ership in this tremendously important area. The progress has not
always come easily, but our State has developed extensive commu-
nity services at the same time that we have greatly improved the
quality of care in our larger facilities.

From my point of view, the real issue about long-term care
should not be the size of the facility, but the quality of the care
that is being provided.

Parents and families of the developmentalli disabled should
have as many alternatives as possible from which to choose. And I
appreciate very much the opportunity to come here. I am so de-
lighted that these two Nebraamns have come forth, They are both

experts, ‘

ﬁd I would simg‘ly say that while there remains a great differ-
ence of opinion of how we should proceed, I would hope that we
could come together more than we have, although we have made
great p. . And I would aimptlﬁrhcaution. Mr. Chairman, that
whatever legislation comes out of hearing, we should continue
our goal to rectﬁ?ize that, like all other people in the United
States, our mentally retarded citizens are from a luﬁ and very di-
verse group. Many can do some that others in my opinion
cannot. Therefore, I think beyond hing else, when we approach
¢ es we should a proach those ¢ es carefully,
that there are all kinds of facilities for all kinds of mentally retard-
ed people. And destroying one to create another does not necessari-
ly mean that is good.
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On the other hand, I would say to be against change just for the
sake of being against change is not part of our philosophy in Ne-
braska either. So I am delighted that you are taking a look at this
and I look forward to working with you and others as we move for-
ward on this issue.

Senator DURENBERGER. Thank you, Jim, very much.

Well, let us begin. Jeff, you are first up. We welcome you here
today. And all statements are paid of the record, so proceed to sum-
marize.

. STATEMENT OF JEFF GUNDERSON, MEMBER OF THE BOARD,
UNITED CEREBRAL PALSY ASSOCIATION OF SOUTH CENTRAL
WISCONSIN; ON BEHALF OF THE UNITED CEREBRAL PALSY
ASSOCIATIONS

toer' GUNDERSON, I thank you very much for letting me come here
ay.

I spent 10 years in institutions, and believe me, it wasn’t pretty.
Not for me it wasn’t because of their treatments they gave me and
the other patients there. I left to move in on my own in Janesville
b years ag&!esterday. So this is sort of an anniversary for me
doing this today. And living on my own has been difficult, but it is
a heck of a lot better than living in a State-owned facility that
treats you like an animal.

I am also a member of the board of directors for South Central
UCP, and I would like to give you some recommendations today on
what I and other people hope that you would consider.

In 1971, the DD board enforced or tried to enforce their recom-
mendations for State-owned facilities in my State, which is Wiscon-
sin, and they spent $14 billion all over the country for nursing fa-
cilities, such as the one that I used to live in. And I don't think
that is right because of the way they treated the people that I
knew, including myself. But I am not here today speaking for
myself. I am speaking for them.

Some people are not as lucky as I was 6 years ago to get out of
the nursing home like I was. I wouldn’t be out today if it weren’t
for the support of my county, doing what they are doing to keep us,
the ones that are out, of there. And it is just not fair for the people
that can get out.

The on dy reason that most of them are not out is because the
State funding is lack, not just for the State of Wisconsin but all
States, each and every one of the 50. And I just don’t think it is
fair. There are thousands and thousands of people like me that
want to get out that cannot, and they get stuck in nursing homes
for following their rules and regulations. And it is just not fair for
people tlimt can speak like I can and that is just the way it is.

'lemn you.

Senator DURENBERGER. Jeff, thank you very much. You did a
better job with your statement than most Senators would do in 6
minutes and I appreciate that a lot.

ess, Dee, you are next.
ank you very much.
[The prepared written statement of Mr. Gunderson follows:]
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INTRODUCTION

Thank you Mr. Chairman for the opportunity to speak with you today
about Medicaid funds for long-term-care for persons with developmental
disabilities.

My name is Jeff Gunderson. I live in Janesville, Wisconsin., I am
testifying today on behalf of myself and United Cerebral Palsy
Asgociations, Inc. UCPA is a national network of 220 private, nonprofit
agencies in 45 states. We are linked by a common objective--providing
appropriate gservices to and advocating for the needs of persons with
cerebral palsy and other individuals with similar severe disabilities.

You have had the opportunity this morning to 1listen to national
experts in the field of developmental disabilities, federal officials,
and state and local administrators of human service programs. You have
heard a great deal about costs, spending trends, and statistics. I am
one of those statistics--an individual whose life was affected by the
80 called "institutional bias® of Medicaid.

Today I want to do two things. Pirst, I want to share with you my
experience and the experience of two other individuals with
developmental disabilities and second, I want to give you some
recommendations for changes in Medicaid policy.

REAL LIFE EXAMPLES

None of the three of us are mentally retarded. Our dis;bilities
result in substantial functional limitations in several areas of major
1ife activity such as mobility, self-care, and economic self-
sufficiency. We meet the test of eligibility for °®related conditions®
under Title XIX for provision of services in the ICF/MR‘ program.
Despite being aligible for services in this program, the majority of
gtates have ignored the needs of people like us unless we also have a

diagnosis of mental retardation.
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Let me tell you about Jack. He was born with cerebral palsy. When
he was four years of age, his parents were unable to cope with his
needs. At the recommendation of their family physician, they placed
Jack in a state institution. Although of above average intelligence,
Jack remained in the large state facility for 21 years. As part of a
gso-called “‘*deinstitutionalization® mandate resulting from a court
decree, Jack was placed in a nursing home where he has resided for the
past 10 years. Jack is 35 years old. His co-residents average over 70
years of age. Jack moves about in an electric wheelchair and
communicates with staff with a portable voice activated computer. The
computer was purchased by staff as a result of their own private
contribuéions. 1t was not paid for by the "system®. There are no
planned activities, and most of Jack's time is spent following the
staff around the facility.

Jack is not sick! He is not in need of nursing or medical care
which are the primary services provided by the nursing home. The only
reason Jack 1lives in a large intermediate skilled nursing facility
subsidized by Medicaid is that the personal attendant services he needs
are not paid for under Title XIX in his community. Jack told staff at
the UCP of Detroit, "I want a way out*. Unfortunately, Jack must
continue to reside in a restrictive and inappropriate setting for at
least three more years before an accessible apartment and personal
support services may be available. I_don't believe this is an

effective or efficient use of our financial or our human resources.

e —————————————————

Let me tell you also about Karen. She has cerebral palsy and used
to walk with a walker, but is now in a wheelchair. Karen went to
school until she was 18, and has lived at home ever since. She is now

37 years old and lives with her parents who are 65 and §7?years old.

They cannot continue to 1ift their daughter out of bed, to dress her,
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to put her in their car, and they don't know how much longer they will
live. They have been advised to place her in a nursing home or
institution, but have heard of bad experiences in those facilities. Her
parents, who live in a remote desert area of California, wrote recently
to the UCPA national office seeking an answer in terms of their
daughter's current and future long-term support service needs. No
other options are avajilable to Karen and her family in their home
community!

Let me tell you about Jeff Gunderson. I lived with my parents
until I was 18, and attended the public schools. When my parents got
divorced, it was too much of a struggle for my mother to keep me, and I
was placed in a nursing home. My mother was not offered any support
services as an alternative so that I could remain at home.

Pive years ago yesterday, I moved out of the nursing home into my
own apartment with full-time attendant support services. And that
almost didn't happen because many professionals think you have to go
through a *continuum® of places like group homes before you can live in
an apartment. How 8illy., I'm here to tell you ’that people like me need
support services and a decent place to live in the community, 1like
everyone else. We don't need to go through four to six less and less
restrictive “*facilities® in order to graduate to an apartment. In
fact; if UCP of Wisconsin and our Wisconsin Developmental Disabilities
counéil had not committed money to try this approach, 1'd probably
atili‘; be in the nursing home.

; don't 1like thinking about the ten years I spent in the Medicaid
tundqfd nursing home. It was awful. I felt lost and forgotten. I had
nothing in common with the people I 1ived with. Most of the other
recigencs were alderly or mentally retarded and physically handicapped.

When people my age in the community are just starting to have a good
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time, we in institutions are all getting ready for bed. I was
considered a behavior problem because I didn't want to go to bed at
geven o'clock. My punishment for not complying was a cold shower-—ﬁery
painful for someone like me with spastic muscles. I lived in a nursing
home even though I am not sick, don't need nursing or medical services,
and don't want to be dependent, Even' though I have some friends back
at the nursing home, I don't like going back to visit.

Today, I live in an apartment subsidized by HUD funds. My full-time
attendant, who provides me assistance in dressing, bathing, and eating,
is supported by my SSI and state funds. Until I had a chance to live on
my own, I didn't know what I was missing. I had been deprived of common
life experiences so many people take for granted.

This is the first time I have ever been to Washington, D.C.
Yesterday was the first time I ever flew on an airplane. Although I am
more than a little nervous, I wanted to come here today to testify on
behalf of all persons with severe physical disabilities who, 1like
myself, were deprived and continue to be deprived of the opportunity to
be more independent. My serious physical disabilities hide from others
my real capabilities to make choices and enjoy living.

MEDICAID

Medicaid i{s an entitlement program. It shares fiscal responsibility
with the states for the "long-term-care® needs of persons with
developmental disabilities. More than 15 years ago, the ICF/MR program
was added to ensure that persons like me are provided a certain level of
care that includes active treatment~-not a living death!

In 1985, Medicaid spent $14.7 billion for nursing home care, more
than one-third of total Medicaid spending. 1In several states, nursing
home payments account for almost two-thirds of the state's Medicaid

budget.
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The range of services needed by persons with developmental disabili-
ties is as diverse as the population in need. There is a need for a
full array of personal, individualized health, social, habilitation/
rehabilitation, and personal support services over an extended period
of time.

Long-term-care services can be provided in a variety of settings --
at home, in the community, and within institutions. Unfortunately, only
one dollar of every four that Medicaid expends on long-term-care
services for persons with disabilities is spent in a home or small
community setting.

I live in my own apartment. Each day of the week, my attendant
assists me with bathing, eating, dressing, and getting around our
community. I enjoy my freedom; an array of support services made
possible by federal and state financing that costs about 25 per cent
less on a monthly basis than what it costs the federal Medicaid program
for custodial care in a nursing home where you have no sense of personal
worth and dignity.

CONCLUSIONS BASED ON UCPA'S SERVICE EXPERIENCES

UCP has been providing community, residential, and support services
in forty states for over twenty years. Based on our experience, the
following conclusions have been reached:

1) The continuing institutional bias of Medicaid in the
ICP/MR program fails to respond to individualAneeds by
rewarding states for the use of congregate care, facility
b;sed services for persons with developmental
disabilities: young children are denied their right to
grow up in a family; adults with severe disabilities are

denied the freedom of choice as to where they can live.
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3)

4)

5)

6)
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The strict interpretation of HHS that limits the
definition of habilitation services to pre-vocational
activities deprives thousgnds of persons ‘with
developmental disabilities the opportunity to become more
independent, productive, and partially self supporting
tax payers;

Almost no one with developmental disabilities needs to be
in an institution, because for each individual in "a
Medicaid funded large institution, there is an individual
with wvirtually identical disabilities and 1levels of
service need now 1living successfully in a community
setting; 4

The overall cost of individualized home and community
services 1s equal to or less than the group cost of
providing comparable services to individuals with similar
levels of need in an institutional setting;

ramilies who have struggled and sacrificed to keep their
son or daughter at home are now being penalized for their
efforts. The Home and Community Care Waiver primarily
targets those individuals who have been institutionalized
for new community services and places individuals living
at home on the longest waiting list fér such services; and
The primary reason persons with developmental disabilities
are not able to remain in their natural home or a_real
home of their own choice is the failure of Medicaid to
reimburse for an array of personal support services

except under a limited Home and Community Care Waiver.
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SERVICE PRINCIPLES

UCPA believes Medicaid public pol%cy has not kept pace with the

current state of knowledge and best practice for effective service

delivery for persons with developmental disabilities. Recently, UCP of

Indiana adopted the following set of principles to guide future service

planning and development:

Services must be available to persons living in their
natural home or a home of their choice. Relocation must
not be a necessary condition to access services. Services
and funding must be available and follow persons with

disabilities regardless of the setting.

Services must be provided based on individual needs, not

related to restrictions of specific funding services. The
provision of services must not be based on the
availability of services.

Service goals must be directed toward physical and social
integration in one's own community. Services must be
delivered in a manner which uses positive interventions
and promotes enhanced images and valued social roles of
service recipients.

Services must utilize and foster the development of
community generic resources. (Training must focus on
acquiring functional, useful skills and using community
resources.) Services must minimize the need for skill
transfer by providing training in the environment in which

the skills are required.
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- Services must respect personal preferences and desires of
those served. Services must maximize the autonomy and
independence of consumers. Multiple options/providers
must be available to individual consumers in each service
category.

- Service recipients must participate 4in the planning,
operation, and evaluation of services. Services should
maximize the participants self-direction and control
leading toward self-governance, ‘

- Service recipients must be supported in a life style and
setting of their choosing and typical of their peers.
Services wmust assist residents in participating in
community activities with non-disabled peers. Services
must utilize the least restrictive environment in which
needed supports can be provided.

- Priority for services must be given to persons with more
severe disabilities who have greater support needs.

- ‘Services must be flexible to provide a variety of support
options in varying intensity according to each
individual's needs. Residential support services must be
coordinated with all other service components including,
but not limited to; employment, social and transportation.

RECOMMENDATIONS

The well intentioned Medicaid long-term-care program for persons
with developmental disabilities, begun in 1971, has become entrenched.
We now have an outmoded, ineffective, inefficient service model beiné
reinforced and egpanded with a public policy of federal financing. Y¥ou
have the power to stop this trend today and bring the Medicaid program

into harmony with all other congressional mandates concerning persons
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with disabilities such as those articulated in:;l) the Education for
All Handicapped Children's Act of 1975 (P/L. 94-142); 2) the
Rehabilitation Act of 1973 and current amendments now in conference
committee for reauthorization including a major commitment to
employability and integrated, supported emplpyment rather than
sheltered workshops for persons with severe disabilities; and 3) the
Developmental Disabilities Act of 1984 (P.l:.. 98-527) with a declaration
that all services to persons with developwantal disabilities should
result in the measurable outcomes of increased independence,
productivity and community integration.

UCPA commends Senators Chafee, Weicker, and Bradley for the
respective pleces of legislation they have introduced to reshape
Medicaid policy in concert with these other landmark laws of our
country. '

As William Shakespeare said, we must “suit the action to the
words." We urge you to begin Medicaid financial poiicy redirection
today by considering the following amendments to current Medicaid law
through the Budget Reconciliation Act in Conference Committee.

1. Redefine the ICP/MR as a program for persons with developmental
disabilities to provide family and community residential
services and comprehensive, long term, personalized support
gervices;

2, Establish as the goals of the program, increased individaal
independence, productivity, and( community integration as

defined in the Developmental Disabilities Act of 1984;



310

10

Provide an assurance that all individuals with mental
retardation or a "related condition" are aligible for such long
term personalized support services including, at a minimum:

) an assessment of functional needs for eligibility;

[} the convening of an interdisciplinary team to prepare a
comprehensive individualized plan of services leading to
the above stated outcomes;

[ the assignment of a case manager who is independent of
the provider system; and

<] the person's freedom to choose service models and
providers with procedural safeguards;

Proiide the states greater flexibility to meet individual

needs by:

- reducing burdensome process/paper regulations;

- increasing the accountability of states and providers for
having trained, competent staff;

- assuring that individuals benefit from services ;y
achieving measured increases in functional independence,
productivity, and community integration;

- allowing the states to provide a full array of services
similar to the Home and Community Care Waiver including
individualized family support services and supported
employment; and

- increasing the federal reimbursement by 5% for small
community 1living arrangements and comprehensive support
gservices and reducing the federal reimbursement by 5% for

any congregate care and institutional services.
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Please do not let another three and one half years go by where
nothing has changed and 75% of the Medicaid dollars continue to support
dependence, regression, and segregation. I urge you to act today on
behalf of thousands of people with developmental disabilities who want
the opportunity to become independent and to 1live, work, and recreate
in the real community. .Let us create a policy that assures human
resource development and does not hold people back from life.

Thank you.
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STATEMENT OF DEE EVERITT, CHAIRPERSON, GOVERNMENTAL
AFFAIRS COMMITTEE, ASSOCIATION FOR RETARDED CITIZENS
OF THE UNITED STATES, LINCOLN, NE

Ms. Everrrr. Thank you, Senator Durenberger, and other mem-
bers ofl;;he committee, and thank you, Senator Exon, for your kind
remarks.

Senator DURENBERGER. Let me thank his attendant here too for
being so helpful. All of us have attendants with us when we are on
the floor and putting those gapers in front of us-and so forth. And
Jeff has done a lot better job than—he must have a better attend-
ant than we have. [Laughter.]

Mr. GUNDERSON. Yes; I do.

Senator DURENBERGER. Great. Go ahead, Dee.

Senator ExoN. He also has more people listening than the others.
[Laughter.})

Senator DURENBERGER. Yes.

Ms. Everrrr. 1 wish to thank the committee for holding this
hearing and allowing ARC to present its views regarding Medicaid
long-term care. I just finished a 2-year stint as the national presi-
dent of the ARC of the United States.

The Medicaid ICF/MR Program and the Waiver Program are
very critical to people in the lives of le who are able to use the
services; however, the Medicaid ICF/MR Program and the Waiver
Program do not work for eligible people who cannot get access to
these services which, in our opinion, now work or;?' or a limited
portion of 8eople in a package that is “‘one-size-fits-all.”

The ARC has long been a champion for improved quality of serv-
ices, and for that reason we applaud the Congress for providing the
ICF/MR Program which has done so much to clean up institutional
conditions over the last 15 years. However, the original goals and
the current administration of this program have lost step with the
goals of eligible individuals and the families who need the services.

I think the Finance Committee now has a perfect opportunity
before it to correct this and to work toward improving the Medic-
aid long-term care program so that it will work for the people that
it was intended to serve.

Over the past 2 to 8 years I have traveled in grobably 35 States.
Everywhere I traveled people have asked me why they cannot use
Medicaid services in the community or in their own homes so that
they can keep their kids with them. I have not been able to posi-
tively respond to these questions, except to suggest that we are
trying to get changes made.

1 suggest that the Finance Committee does have the power to
make this change and to provide a resource to these people. I am
hoping that you will very seriously look at this situation.

e have submitted extensive written testimony on these con-
cerns, including a list of principles for reform. I just want to briefly
mention a few of them.

Federal policy and Federal financial participation should recog-
nize and surport gervice provision in settings which stress in-
creased family and community integration and which stress an in-
dividual’s growth and development toward increased independence
and maximum self-sufficiency. .
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Reform measures should encourage decreased reliance on large
facilities, based not on the comparison of cost, but on the needs and
the rights of the individual.

Reform measures should recognize the long-term effectiveness of
providing home and community based services to persons with
mental retardation.

Reform measures must give the States increased flexibility in
their program design and in the array of services which they may
provide to meet the needs of individuals.

Reform measures must make the Federal partnership in home
and community-based long-term care reliable and effective.

Reform measures must continue to ensure the quality of services
provided by all participating 1elroviderﬁi and the protection of the
rights of individuals receiving Medicaid services.

Members of the committee, you now have before you, in written
and oral testimony, a wealth of information on current public
policy, spending, population characteristics, and trends.

I would like, however, as a parent, to leave you with this. Behind
all of the facts and the figures are peogle; people who need certain
services in order to participate more fully in our society; individ-
uals who deserve to be treated with the respect and dignity that is
due every citizen. Many, many people struggle to provide them-
selves or their family members with the services they need in order
to maintain the greatest degree of independence ible and to
maintain ties with families and friends. When the Federal Govern-
ment steps in to provide services to persons in need, it should do so
in a manner consistent with these goals. It should do so in a
manner which respects an individual’s established family and com-
munity relationships, which respects the expressed needs of the in-
dividual and family, and which supports rather than destroys the
fabric of one’s life.

I want to assure you that my daughter, who is 84 years old, who
is multiple handicggsed, who is the typical kind of person who 30
years ago was placed in an institution, has not ever been institu-
tionalized. For us, this was never considered as a viable option. She
has mental retardation. She has cerebral palsy and she has a
chronic seizure disorder with 10 seizures a day at the minimum.

We have never felt that this was a reason to isolate her from her
brothers, and her mother and her father and her family. However,
I would like to see her continue living in the community when we
are gonl: so she can continue her relationship with her brothers.

you.

Senator DURENBERGER. Thank you very much.

Pat, it has been a long time getting you here. And every time we
have one of these hearings your former Governor keeps beating up
on us. And we are glad you are able to be on this panel today and
we appreciate the opportunity to listen to Eur testimony.

[Tllm’e prepared written statement of Ms. Everitt follows:]
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I. INTRODUCTION

The Association for Retarded Citizens of the United States is
a national organization of volunteers - parents, educators, pro-
fessionals in the field of mental retardation, self-advocates and
others. The ARC has been in existence since 1950. Currently, our
membership consists of approximately 160,000 individual members,
over half of whom are parents of individuals with mental retarda-
tion. The ARC is the largest organization in this country repre-
senting and promoting the rights of persons with mental retarda-
tion and their families. We thank you for this opportunity to
express the views of the ARC regarding Medicaid long term care
services for people who are developmentally disabled,

We are in a new age in the field of mental retardation.
Parents with young disabled children no longer must consider
sending their child away from home to receive care, training, and
education. Indeed, the passage of Public Law 94~142, the Educa-
tion. for All Handicapped Children Act, and the availability of
educational and certain other services within community settings
have practically erased the word "institution" from the vocabulary
of these parents. The use of institutions is not, and will never
be a desired option for them.

With more famnilies able to keep their children with disabili-
ties at home, there is now a growing demand for sophisticated,
stable services systems within our communities. New experiences
and new knowledge have created very different expectations from
those of the past. It is time to let go of the old models and
ideas and embrace the new ones. And it is the responsibility of
the faderal government to respond to these new experiences and
this new knowledge and promote better services, better practices
and better lives for our nation's citizens with mental retardation
and other developmental disabilities.

II. HISTORICAL PERSPECTIVE

Since this nation's earliest history, people with mental
retardation who have needed assistance or care beyond what their
families were able to provide have been subjected to a segregated
system of service provision. Although the earliest residential
schools were designed to educate persons with mental retardation,
teach them an occupation, and return them to their home communi-
ties and/or families, the increased use of institutions for
custodial care changed the nature and purposes of institutions.
With the eugenics movement, institutional purpose again began to
shift: from the desire to protect the person with mental retarda-
tion from society to the desire to protect society from the person
with retardation. Conditions in institutions were described as
horrible in the contemporary literature; and, although great
strides have been made in improving institutional quality, scanda-
lous conditions continue to persist today. (See Senate Hearing
Record 99-50, Joint hearing by the Senate Subcommittee on the
Handicapped and the Senate Appropriations Subcommittee on Labor-
HHS-Education.)
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The legacy of our history in providing care in large segre-
gated facilities remains with us today in the form of large public
and private facilities providing long term care for persons with
mental retardation in situations often isolating people from their
families and home communities. The legacy of segregated care also
remains a strong influence on our long term care system because
major elements of our society have yet to develop overriding
public policies and systems to meet the needs of families and
persons with retardation where the need arises: at home or in
their home communities.

The federal ?overnment's contribution to long term care for
persons with mental retardation is primarily through the Medicaid
Intermediate Care Facilities for the Mentally Retarded (ICF/MR)
program authorized in Title XIX of the Social Security Act. ' The
ARC recognizes the major role that the ICF/MR program played in
improving and upgrading the conditions of large public and private
facilities for persons with mental retardation over the past 15
years. The ARC also acknowladges the significance of the declin-
ing numbers of people living in large state mental retardation
facilities and the growing numbers of small ICF/MR facilities (of
15 beds or less) scattered throughout this nation's communities.
However, the bulk of the federal government's participation in

long term care for persons with mental retardation remains based
on the institutional concept of 24-hour care facilities requiring
that persons needing services must live away from their own homes
or families. The ARC believes the time has come for the federal
government to engage in a serious restructuring and refocusing of
its participation in the provision of long term care services to
persons who are mentally retarded or developmentally disabled.

III. RECOGNIZED PHILOSOPHIES OF SERVICE PROVISION

The years since 1971 during which the ICF/MR program was
conceived and developed were critical years of change in princi-
ples and philosophies of care in general for persons with mental
retardation. The philosophies of care which have developed over
the last 15 years and the technologies developed to implement them
differ .dramatically from the philosophies which led to the growth
and development of large residential facilities.

Current social and philosophical concepts which shape the
prevailing view of appropriate long term care for persons with
mental retardation are complementary and overlapping. The con-
cepts include: family support and family-based care when possible;
the developmental model of service planning as more appropriate
than the medical model for persons with developmental disabili-
ties; normalization; habilitation; least restrictive environment;
nondiscrimination on the basis of severity of handicap; and
increased and maximized independence on the part of the person
with mental retardation. These philosophies and concepts run
throughout educational programs, residential programs, family
support programs, and programs for vocational assistance and
employment.
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In short, the prevailing concepts recognize each individual
as someone with develcpmental potential which can and should be
maximized to allow the person the greatest economic and personal
independence possible, with the least possible restriction on
personal liberty and rights, and with the opportunity and trainjng
to enable the individual to live within the patterns and condi-
tions of everyday life in his own community and the regular cir-
cumstances and ways of life of his society. The philosophies
emphasize services to assist individuals and families at home or
in community - integrated settings. The emphasis is on decreased
institutional admissions and the movement of institutionalized
people back into community settings with proper training and
support systems.

Service systems which reflect these philosophies have devel-
oped numerous residential alternatives to the 24-hour model of
residential care, including in-home assistance and family support,
group homes, supervised living arrangements in homes and apart-
ments, adoptive families, and foster family arrangements. In
fact, family support, whether for a natural, adoptive, or foster
family, 1is 1increasingly the trend for providing long term care
services to children with mental retardation; non-familial set-
tings such as group homes, nursing homes, ICF/MRs, and public or
private institutions are increasingly being considered unaccep=-
table service settings.

In any discussion of the current principles and philosophies
which guide service provision, a factor which cannot be overlooked
ls the impact which P.L. 94-142, The Education for All Handicapped
Children Act, had on people with mental retardation, their parents
and families, and the professionals and advocates who serve them.
After a decade of public school education for children with severe
disabilities, our knowledge about teaching methods and perceptions
about the capabilities of persons with severe disabilities have
changed dramatically. . The expectations and demands of parents,
consumers, professionals, and advocates have moved many stages
beyond the expectations which prevailed when the ICF/MR program
was initiated. ‘

The trends in education towards the least restrictive setting
and increasing personal independence through acquisition of neces-
sary skills are being carried forward into employment initiatives.
The focus in employment is to give persons the opportunity to work
in as fully integrated a setting as possible. Whether the work is
fully competitive or whether special support services-'are needed,
it is recognized that severely disabled people, once thought
unemployable, are capable of working and achieving at least some
degree of independence. Throughout programs funded by the U.S.
Departments of Education and Health and Human Services there is
increased emphasis on work incentive initiatives and programs
which encourage and foster the handicapped student's transition
from school into competitive or supported work.

67-659 0 - 87 - 11
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Families in situations which 10 or 15 years ago may have
forced them to institutionalize a child in order to get needed
services, have instead seen their children educated in the public
school system. We now have humbers of educated young adults with
mental retardation who are "aging out" or gétting too old for
eligibility for services through their local school systems.
Because of their training, they have much greater opportunities to
find a place, integrated within our communities, to live and work
than did young adults 10 years ago. But service needs of people
with mental retardation do not end at age 18 or 22; these indivi-
duals and their families are still in need of external support
systems. Furthermore, these individuals and families are no
longer willing to accept the 24-hour residential care facility as
the only option. '

Another factor which must be considered is the current trend
in deinstitutionalization of large public facilities which is
taking place across the country as a result of court orders and,
in some cases, on the initiative of the state. That trend, .
coupled with a declining rate of admission of children and adults
to such facilities, 1is resulting in a steady decrease in the
overall population of persons with mental retardation in large
public facilities.

1v. CONFLICTS BETWEEN PHILOSOPHIES OF SERVICE AND THE MEDICAID
PROGRAM '

Increasingly, parents and consumers have been demanding more
individualized family and consumer support services at home and in
their communities while the total population in large public
facilities has been declining. However, the Medicaid ICF/MR
program still maintains an emphasis on 24-hour out-of~home care.

There are several areas in which the Medicaid program as it
is now structured conflicts with the needs of people with mental
retardation and their families, The major areas of conflict will
be examined here.

Any discussion of Medicaid's role in the provision of long
term care services to persons with mental retardation inevitably
raises the issue of the purpose of the Medicaid program itself.
Administered within the Health cCare Financing Administration,
Medicaid 1is usually viewed as a program with an essentially medi~-
cal focus. while the ARC has attempted over the years to empha-
size direct services based on development, learning, .and the
acquisition of new skills rather than services with an exclusive
medical “"treatment" focus, families, consumers, providers, and
advocates often are faced with medically-oriented treatment sys-
tems and concepts. It is important for Committee Members to note
the two purposes of the Medicaid program as put forth in Section
1901 of the Social Security Act. The dual purpose is to enable
each state to furnishs
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1) medical assistance on behalf of families with dependent
children and of aged, blind, or disabled individuals, whose
income and resources are insufficient to meet the costs of
necessary medical services and 2) rehabilitation and other

gervices to help such families and individuals attain or

resa;? capability for independence or self-care,....(emphasis
adde

"Habilitation" is the term used to refer to services provided
to persons with developmental disabilities which are designed to
assist the individual to attain, as much as possible, capability
for independence or self-care. A recurring issue in Medicaid long
term care service provision is the question of what services
should be eligible for reimbursement to the states under the term
habilitation. Advocates, state administrators, and providers have
sought, unsuccessfully, to get a definitive answer from HCFA which
reflects current professional opinion, The question centers on
the amount of overlap between "habilitation" and educational and
vocational services. In its March, 1985 rules for the Home and
Community~Based Care Waiver program, HCFA has taken the position
that "waiver" services must enable individuals to accomplish those
day~-to-day tasks necessary for them to remain in the community and
avoid institutionalization. HCFA states:

We do not believe that prevocational and vocational training
and educational activities are commonly furnished as a means
of avoiding institutionalization, Individuals would not, in
the absence of such services, require institutionalization.

Although Congress has dealt with this waiver coverage problem
to a limited extent (COBRA-85), the issue still exists for seg-
ments of the waiver program and for the entire ICF/MR program.
HCFA's statement flies in the face of reality, against both the
service needs of individuals and families and the current body of
knowledge concerning people with developmental disabilities. It
is also in conflict with policies of other Department of Education
and HHS programs. This one Medicaid policy illustrates a very
basic problem underlying all Medicaid long term care services to
persons who are mentally retarded: the program and its adminis-
tration are out of step with the needs of people who use the
services and with the current body of professional knowledge and
policies regarding appropriate service provision.

As was noted earlier, parents and individuals with mental
retardation are often seeking services far less extensive than 24-
hour care facilities. Depending on the particular circumstances
of the family or individual, service needs might be limited to
several hours a week. But when an individual or family is faced
with no services to support family or community-based care, that
individual may be forced to join the ranks of those receiving 24~
hour, residential facility-based care in an ICF/MR. This 1is
unnhecessary, unwarranted, and is a waste of valuable resources.
Many individuals currently on waiting lists for ICF/MR or other
public or private facility services might possibly avoid out-of=-
home care if alternative support systems were in place.
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What is often referred to as the "institutional bias" of the
ICF/MR program is the result of a combination of €factors. The
program is facility-based, with sgtataes receiving reimbursement
only for services to persons 1living in Medicaid-certified
facilities. The program originally focused on assisting states to
improve conditions in large public institutions and the bulk of
ICF/MR funds have been used in the large congregate settings.
Large ICF/MR facilities, both public and private, often mean that
individuals who live there are geographically far from home and
family since many facilities were constructed many years ago in
rural areas. Distance from family and isolation from home commu-
nities adds to the institutional impact. In addition, the Medi-
caid eligibility provisions which deem parental income as
available to children living at home while not deeming such income
available to children living in institutions or out-of-~home create
an impossible cholce for parents. They are faced with choosing
between Medicaid assistance for their child in out-of-home care or
no Medicaid assistance while the child remains at home.

The 24~hour facility focus of the ICF/MR program also creates
another problem for people with mental retardation who need ser-
vices: access to services. This problem presents itself in two
ways. First, since states may limit the number of ICF/MR certi-
fied beds in the state, eligible people who need ICF/MR level of
care and who therefore should receive the services on an entitle-
ment basis, are in practice denied services while their names get
added to waiting lists. Secondly, if Medicaid supported services
of a less extensive nature than ICF/MR services were available for
people at home or in their communities, many persons would never-
neaed the ICF/MR level -of care. We are well aware that the "need
for institutionalization" often depends more on family circum=
stances and the support available than it does on any level of
severity criteria. Lest this discussion raise the spectre of the
"woodworking" effect, please remember, first, that eligible indi=~
viduals now go without needed services under a federal entitlement
program, and, secondly, that the criteria to establish disability
severe enough to qualify persons for Medicaid are not easily
abused. Furthermore, we believe that individuals and families are
looking for reasonable cost effective in-home or community assis-
tance to meet their individual needs. .

The Home and Community~Based Care Waiver program does allow
states some flexXibility and relief from the 24-hour facility focus
of the ICF/MR program. The waiver program has given us an oppor-
tunity to see creative program alternatives to the ICF/MR program
which serve people at home and in small community-based aettin?s.
However, the waiver program is limited in its ability to provide
states with a federal partner for the development of a comprehen-
sive community based service system that can be relied upon for
the future. Waivers are dependent upon Secretarial discretion;
waivers are granted initially for 3 years and renewed for only 5
years; waivers are an exception to a service system which
stresses the 24-hour model of care; services are based on level-
of-care and cost-of-service criteria rather than on individual
need; and the administration of the waiver program in recent years



321

has served to restrict and confine the use of waiver services to
meet the needs of persons with mental retardation.

V. MAJOR AREAS FOR MEDICAID REFORM

It is clear to the ARC that the time has come for major
reforms in the Medicaid system of long term care for persons who
are mentally retarded, There are several principles and concepts
which we believe need to be a part of any reform product.

© Federal policies and federal financial participation
should recognize and support service provision in settings
which stress increased family and community integration and
which stress an individual's growth and development towards
increased independence and maximum self-sufficiency. Poli~
cies based on anything less are selling short two of our
nation's greatest resources - its people and its diversity.

o Reform measures should encourage decreased reliance on
large facilities, based not on a comparison of cost, but on
the needs and rights of individuals to receive effective
services 1in settings which impose the least restriction on
personal liberty. In 1984, the ARC issued a position
statement on residential opportunities which includes a call
for the eventual phase out of the institutional model of care
because of institutions' "“lack of success in providing essen-
tial developmental opportunities needed by persons who are
mentally retarded."

) Reform measures should recognize the long term effective-
ness of providing home and community-based services to per-
sons with mental retardation. Services that are provided
when needed and where needed to individuals and their fami-
lies can be extremely effective in reducing the extent of an
individual's need for partial or total long-term care ser-
vices over a lifetime.

Reform measures should eliminate the institutional or
facility bias in long term care service provision. What has
been termed the ‘“one size fits all" approach to services
should give way to allow states to offer long term care ser-
vices on an individual need basis, or an "a la carte"
approach to designing a set of services to suit each eligible
individual's circumstances and needs. Such an individu~
-alized, non-facility-based system would require a well-
designed case management. system to ensure proper development
and implementation of a service package to meet the needs of
each eligible person or family.

Reform measures must give the states increased
flexibility in program design within stated goals and service
prineciples. State systems are currently in various stages of
development of community-based services and reliance on
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institutional or facility-based care. States will also
require flexibility in the array of services which will be
offered to meet the needs of individuals in their states.

o Reform measures must make the federal partnership in
home and community-~based long term care reliable and effec-
tive. As discussed, the current waiver program commitment on
the part of the federal government cannot be relied upon by
the states for long term planning.

Reform measures must take into account the social and
philosophical principles which are currently guiding
families, advocates, and professionals in their quest for
services. Effective service provision cannot be achieved if
the federal government's role is out of step with other
responsible parties and individual service needs, as is the
case now with the issue of "habilitation."

o Reform measures must continue to ensure the quality of
services provided by all participating providers and the
prot:ction of the rights of individuals receiving Medicaid
services,

[} Reform measures must escape the institutional legacy
of our nation's past and ensure service provision based on
respect and concern for the dignity of each individual and
respect for the rights of each individual as a citizen.

Reform measures must ensure that services go beyond
the medical model and provide habilitation services not
otherwise available and truly designed to assist the indivi-
dual and his/her family attain and retain capability for
independence and self-care. Such services should include,
among others, case management, personal and/or attendant
care, repite care, family support and training, adult day
training programs, specialized vocational services, special-
ized transportation, and preventive services.

VI. §.873 AS A MEANS TO ACHIEVE REFORM; OTHER LONG TERM CARE
REFORM BILLS

The ARC has spent considerable time and effort in reviewing
the Medicaid long term care system and in considering the reforms
and amendments necesaary to address the needs of eligible persons
with mental retardation and their families. We believe that the
Community and Family Living Amendments of 1985 (S.873 and H.R.
2902) would achieve reforms which reflect recognized philosophies
and frinciples of service provision. §.873 should be carefully
considered by the Finance Committee as one approach to solving the
problems and issues which are raised by this hearing. The major
provisions of the Community and Family Living Amendments (CFLA)
are designed to do the following:

.
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o Require states, as a condition of receiving federal
funds for certain services not now available under their
existing state Medicaid plans, ‘to engage in long-term
systematic planning of coordinated community and institu-
tional service delivery systems affecting people with
disabilities,

o Ensure quality services for persons who are institu-
tionalized and for those living at home or in community
settings.,

o Involve clients, parents, and/or families in the
decisions affecting a person with disabilities.

o Require service provision to be based on an
individualized plan developed by an interdisciplinary
team including participation by the individual who receives
the services, as appropriate.

o Require that states include some "community and family
support services" in their Medicaid plans beginning two years
after the effective date of the act. A comprehensive

list of services that the states may choose from is included

with a mandate for provision of case management services,

protective intervention services, and individual/family

support services (which would include non-medical personal

assistance and respite care).

o Make federal Medicaid reimbursement to the state
conditional on completion of an implementation agreement
between the state and the Secretary of Health and Human
Services (HHS). Such agreements must cover a range of issues
(quality control, protections of individual rights, training
of employees, audits and monitoring arrangements, a plan for
increasing community resources and decreasing reliance on
large institutions, among others) and each agreement would be
composed by the state in the light of circumstances prevail=~
ing in the state.

3] Make gradual reductions in the percentage of federal
Medicaid match as it applies to care in Medicaid-certified
long term care facilities accommodating more than 15 resi-
dents.

] Place a limit on a state's expenditure of Medicaid
funds in institutional settings after 14 years.

The ARC stands willing and eager to work with the Finance

Committee and its staff to further improve CFLA within its basic
concepts and goals and looks forward to its passage.

The ARC is also aware that other approaches have been pro-~

posed to address the need to allow states more freedom to offer

and community-based services through Medicaid, such as

Senator Weicker's bill, Quality Services for Disabled Individuals

10
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Act of 1985, 85.1948, and Senator Bradley's and Representative
Wyden's bills, the Medicaid Home and Community-Based Services
Improvement Act, S.1277 and H.R. 2863. our initial analysis of
these bills, however, reveals that eligibility is based on an
individual's "need" of institutionalization and a comparison of
cost .between institutional care and home or community-based care.
Although we are very concerned about any reform approaches which
have an institutional model at the base of service provision, we
would be happy to continue work with the sponsors of the bills and
the Finance Committee to restructure them in line with individual
service needs outside of an institutionally-based system,

VII. CONCLUSION

Given the practical limitations of space and time, our testi-
mony has necessarily had to skim over or touch only briefly upon
issues and concepts which are of critical importance in this
discussion of Medicaid long term care services to people who are
developmentally disabled. Should the Committee Members or staff
wish further detail, information, or discussion about any area of
our testimony, including concepts or principles of service provi-
sion or concerns regarding the current Medicaid structure, we
would be happy to provide it. In addition, the ARC would be happy
to refer Committee Members and gtaff to relevant studies and
literature in the field, to experts in policy and service provi-
sion, and to parents and families who could illustrate the issues
from their own experiences.

Thank you for this opportunity to present testimony before
the Subommittee today. The ARC looks forward to the Finance
Committee's consideration of the issues presented here and we look
forward to working with Members and staff in ensuring that ser-
vices which the federal government supports through Medicaid are
redesigned as rapidly as possible to truly meet the individual
service needs of eligible persons and their families.

11
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STATEMENT OF PATRICIA CRAWFORD, GOVERNMENTAL AF-
FAIRS CHAIRMAN, MENTAL RETARDATION ASSOCIATION OF
NEBRASKA, INC,, LINCOLN, NE

Ms. CRAWFORD. I am glad that I have Mr. Exon to be my chamﬁi-
on. I thank you very much; I apgreciabe your efforts. You know, he
feels very strongly about this subject. He has got a lot of bruises on
him from his governorship.

In fact, when he was Governor, I was appointed to the Nebraska
Governor's Developmental Disability Planning Council and I still
serve as vice chairman of that group.

Last night I had the opportunity to meet with parents of adult
Medicaid recipients from six other States, sort of a chance meeting
with some of the people I have talked to on the telephone over the
years, but we haven’t met face to face until last Anight.

These people feel so strongly about this issue that they came to
be at this hearing today even though they could not speak. And
they said, “Pat, you are the only one, so speak for us.” So I am
going to do the best I can.

You %obably saw the recent U.S. News & World Report success
story about retarded people, “Back in the World and Doing Just
Fine,” and you may remember Mickey Roone%’s portrayal of "Bill,”
a real life mildly retarded man making it on his own. I am Wgioing to
tell you about an unsuccess story about a real life man with pro-
found retardation, and an IQ measured at zero.

My 26-year-old son, Matt, is a resident at the Beatrice State De-
velopmental Center for the past 11 years and he is very representa-
tive of that population classed as “severely or profoundly handi-
capped.” These folks are very different from the folks with retarda-
tion who live in your community. Matt lived at home with his mom
and dad, older brother and sister, and younger brother and sister
until he was 14 years of age. He attended schools from age 8. The
public schools did not take handicapped kids at that time, so we
p?rents worked real hard at raising funds to keep the schools run-
ning.

As Matt grew into the teen years, it became apparent that the
programs that we had helped to establish did not meet Matt's
needs at all. He needed a structure and a routine that only an in-
stitution can provide. He has no speech at all. :

We wanted him to be where there are three shifts of staff rather
than house parents who can wear out. We like the checks and bal-
ances and the high profile of a residential center; we like the rules,
the Medicaid rules, that insure high standards.

Matt needs direction in every activity. He needs help bathing
and shaving; he must be told what to wear, when to eat, when to
brush his teeth and wash his hands. He likes to swim in the spe-
cially desi%:aed poal and it is wheelchair accessible. He likes music.
But I can honestly say that because of profound retardation, there
is really little else he can do or even seems to care to do.

The reality is tha ™‘att and the folks like him can never live u§
ggl ghﬁ expggtation Senator Chafee expressed when he introduced S.

. He said,
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My legislation rediscovers the values of freedom, meaningful work in the neigh-
borhood by giving mentally retarded and physically disabled individuals and oppor-
tunity they have long been denied.

At the Beatrice State Develo;l)mental Center where Matt resides,
389 of the 467 residents are multiple handicapped; 238 have seizure
disorders; 47 have heart defects; 280 are orthopedically handi-
capped with 182 wheelchair users; 68 are blind; 101 have a hearing
in;ipairment, 18 of those are deaf; 385 have no speech or speech im-
pairment; 277 of the residents require feeding assistance; 310 need
toileting assistance; 384 need help dressing; and 894 need help to
bathe; 487 residents are not capable of making an appropriate re-
sgonse to an emergency; 876 require 24-hour awake supervision;
117 require physical therapy; 276 have behavior problems, and: 142
of those are considered to have endangering behaviors.

Forty females and seventy-four males require psychoactive medi-
cation, and all of those are on behavior management programs. In
addition, there are 66 others on behavior management programs.

The high standards that Medicaid imposes give the parents a
real secure feeling that our children areafro rly cared for. But re-
cently, HCFA—is imposing on these really fragile people so-called
active treatment, which I was told by Matt's social service worker
was not defined in writing but result in the staff actively engaging
these people from 6 a.m. to 9 ﬁ.m.

Now I understand that this means that they cannot take a
snooze or éust git and veg for a while like we all do occasionally.

Now HCFA is really putting these institutions through the
wringer on this active treatment issue, and many people think that
15 hours a daﬁ' is inhumane to some of these residents. And since
no written definition has been proferred by HCFA, I wonder if it is
just another rock to throw at institutions to undermine them, and
to further chop away at their credibility.

Let me tell you that these folks in the institutions have a very
faint voice. They are the most needy and the most dependent souls
in this society. If you Senators phase down funding to these institu-
tions, you will pull the rug out from under these Americans who
need our help more than the drug addicts.

Expand the Medicaid program but let the States determine
where and how to use it. Phase down the Medicaid funding and
you will close the private residential centers. And in Nebraska,
that means three Lutheran residential centers.

The States, especially rural States like Nebraska, may scale

down their ggblic facilities somewhat and keep them open on State.

general funds with much lower standards because of the lack of re-
sources in the western two-thirds of our State.
nk you very much.
Senator DURENBERGER. Thank you very much.
Senator DURENBERGER. Dana Kruse.

STATEMENT OF DANA KRUSE, SECOND VICE PRESIDENT, SICK
KIDS NEED INVOLVED PEOPLE, “SKIP,” INTERNATIONAL
FALLS, MN

Ms. Kruse. Thank you, Senator Durenberger.



327

{

My own child, Jennifer, is a special needs child, and I would like
to tell you about her in order that you may have a better under-
standing of the problems that surround a disabled child and the
critical need for increased sulzf)ort and planning.

Almost 4 fyears ago, when Jennifer was 2% years old, a tragedy
struck our family when Jennifer became a near drowning victim.
She was revived, and through the miracles of modern medicine she
has lived, but the disabilities caused from her accident are innu-
merable.

Jennifer suffered oxygen deprivation which caused massive brain
damage, leaving her in a comatose state, unable to walk, to talk, or
move her hands. Little did we know that life as we had known it—
her running, laughing, and calling our names—was gone forever.

During the agonizing months that followed, Jennifer struggled to
stay alive des{)(xte overwhelmirg odds. She became dependent on a
ventilator to keep her alive. Bolts were drilled into her skull to
monitor brain swelling, and a multitude of lines and tubes were in-
serted into her body to administer food and medication and to mon-
itor her vital functions.

We waited, and we prayed for the time that Jennifer would wake
up and start to improve. We looked to the exﬁ)erts for answers, for
g}tlxidance, and for reassurance and found that it wasn’t always

ere.

As Jennifer’s condition began to stabilize, attempts were made to
remove her from her life supgort. A tracheostomy was performed
in an attempt to remove her from the ventilator and a permanent
gastrostomy tube was inserted into her stomach for feeding.

What hope we had for total recover{soon faded during the reha-
bilitative period that followed, which included a total of 16 months
and transfers to 4 different hospitals. She developed a severe sei-
zure disorder, and in an attempt to control her seizures, radical
medication therapy was initiated with devastating side effects. She
developed muscle contractures and brittle bones, which ultimately
led to the dislocation of both of her hips, fractures of both of her
le%s and a broken collarbone.

n her debilitative condition, she developed pneumonia and then
chicken pox from which she nearly died. But Jennifer did survive,
and she remains in a coma with little chance for recovery.

The life or death situation, the trauma and the rehab that our
family went through seems like a century ago when, in fact, it was
not much more than a year. It was at that time that the questions
star;;ed, “What now? You are going to institutionalize her, aren’t
you 1

It was at this time that we, as consumers, were introduced to
what we call the system.

Jennifer's health insurance funds were running low, and we
were told that institution care would not only be the most economi-
cal but be the most humane for myself and my family. We were
told we could put our lives back in order and %et back to living
again. But how could we forget the child that we love, knowing she
would be taken care of by st'ranfers in a place far away from our
home? It didn’t take us long to learn that we had to stand up for
our rights, and in the midst of our grief we learned to humble our-
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?elf and ask for help from those who cared, and could make a dif-
erence.

We were successful after many legal battles to encourage our in-
surance company to agree to home care for Jenny. The savings and
dollars were well documented, and we were able to decrease the
cost by over 33 percent, and with the assurance of documentable
quality care, we were on the road to getting our family back to-
gether again. '

While Jennifer’s story may seem to many of you almost incon-
ceivable, believe me, it is not. The stories and lives of many of
these special children are sadly and unfortunately very similar.
But what happens when you run out of insurancé? What happens
when you run out of money? You aren’t able to buy services. Are
you once again faced with the institutional question: What happens
when you as a family are seemingly put in situations where life
and death decisions for your loved ones are based on dollars and
es‘t;ablished policy rather than medical appropriateness and digni-
ty

We quickly become the experts in services delivery, as well as
ghe funding system, or our child will pay the highest price if we

on’t.

After numerous contacts with the Health and Human Services
Division, we are told we are fortunate to live in one of the less
than 30 States and territories that can cover the total care package
that Jennifer will need. Now the question remains, How do we
access this great program within the State of Minnesota? Do we get
there by being eligible for the categorically needy program of Med-
icaid, or is that just for ple who fall under the financial assist-
ance category? use both my husband and I work, it has only
been the drain of Jennifer’s medical expenses that wave put a fi-
nancial burden on us. So if we do not quality for the categorically
needs"? program, then are we eligible for the medically needy pro-
gram

Jennifer is certainly medically needy. But do we have to spend
 down to the poverty level to %am access for Jenny? But then there
is the 2176 Waiver Program t
in need.

After reams of rules and regulations that are so mind boggling
and discouraging, you are ready to give up unless you become de-
termined to sort your way through the maze. I am afraid that so
n}xlanx? parents do just that and give up. Then what is there left for
them'

Senator DURENBERGER. Thank you.

Ms. Kruse. Thank you.

Senator DURENBERGER. We appreciate I‘Z'sour testimony very much.

[The prepared written statements of Ms. Kruse and Ms. Barbara
fI‘{iylnopﬁm, president, Congress .. Advocates For the Retarded, Inc.,

ollow:

at services only a selected population

K
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FPINANCE SUBCOMMITTEE PUBLIC HEARING
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Testimony given by bDana J, Kruse
Parent and 2nd Vice President of SKIP
Testimony written by Karen A, Shannon
.Founder and National Executive Director of SKIP, INC.

GoSdmotning Senator Durenberger and other members of this
distinguished comnittee, My name is Dana Kruse and I am here
today from International Palls, MN, I appreciate the opportunity
to testify this worning on behalf of my own daughter and also the
thousands of other diauﬁled c¢hildren across the country.
The parents and families of these unfortunate children confront
on a daily basis overwhelming, and often times devastating,
personal circuamstances surrounding their children, As different
as each family and their situation is, they all have one thing in

cciwon, they are determined to create the best possible life for

their chil¢. However, due to the current lack of cooréination of

benef!* s and accessibility of services that are critical to the
well-being of these children, nany, if not all families, are

experiencing enormous financial difficulties,

KMy own chilé, Jennifer, is a special needs child and I would like

to tell you ahout her in order that you may have a better

understanding of the problems that surround a disable¢ child and

the critical need for increased support andvplannlnq.

Almost 4 years ago, wvhen Jennifer was 2 1/2 years old, a tragecdy

struck our family when Jennifer became a near drowning -vlctim.

She was revived and through the ®miracles of modern medicine® she

lived, but the dJdisabilities caused from the aecgdent are

1
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innumerable, Jennifer suffered oxygen deprivation which caused
massive brain damagd leaving her in a comatose state; unable to
walk, talk, or move her hands. Little did we know that her life
as we had known it - running, laughing, calling out out'names -
was gone forever,
nurin§ the agonizing months that.followed, Jennifer struggled to
stay alive despite overwhelming odds. She became dependent on a
ventilator to keep her alive, bolts were drilled into her head to
moniior brain swelling and a multitude of lines and tubes were
inserted into her body to administer food and medication anc to
monitor her vital functions.
we waiteé and prayed for the time that Jennifer would wake up and
start to improve, we lookeé¢ to the experts for the answers, for
cuidance, for reassurance and found it wasn't always there,
As Jennifer's condition began to stabilize, attempts were make to
remove her fron life support systems. A tracheostony was
performed in an attenpt to remove her from the ventilator and a
perranent castrostony tube was inserted into her stomach for
feeding.
what hope we hac for total recovery soon faced during the
rehabilitative perjod that followed, which included a total of 16
months anc transfers to 4 different hospital. She developec a
severe seizure djisorder an¢ in an attempt to control thé
seizures,radical medication therapy was intiated with devastating
je effects. She developed muscle contractures and brittle
bones, which ultimately led to the dislocation of her hips ané

fractures of both legs and collarbones, In her debilitatec

.
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condition, she developed pneumonia, then chicken pox, from which
she nearly died, »

But Jennifer 4id survive, however, and she remains in a coma with

little chance for recovery. 3

That ﬁatt of our families life seems like a century ago, when in
fact 31: .was not much more than a year. It was then that the
questions started, * What now, you are planning to put her in an
institution, aren't you?® It was at this time that we were
introducted to what we as consumers call "the SYSTEM",
Jennifer's health insurance funds were running low and we were
told that 1nstitutiona1 care would not only be the most
economical, but the most humane to myself and my family. We were
tolé we could then put our lives in order and get back to living.
But how could we forget the child we loved, knowing she would be
taken care of by strangers in a place far away from home, It
didn't take us long to learn to stand up for our rights for in
the nidst of our grief we learned to humble ourselves and ask for
help from those who cared and could make the difference.

We were successful after many legal battles to encourage our
insurance company to agree to home care for Jenny. The saving in
dollars § were well docunentated, .and we were able to decrease
the Eost by over 33% and with the assurance of documentable
quality care, we were on the road to getting our family back
together,

while Jennifer‘'s story may seen to many of you almost
inconceivable, believe me, it is not, The stories and lives of
many of these "special children® are sadly and nnt&rtnnatoly

very similar, But what happens when you run out of non:y? you

3
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aren't able to purchase services? are you once again faced with
the institutional question? What happens when you as a family are
seemingly put in situations where life and death decisions for our
loved one are based on dollars and established policy rather than
medical appropriateness and dignity? We quickly become the
experts in the services delivery, as well as the funding system,
+or our child will pay the highest price if we don't,

~fter numerous contacts with the Health and Human Service
Division we are told we were fortunate to live in one of less
than the 30 states and territories that can cover the total care
package that Jennifer will need. Now the question remains how do
we access this great program within the state of MN? Do we get
there by being eligible under the Categorically Needy Program of
t.ecicaic¢? or is that just for people who fall under the financial
assistance category; because both my husband and I work and it has
only been the drain of Jennifer's medical expense that have put
a financial burcen on us. So {if we don't qualify for the
Categorically MNeedy Program then are we eligible for the
recically Neecy Program? Jenntiet is certainly medically needy,
but 6o we have to spend dgwn to the poverity level to gain access
for Jenny? Ané then there is the 2176 Wwaiver program that
services only a selected population in need,

After reans of rules and regulations that are so mind boggling
and discouraging, you are ready to give up unless you become
determined to sort your way through the maze. 1I'm afraid so
many parents do just that, GIVE UP, and then what i{s left?

We as Americans are duty bound to respond to the needs of our

it

£
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. . 4
children, and all our fellow Americans. Our American dream is
founded in the belief trat all people are created equal and that
all Americans have the tight to persue life, liberty and happiness.
The charge I leave you Qith is not from just One MOM, but lii the
Mothercflctoss our land, "Alone we stand defeated, but toéether
what J& can achieve will move montains, all it takes is
:ecognf:lng we have a problem and the will to do something about
it.
Thank you for the opportunity of testifying before you today.
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I am Barbara Konopka, President of Congress of Advocates

for thg Retarded, Inc., a national organization of parents,
families and guardians, working for the advancement of all
mentally retarded individuals. We represent "the parents'
voice" in advocacy across America. All officers and
directors of CAR are parents of retarded individuals, We
work without compensation, have no paid staff and utilize no

public funds.

Since becoming incorporated in 1980, CAR has strived to bring
together parents, families and guardians of mentally retarded
persons to begin again to build a self—represent?ng force in
advocacy for our loved ones who depend upon us to speak for
their advancement and'proteccion. We wish to bring a halt to
our children being fair game for self-proclaimed experts,
political opportunists and get-rich-quick operators who are
cashing in big on the dollars spent to "improve" the lives of

the mentally h&ndicapped.

During the 1970s, civil rights activists, moving through tﬁe’
process of deinstitutionalization, intruded upon the lives of
mentally retarded persons and their families to push forward
as a national goai, a philosophy of freedom that has caused
death, destruction and devastation to these individuals and

families swept up in this ideological wave of social reform.
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Mental retardation has become a megabucks business.
"Community placement has grown from concept to program to
ideology", stated one lawmaker a few years ago. "Every
action, every appropriation, every policy is directed at
shuffling people, not treating them." The situation remains

the same today.

Parents of mentally retarded children and adults are in the
center of the social reform arena and split apart by
bureaucratic game playing in the movement to gain control of
federal and state (program) dollars in order to perpetuate

the mental retardation bureaucracy.

In the 1980s, the bureaucracy has become imbedded in the
legislative process. At the federal level, the goal is to
redirect Medicaid dollars away from residential centers of
care and treatment of the most seriously impaired, a move
planned to bring about the demise of this important part of

a service continuum.

THE COMMUNITY AND FAMILY LIVING AMENDMENTS NOW SITTING IN
COMMITTEES IN THE U.S. SENATE AND HOUSE OF REPRESENTATIVES
(S.873 AND H.R, 2902) REPRESENT ATROCIOUS ASSAULTS AGAINST
THE MOST SEVERELY AND PROFOUNDLY HANDICAPPED AMONG OUR
RETARDED POPULATION;
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Although this hearing has been described as "not a hearing
on the Chafee bill", it was reasoned in announcement "to
evaluate where and how the funds are being spent and whether
services are being provided in the setting most appropriate

to meet the needs of the individuals receiving services."

In the book of testimony pfesentéd on the Community and
Family Living Amendments of 1983 (Hearing 98-775, held on
February 27, 1984), Senator Durenberger stated in his closing
remarks: "To go back to the focus of this hearing, for people
who wanted to be witnesses today it looked like this was a
hearing to say whether we were for or against $.2053, I have
concluded this is a hearing that is for the disabled in

America, and for the improvement in their health care."”

"eeo.I don't feel that we ought to be constrained by the $8
billion or the $4 billion, or whatever it is, dollars and
say, 'There isn't enough to do this right,' because there is
so much in other parts of the system that we are absolutely
wasting, that we shouldn't use that to beat up on health care

for disabled persons."

Whether or not settings are appropriate cannot be determined
without the informed opinions of parents of the individuals
being served. Appropriateness of settings should not be
determined by the amount of dollars governments deem

sufficient or are willing to spend., Neither should
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1nd1v£dual needs be determined by "what is available", This
has been the case too long for.too many. Such direction
results in tissue-paper planning. Without utmost
consideration and pfiority afforded parent/family/guardian
judgment, individuals are ultimately ill-served and everyone

loses,

Twenty years ago, the United States of America made a
commitment to the mentally retarded of this nation. Through
that commitment, much has been improved for many among our
retarded population. For the severely and profoundly
impaired, we have gone too far. "We've lost our sense of
priorities", stated Elliot Richardson, former Secretary of
Health, Education and Welfare, in an address before the
President's Committee on Mental Retardation (May 11, 1986).
"We need to refocus our minds on the questions, What can
soclety afford to do on behalf of those who need our help?
What can we afford not to do? Why cannot we afford to do as

much today as five-ten years ago?"

"And what standards should apply to the level of quality of a
civilization”, asked Ambassador Richardson. "The best of all
measures: Society's response to the least valued of its

members."
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The Mental Retardation Establishments

Excerpted from “"Meeting the Needs of the Retarded” by Dr. Robert L. Isaacson,
State University of New York at Binghamton, New York

The groups of admini s who interpret, impl and itor prog for the mentally deficient ex-
ists nationally, within states, within regions of slates, and within institutions. The group of professional ad-
ministrators of prominence within a state are relatively few and known by people in similar positions
throughaut the country. Spokesmen for this group of nationally known dmini P a powerlul
lobby on the national scene. They also are influential in the states they represent.

Within regions of a state and within institutions a similar,situation exists. Certain of the higher administrators

represent their institutions to the state leadership and to the ity. Without i ion, perhaps, they have
d the role of spok for the employees serving under them.

These establish play an important role in the devel t of prog for the mentally deficient. They
develop theilr own ideas and plans for the mentally deficient. These ideas and plans reflect a uniformity and
cohesion that comes from discussion among the bers and a sut 8 t among thuse involved.
They are presented by the articulate spokesmen of the several establishments to people and groups influential
in the legislative processes. They have access to those who have the decisi king power in g

Many of the professional administrators are active or influential in national, ide, and local groups

organized lo support the cause of the mentally deficient. These are associations which were established initially
Iy parents to function as political lobbies. Typically, these organizations become so large that they must be run
as busi by professional admini who have strong Identification with other professional ad-
ministrators in the state and federal bureaucracies.

As with many such groups, a minority of the members come o exert disproportionate influence, These are’
people with personal energy and drive. They are inted 10 ¢ i become ¢ ittee chairp
and elected officials. The majority of the members do not become active participants, Since parents of mentally
de_ﬂcienl personshcome from all walks of life, a substantial number are far less educated than the professional
who b i

ity figures. In many instances, the opinions of the admi are ac-
cepled unquestioningly by individual parents and parent groups.
In effect there are two major voices that influence the political scene: the establishments made up of the pro-
fessional admini and establish posed of parents and similar groups who champion the cause
of the mentally deficient. ‘

While soclety, the public at farge, may have views about the care and treatment of peuple with mental defi-
ciencies, these are ill.formed and vague. Seldom are they expressed directly to those people and agencies that
make decisions, Instead, it is the views of the mental retardation establishments that are miade known to the
decision makers. These views may or may n:! represent those held by the public-at-large or even by the ma-
jotity of members of the bureaucracy. They may ant even repr.sent the feelings of parents in parent-groups
since, as we noted above, the oificial opinions are forged by the (ew Ié’aders of the groups.

/

The leaders of the various mental retardation establishments hold views that may not be thuse of theit consti-
tuents. For those in the state and federal bureaucratic establishments, the constituents woulll be the employees
of the g agencies involved with the care and treatment of the mentally handicapped. The needs of
these public employees should be represented, but they are not identical with the needs of the mentally defic
cient themselves. In principle, tHe parent groups would seem to be the most likely bodies to represent the
needs of the mentally deficient. However, as mentioned, some of these parent grous have their opinions
shaped by a minority who are leaders and professional administrators. Fads and trends in care and lreatment
may be established because of the politically active and vocal groups in the establishments, Only when there
are wide discrepancies between current practices and views of society will there be a major “correction”......
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Senator DURENBERGER. John, do you have a question?

Senator CHAFEE. Well thank you very much, each of the wit-
nesses. I have had the privilege of hearing from being associated
with some of you before.

I do want to say to Miss Crawford that in connection with the
legislation that I have sponsored, we have a set aside for those
States that wish to use institutions, and I think it is important that
that be recognized.

The testimony we have had from Mrs. Kruse, and Dee Everitt,
and others, I particularly want to congratulate Jeff Gunderson for
his testimony. I understund this is your first visit to Washington,
the first time in an airplane. :

Mr. GUNDERSON. This is the first time I have been out of the
State in 17 years, except to see my sister in Illinois.

Senator DURENBERGER. That is why they have got the bumper
sticker that says “Escaped from Wisconsin,” right? [Laughter.]

I had to get that one in, Jeff. .

Mr. GUNDERSON. In this case, I think that is true. [Laughter.]

Senator CHAFEE. So we want to thank each of you. Your testimo-
ny has been very, very impressive, and helpful and moving. Thank
you.

Senator DURENBERGER. Jim.

Senator ExoN. I want to thank all of you for your testimony. I
was called out for just a moment.

Jeff, I listened to {gur testimony very carefully, and I want to
congratulate you for being here today -Your testimony was tremen-
dously important.

Mr. GUNDERSON. Thank you. *

Senator ExoN. It gives us an insight, and I really believe that the
insight that we get from you is a case in point for community
based programs, and programs.outside of institutionalization,

Dee, I thank you.for your testimony. Miss Kruse, I had to be
called out and I missed yours.

Pat, thank you for your testimony. Pat Crawford, I think, is car-
rying on a concern that we legitimately have for not only the Jeffs
of the world, where the community based program and noninstitu-
tional care has been a great tﬂlaus, but there are others.

John, I am glad to see t you have soriething in your bill
about exempting States, and I will be glad to talk to you and
maybé we can work that out.

I simply want to say that I hope we do not get down into the cus-
tomary battle that we seem to get into on these issues by recogniz-
ing—I emphasize once again—the very needs of the various people
that we are trying to heip, Taking r4vay from one and giving to an-
other, in my opinion, is not the avswer, because when we do that
we forget those who cannot come hers and testify and speak. There
are other. [g}‘)plause.]

Senator ExoN. Therefore, I simply say that let's approach this
with caution.

I emphasize once again, Mr. Chairman, as I think both Dee and
Pat Crawford know very well, I am_a strong supporter of both.
What we come down to is where are we going to gﬁ: the money
from to take care of both? It is an obligation we all have and let’s
continue to work on it.
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Thank yoa all for being here.

Senator DURENBERGER. Let me just very quickly summarize and
end the hearing by saying that on the point Jim made at the end,
where is the money going to come from, that I think you don’t
- have to be here too long to understand that this Nation—I made
this little talk yesterday to a group of Mongs, and Laosians, and
Cambodians and Thais who were afraid that their families would
never come to this country, for example, because we don’t have
enough money. The reality is that this is a very rich nation in
many, many ways. The resources are all out there. The financial
resources are there and the human resources are there. Sometimes
it is just simple utilization of TLC and that sort of thing.

But as Lowell Weicker said, I think, in the beginning, and as
John Chafee said in his opening remarks, it is a question of how
well can public policy, particularly in the financing of services,
keep up with what is actually going on in the community? Some of
that is technological, but a whole lot of it is in the parents here, for
example, who have been testifying today, in their view of their own
capabilities and the capabilities of the community around them,
and how that has changed and changes over a period of time. Are
we, the challengers, going to be able to be capable of formulating
policy changes that can adapt to the realities of what is going on in
the world?

The resource issue I don’t think is a problem. I think the re-
sources are there. But the current public policy makes it very diffi-
cult for us to put the right resources in the right place to do the
right thing at the right time.

So I will just end again by saluting my colleague here on my
right, John Chafee, for his leadership over the years on this issue.

y sense is that, as you indicated in your opening statement, that
in the next Congress, as we come to grips with the various ele-
ments of so-called welfare reform, as they call it around here, cata-
strophic insurance, what are we going to do about the chronically
ill, the issues of long-term care for the disabled and for the elderly,
are all on the President’s platform. I think in this ‘committee, in
1987, you will see us come to grips with the challenge that John
Chafee has laid out here for us over the years. All of these hear-
ings, and all of these places with all of these peple, and all of this
emotional charge, if you will, will have been fruitful. <

On behalf of all the other members of the committee who could
not be here, let me express my appreciation to those of you who
are here representing hundreds of people who cannot be here

ay.

Thank you for being here.

Senator CHAFEE. Mr. Chairman, I would just like to say one
thing. First of all, we want to thank you for your continued inter-
est and involvement in this effort. You have been excellent in your
leadership—we all appreciate it—as chairman of this subcommit-

Second, I would hope as we leave that we bear in mind what Dee
Everitt said. We are not just dealing with institutions or communi-
ty livin%‘(‘)r the facilities or Medicaid, we are dealing with human
beings. Those are the people I think we have got to keep in mind as
we wrestle with these problems. ,
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Thank you ‘very much.

Senator DURENBERGER. John, thanl;dyou. Ladies and gentlemen,
we thank you. The hearing is adjourned.

[Whereupon, at 12:53 p.m., the hearing was concluded.]
[By direction of the chairman the following communications were
made a part of the hearing record:] ‘
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American Health Care AssOCiation 1200 15 street, Washington, 5C.20005 (202) 833 2050

The American Health Care Assooiation is the nation's largest federation
of long term care facilities. Over 9,000 member facilities provide care to
chronically il1 and developmentally disabled of all ages. AHCA commends the
Senate Finance Committee for conducting these hearings on the issues of Medicaid
funding for services for the developmentally disabled and appreciates the opportumty
to provide comments on them. AHCA believes that a wide spectrum of institutional
and noninstitutional services must be funded if the needs of the developmentally
disabled are to be addressed.

In 1972 Congress extended Medicaid coverage t. ' - ude intermediate care
facilities for the mentally retarded (ICFs/MR). Acti - . satment and 2h-hour
supervision are required for certification. Curreny _.les to implement the
program are being revised for final publication in 1987. The goal of the ICF/MR
program is to help each developmentally disabled person reach his/her maximum
potential. Each resident must have an individual active treatment and training
program. Active treatment is a planned, goal-oriented therapy program which
assumes the resident can develop beyond current capabilities.

Under the Mediocaid rules, ICF/MR faoilities are licensed and mondtored

by states. Currently, 560 specific federal standards govern ICF/MR faoilities.

. In addition there are state standards. Facilities are inspioted annually to
F determine Gcmpliance with the standards.

The ICF/MR prograam serves persons with a broad range of disabilities, such
as blindness, cerebral palsy, epilepsy, and mental retardation. Professional
services offered to residents inolude nursing, dental, medical, psychology,
physical therapy, occupational therapy, speech pathology, audiology, therapeutic
recreation, pharmacy, social and dietary services. These services, in addition
to room and board, comprise the "total™ care the ICF/MR faoility must provide.

Most developmentally disabled persons are cared for by their families in
the home and receive services through health, education and training programs.
Other developmentally disabled are cared for in ICF/MR facilities. Six to fifteen
percent of all .sntally retarded live in some form of supervised residential’
setting suoh as state institutions, private ICFs/MR, and foster care or small
community facilities. The most severly handicapped individuals are cared for
in the large public and private institutions. A 1982 study, "Classification
of Residential Facilities for Mentally Retarded People,” found that 19 percent
of the'populations of large private institutions are profoundly retarded and
14 percent are nonambulatory. The profoundly retarded are only 10 percent of
the populations of small group residences and only 5 percent are nonambulatory.

A non-profit of and long term health care facilities dedicated to improving hulth cate of
the convalescent and chronically ill of all ages. An equal opportunity employer.
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At the present time a state has the option to operate £n ICF/MR prograa.
Some state Medioaid programs support only state institutions and community programs;
however, others support a variety of programs, includips mid-sized private for
profit and non profit faoilities. In the last decade, a +. -nd toward developing
community ocare faoilities has developed. For exampl. - rer the last decade
the total population of large state institutions has declit. ' by one-third while
the number of community care programs has increased ninerold. New admissions
to supervised apartments during 1982 increased by 32 perosnt while new admissions
to large facilities grew by only 6 porcont One~third of the exist: .. emall
programs have opened since 1980.

AHCA_POSIYION OM CARE OF YHE DEVELOFMENYALLY DISABLED

CONTINUUM OF CARE IS NERDED

AHCA supports a wide spectrum of services for the develommentally disabled
and advocates a system which provides service delivery in settings tailored
to address the needs of the individual. AHCA opposes proposals to limit reimburse-
ment for services to a single model of service delivery. The needs of the develop-
mentally disabled are diverse and must be addressed by a variety of systems
and prograas. Clearly a mildly retarded, ambulatory, verbal individual needs
a level of care that is different from the care needed by a profoundly retarded,
nonverbal, nonambulatory person.

For some developmentally disabled persons a small faoility may be ideal.
For others, especially those with numerous, complex needs, a larger facility
than can offer an array of services and full staffing is more appropriate.
For still others, there will be a need for different levels of care as developmental
and funotional skills change. If all facilities are limited in size, no single
faoility will be able to provide a wide array of services. This will cause
partioular probless for the severely handiocapped who need continuous multiple
servioces such as professional nursing services, physioal therlpy and occupational
therapy on a daily basis.

BEIMBORSEMENT AND THE CONTINUUM

Studies supporting the theory that small, community-based faoilities are
less expensive than institutional care ocan be misleading. In order to correotly
interpret them one must understand the various types of institutional and non-
institutional care provided for ICF/MR clients and the reimbursement systems
which fund them.

Two types of facilities comprise "institutional care facilities." This
faot 18 not usually apparent in cost studies which label institutional care
as the most expensive. There are large state facilities and there are private
ICF/MR faocilities, such as those whioh are AHCA members. Large state owned
and operated facilities are the most ocostly. In part, this is because of higher
labor and property ocosts and the higher costs assooiated with the heavy oare
oclients for whom they provide care. Full cost reimbursesent through Medicaid
results in payment of over $100 per day per resident in many state institutions.
AHCA member facilities are private proprietary and nonproprietary facilities

2
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which range in size from 16 beds to 200 beds but average approximately 70 beds.
Private facilities are reimbursed per diem rates of approximately $50 to $65
dollars per day per resident. )

AHCA hopes that the Committee will foous on the cost of providing appropriate
services for each client before it concludes that one model is less expensive
than another. This is important because the total cost of care is not always
reflected in the Medicaid per diem reimbursement. Small (up to 15 beds) facilities
utilize training, education, transportation, social services, and therapy programs
which are supported through state and county goverments, United Way and charitable
donations. Many of the residents also are SSI beneficiaries. The costs of
these services are not included in the daily rate that is funded through Medicaid.
Mid-size and large facilities usually provide comprehensive services on campus
as part of the facilities' program. The costs of these comprehensive services
are included in the Medicaid per diem rate.

Medicaid funds both institutional and noninstitutional services for the
developmentally disabled. Medicaid funds the institutions which meet the ICF/MR
standards described earlier. Medicaid also funds services for the develomentally
disabled through the Sec. 2176 Home and Community Based Services waiver program
for individuals who would otherwise be institutionalized. In addition, the
recently enacted Sec. 9516 of the Consolidated Budget Reconciliation Act provides
the state Medicald agency with options to either approve six month plans of
oorrections for deficient facilities or plans to reduce permanently the population -
of the faoility by moving olients to community services.

AMCA POSITION QN CURRENT PROPOSALS

There are several proposals before Congress whioh would alter Medicaid
financing by direoting substantially all Medicaid funding to a community-based
model of care. AHCA opposed these proposals b they would limit the avail-
ability of services for the develommentally disabled to the community care model
and prohibit acoess to Medicaid funded institutional care.

One of these proposals, S. 873, the Community and Family Living Amendments,
would restructure Medicaid services for mentally retarded and other severely
disabled individuals. S. 873 proposes to phase out most funding for institutions
and shift it to the community-based services over 14 years.

AHCA's objections to S. 873 are centered on the following major points:

o  HNot all severely disabled persons can be cared for in oomunity settines.

-- Many severely disabled are physically and mentally handicapped
and suffer from life-threatening medical conditions. Some are
frail and need constant observation by professional staff. A
recently published article in the October 1986 Ameriocan Journal
for Publig Health noted that several medical specialties essential
to the care of deinstitutionalizeds individual in Massachuseits
were not available in the community.
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A large portion of institutionalized mentally retarded residents
also suffer from serious behavioral problems. These people require
a high staff ratio and intense care by trained individuals.
Access to professional help is a necessity for both staff and
residents. Experience shows that these clients are the most
difficult to place in community care, and are the most likely
to fail in smell community settings and return to the institutions.

Some past deinstitutionalization of the severely disabled people
have failed miserably. Many believe.that recent efforts in Kentuoky
and Florida resulted in examples of inadequate care, high mortality
rates and irreversible damage to residents.

Quality is pot direotly related to aize.

Larger facilities ocan provide more services and can develop a
professional staff to deliver varied and complex sophisticated
services. Because of the nature of the funding source for large
facilities, clients are less dependent upon varied and categorical

. program appropriations which can be changed or terminated. Such

changes can disrupt or cancel services.

Numerous studies have oconcluded that size is not related to quality
of care, that homelike facilities do not guarantee improvement,
and that family style homes can be more restriotive than larger
settings.

In larger facilities residents engage in more social behavior
and develop more friendships than residents of small faocilities,
as found in at least one study comparing small and large settings .

Larger facilities, by virtue of large professional staffs and
large numbers of visitors, allow for greater opportunity to formally
and informally monitor resident care.

The life safety of disabled people is enhanced through physical
structures built or modified to meet 1ife safety and other code
requirements developed to provide needed proteotion. Family
homes are not designed to provide this protection.

Mandating community care for all severely disabled persons will increase
the cost of care.

The total cost of care: room, board, services, training, medical
ocare, transportation of community care clients, can exceed the
cost of private ICF/MR care. For example, in 1982 the cost of
small group residences with day programs was $62.70. The cost
of large private ICF/MR care with day programs was $56.83.

Additional costs which would result fros community care models:

1.  Additional costs of administering, monitoring, surveying
and inspecting a greater number of facilities scattered

]
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throughout the country.

2. "Start up®™ costs which would be assocliated with the program.
These should include the cost of maintaining the empty beds at
the large facility. Costs are assoclated with the additional
number of staff who will be needed to compensate for time lost
traveling to, from, and between many small facilities. Labor
costa are approximately two-thirds of the program costs.

3. Costs of deinstitutionalizing the heavy care resident.
Approximately one-fifth of the residents of private large
institutions and over one-half of those in public facilities
are profoundly retarded. Fourteen and 25 percent of the
institutionalized are nonambulatory. -Most community care
programs care for more able persons, less than 10 percent
are profoundly retarded and less than 6 percent are non-
embulatory. The greater the disability, the greater the
need for staff and the greater the cost of care.

A second proposal, S. 1948, the Quality Services for Disabled Individuals
Act, would establish a Bureau of Quality Services in HHS, require surveyor training
and standards for residential facilities and require the state to establish
a home- and communi ty-based services program for persons who would otherwise
be institutionalized at a greater cost. AHCA has no major objections to this
proposal as it pertains to the developmentally disabled. AHCA supports the
concepts in the legislation which require state plans for screening, appropriate
levels of care oriteria and a strategy for developing home- and community-based
services.

AHCA BECOMMENDATIONS

AHCA believes that Medicaid funding of services for the developmentally
disabled could be enhanced by making the Sec. 2176 Home and Community Based
Services Program permanent instead of a program which sunsets at regular intervals.
State planning for home and community services involves training staff, construction
or substantial renovation of residences, screening and assessing individuals
and other long range functions which are diffioult when the funding source may
be temporary. With the exception of the sunset provision, the Sec. 2176 program
allows states to provide a wide variety of services. Congress should consider
removing this one barrier.

Any changes in Medicaid must encourage a balanced approach to the care
of the severely disabled. The severely disabled are a heterogeneous group and
ocannot be cared for in a narrowly designed system which works under certain
circumstances.

There is a need for small facilities, respite care, day programs and the
entire continuum, including institutions. Those who can be adequately and
efficiently cared for in small facilities should have the option to reside in
them. Unfortunately, many people are unable to develop the skills necessary
to 1ive in small group homes. These people may be profoundly retarded, blind,
orippled and suffering from any number of mediocal conditions. These people

5
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need nursing, therapy and custodial care 24-hours a day in addition to training.
Is it practical or even possible to provide these services in small scattered
settings? Even if the personnel were available, the cost would be prohibitive.
The total cost of a nursing visit, a home health aide viait and a therapist
visit could be as high as $80 per day. Add to this the cost of room, board
and custodial care and the total cost is much more than what Medicaid now provides.

We support the goal of 1ndspendonee;'hovever, the developmentally disabled
need and deserve more than a system which is based on an arbitrary number of
beds, not the quality of services.
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ad I'Cg% minnesota

Assoclation for Retarded Citizens
3225 LvndalevAvenue south, Minneapolis, MN 55408-3699

B
Hubbard

First

Toll Free 1-(800)-582-5256
(612)-827-5641

September 22, 1986

Betty Scott-Boom

Committee on Finance SD-219
Dirksen Senate Office Buflding
Washington, D.C. 20510

Dear Ms, Scott-Boom:

We wish to offer the following written statement to the record of
the September 19 Senate Finance Committee Subcommittee on Health
hearing on Medicaid financing:

In Minnesota, Medicafd policies have dictated service develop-
ment. Therefore to a great extent, the only service that has been
developed to meet the long-term care needs of people with develop-
menta) disabilities has been Intermediate Care Facilities/Mental
Retardation (ICF/MR). Over 7,000 ICF/MR beds currently are
licensed in Minnesota.

Alternative services, especially family supports and long-term
care services in less restrictive settings, have been in great
demand, It was not, however, until Minnesosta began utilizing the
Title 19 Home and Community Based Wafver that these services be-
came available. The ARC has seen the demand and preference for
these services grow considerably over the last two years. In
addition, their avaflability is enabling four large facilities

(40 - 100+ beds) to close down and place people in smalier and
more appropriate settings.

In Minnesota at least, Medicaid policies have a profound impact
on the development of our service system, This {s why ARC Minne-
sota so strongly supports the Community and Family Living Amend-
mwents. It will enable us to meet the demand for small community
services and continue to phase down and close larger institutional
programs. ARC Minnesota strongly believes that all people, re-
gardless of the severity of their disability, can 1ive in small
community settings provided that community supports exist, Due to
the {mpact Medicaid has on long-term care services, we believe
that its policies should be promoting the use of small community
based services which most appropriately meet the needs of people
with developmental disabilitfes. R

We sincerely hope the committee will carefully examine the {ssues
regarding long-term care prior to and in conjunction with con-
sideratfon of any proposed solutfons, including the Community and
Family Living Amendments.
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" MS. BETTY SCOTT-BOOM
SEPTEMBER 22, 1986
PAGE 2

If we can be of any assistance fn clarifying the issues in Minnesota or
providing you with additional information, please do not hesitate to
contact us.

Sincerely,

(Sett fllebacd

President

BH/cm
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TESTIMONY ON MEDICAID FINANCING OF SERVICES FOR DEVELOPMENTALLY DISABLED PERSONS

By ALEXANDER L. NAPOLITANO, EXECUTIVE DIRECTOR
On behalf of BETHESDA LUTHERAN HOME
Watertown, Wisconsin 53094

Prepared for the September 19, 1986, Hearing
Held by the Subcommittee on Health of the U.S. Senate Committee on Finance

Thank you for this opportunity to share suggestions regarding Medicaid
funding of services and long-term care for developmentally disabled persons. We
are concerned because some of the approaches which have been proposed have had
the effect of splitting the ranks of advocates for persons with mental
retardation. It is essential that all who have an interest in their care
(including parents, providers, legislators and retarded individuals themselves)
work together to improve, assure and fund a full spectrum of education and
services. We believe this hearing is an excellent step in that direction and
hope that future discussions will expand opportunities for verbal input from a

much broader segment of those who are concerned.

I. BETHESDA'S EXPERIENCE

Since 1904, Bethesda Lutheran Home has served over 2,600 retarded children
and adults, earning a nationwide reputation for excellence in the field.
Currently we serve over 450 retarded individuals from 31 statis and one foreign
country on our main campus in Watertown, Wisconsin. This represents a voluntary
reduct%on from a high of 660 beds 10 years ago. We also operate 14 group homes
“'in nine states and Faith Village, a 65-bed cottage and group ;:ne conpiex in
Shawvnee Mission, KS, giving us a total of 650 residents in Bethesda facilities.

In addition, we are converting a beautiful eight-plex apartment building to
supervised apartments in a Milwaukee éubutb. We are also developing a cluster of
three 15-bed units in Aurora, Illinois, and have just purchased two more sites
for community living facilities in the Greater St. Louis, MO, area.

Bethesda employs a staff of 650 people, including doctors, nurses,
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therapists (occupational, physical, speech, recreation and music), psychiatrists,
psychologists, residential aides, chaplains, teachers, social workers, a
pharmacist, medical technologist, librarfans, and a volunteer coordinator (who
works with more than 5,000 volunteers who befrfend, chaperone, assist and provide
special entertainment for our residents, donating over 70,000 hours each year).

To provide information on services, facilities a;d materials, Bethesda
operates a National Christian Resource Center. To provide consultation and
prognosis for the future, we have a Difagnostic and Evaluation Center. We also
publish curriculum materials, which we make avallablé free of charge or at cost,
and training and planning helps such as our new "Task Analysis." 1In addition,
our Outreach Program provides seminars and workshops to train workers and
encourages parishes to welcome and involve retarded paﬁfle in congregational
activities,

Our newest venture is an interactive video studio (scheduled for completion
in December on our Watertown campus) where we will test new methods of training
community living staff, teaching retarded individuals and doing medical
diagnosis.

Our goal 1s to help retarded individuals develop their talents and abilities
to their fullest potential, thereby enabling them whenever possible to live

satisfying and productive lives in the community.

II. RECOMMENDATIONS

Based on our background and experience, we believe the following four points
are essential to the provision of adequate, appropriate care and training for
developmentally disabled individuals and should be the basis of any legislation
that is approved.

A. An individual habilitation plan should be developed for every retarded

person in need of services.
Benefits:

1. These plans will identify the services most needed by each
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individual and outline s program for achieving the individual's maximum
potential.

2. Cost effectiveness will ensue with more efficient use of services.
These habilitation plans can become the guideline for establishing necessary
services; current research i{s inadequate to determine precisely what
additional services are required, how many group homes/foster homes, etc.
are needed,

Guidelines:

I. Parents/guardians/advocates and clients should be fnvolved with
professionals in development of the plan.

a. Providers of services to developmentally disabled individuals
nust have an individualized program plan for each client and must be
accountable for providing active treatment.

b. Each state should establish an identificqtion and screening
process for all developmentally disabled individuals who are potentially
eligible for services.

2. The goal of each plan should be:

a. . To help the retarded individual live as normal a life as can
realistically be deemed possible and logical, given the individual's mental -
capacity and functioning level. Although all of life involves risk (and
risk can be beneficial), nevertheless planning considerations should
include:

(1) Safety/medical needs,

(2) Quality of life,

(3) Involvement in true community (which may or may not be
the least restrictive “Betting),

(4) Client satisfaction,

(5) Maximum exposure to quality training techniques,

(6) An envir ducive to eptance and respect of

the individual. Mentally handicapped persons are not really free just
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because they reside outside the four walls of an institutfon. Simply living
in a house in a community does not assurevquality of life and integration.
It requires being wanted, involved, and accepted for your individual
self-worth.

b. To prepare individuals who remain in the family home for the
day when their parents, efther because of illness or death, can no longer
care for them.

B. Legislatjon should encourage, not limit a full spectrum of services,

ranging from institutional care to supervised apartments and family living

arrangements.
Benefits:
1. Availability of a comprehensive array of services:

a. Preserves freedom of choice for the retarded individual and
his/her family,

b. Recognizes the fact that it is "normal” for most young adults
to leave home for education and training (in large colleges and schools
where they often live in dormitory settings) or for jobg,

¢. Provides options for retarded adults whose families are overly
protective or who are subjected to stress through family éxpectations that
are too high. ‘

d. Allows retarded persons to CHOOSE a cluster or private
community (institutional/residential) setting just as golden agers CHOOSE to
live in a senior citizen citizen complex.

e. Recognizes the individuality of each retarded person and
allows them to progress at their own pace, rather than limiting the length
of time they may remain in a facility where they are comfortable, happy and
receiving appropriate care and training.

2. A full array of services (including both private and public
: agencies) not only offers options to the clients\but also encourages

f competition among providers, thereby promoting improved services and

g

o
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enhancing opportunities for clients.

Guidelines:

1. Service providers should be measured by quality (see item "C") and
cost effectiveness, not by artificial or arbitrary size limitations. There
is absolutely no proof that "big" is ALWAYS "bad" and "small' is ALAYS
"good." Both have their benefits and both have their weaknesses and
dangers.

2. Cost effectiveness should be determined by comparing apples with
apples.

a. Provision of like services (at least for severely and
profoundly retarded individuals) is normally less expensive and more
efficiently done in a good institution or cluster than in a group home when
all factors (residential services, medical and psychological care,
education, training, transportation and inspection) are measured.

b. Carefully planned deinstitutionalization is desirable for
higher level retarded persons, but a good institution or cluster can provide
a more secure and beneficial environment for those who are medically
fragile, who have behavior problems, and/or who are elderly and have mental
or }hysical disabilities. For such individuals, a good private institution
can also be the most cost eftective, especially if it is a non~profit
organization. PLEASE NOTE: Our statements in support of institutions
should not be interpreted as favoring huge, isolated facilities of the 1,000
bed variety. We simély believe some people are better and more
appropriately and econcmically served in an institution where all required
therapies and services are readily and constantly available. In these
facilities, quality - not siza - should be the evaluating factor.

3. Faphasis should be on essuring true community (integration,
satisfaction and friendship) - not siuply on 1living IN the community.
Larger facilities, in many cases, can offer a greater sense of community for

the individual. As more and more people have moved into community settings,
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we have seen more and more examples of isolation and loneliness, of
inappropriate seeking of companionship and recreation, and of peopla
unprepared to handle their new freedom. Therefore they often end up in the
police system, on welfare roles or on the street,

Self worth may be fostered to a greater degree for some individuals
in an institutional setting where they have a chance to "win" in competition
with other handicapped persons, rather than always being the loser, the
subject of stares and ostracism, the one who is left out because of
inabili{y to communicate or actively participate in favorite neighborhood
pastimeé.

\Other shortcomings of the community setting for lower functioning,
unpreparéd and/or disabled individuals may include: less intensive and less
varied téeatment opportunities, greater possibility of abuse, and, for the
medically fragile, more restrictive living (confinement to a few rooms as
compared with the vast exparse and opportunities of a good, large facility).

Quality sghould be assured thrcugh continuance of federal inspections, and

these ingpections should include all providers on a regular basis.

Benefits:
1. Federal inspection prevents states from having two standards - one
for state facilities and another for private facilities.
2. Federal inspection protects residents' rights to have adequate
services.

Guidelines:

1. Such inspections should place the emphasis where it belongs -~ on

quality of services and provision of active treatment, rather than on size
of provider.

2. Deemed status should be offered to facilities which achieve JCAH or
ACMRDD accreditation. If an institution chooses to apply for the most
stringent accreditation process - and achieves it - that should be adequate.

Tax money could certainly be saved by not having to monitor such facilities.

s B e
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}
3. All facilities, except those which achieve professional

accreditation, should be inspected rnnually, regardless of size. There is
as much potential for abuse and neglect in a small facility as in a large
one.

.~ D. Funding should be based on individual need and, like Medicare and

standard medical insurance, should allow the person to choose where approved

services will be purchased, without regard to county, region or state,

Benefits:

1. Such an approach preserves freedom of choice for retarded
individuals and their families. Given the multiple syndromes, behaviors,
and causes involved in retardation (with m=uy still unknown), no single
geographic area can provide all the services which are required.

People must be able to seek out services, even go across state
boundaries if necessary to obtain the desired training and services. If
this is not permitted, people will fall through the cracks right and left -
in fact, this is already happening due to state allocation of funds through
counties or regions. Just as a person with a disease travels to hospitals
and doctors who specialize in the treatment of that disease in other states,
gg_sggg}ded people must also be qlvan the ability to seek the services which
their condition nundate;, whethe; that means traveling within the state or
across state lines. It is 1npefat§ve that regulations regarding medical
assistance funding be amended to allow this to be done. Once needs are
determined, the money should follow the person,

2. Such an approach permits the exercise of religious preference.
Freedom of worship is a basic of the American way of lffei, Too often no
religious education is available to retarded people in'the local community,
and they must seek it elsewhere. Although facilities like Bethesda are
working to help parishes reach out and involve retarded citizens in the
local congregation, it may be years before all churches offer appropriate

opportunities to developmentally disabled persons. Until that time,
AN )
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retarded individuals must not be deprived of their right to worship and grow
in faith. Habilitation plans and funding options must respect that right
and allow religious instruction to be a consideration in the choice of
placement.

3. Such an approach will reduce costs - the free enterprise system
notmally brings costs down and improves quality. People will patronize the
best and avoid the worst, forcing them out of businéss. This approach has
proven effective in British Columbia; their method sh;uld be tried in the
U.S. Without such a provision, only those with adequate financial resources
wili be able to afford good private care of their choice.

Guidelines:

1. Habilitation plans should establish service needs and thus
determine the approved funding level for each individual, based on federal
funding standards. Plans shquld be reviewed annually.

2. A voucher system can en;gle the individual to purchase needed
services in a facility/agency of choice.

3. Parental ability to pay should be a determining factor for those

who are 18 years and under. -

I11. REACTION TO PENDING LEGISLATION

We applaud-{he primary intent of S. 873, yhich is to provide additional
services for a gr&eter number of mentally ret;rded people. We have experienced
the frustration of families in Florida and other states who want and need
services for their retarded relative, only to be told there are no more workshop
openings and no monies available for more group homes or community services.

However, we strenuously object to the proposed CFLA method of extending
services: namely, by eliminating or greatly reducing all or most of the
institutions which serve developmentally disabled persons in the qutgd Stateg.

While we recognize that there is a limit to how far tax monies will stretch

and to what Congress will approve for services in any area of need, it must also

[

1 S o
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be remembered that government exists to do for people that which they cannot do
for themselves. It has been our experience in raising funds for Bethesda that
the general public readily sees and understands the need for services to retarded
persons and is willing to expend money for this purpose.

Therefore, we believe that the "rob Peter to pay Paul" approach of S. 873
does an injustice to the American people through its supposition that the only
way to obtain funds for services to retarded individuals is to take it from those
who are in institutions. Moreover, as was indicated i{n our introduction, this
approach has fractured the ranks of the advocates of retarded people at a time
when unity, not infighting, is essential if progress is to be made.

To move forward, we must begin with better research, both in regard to needs
and prevention. To achieve this, we must have a more concentrated and
coordinated federal effort. Perhaps this can only be acomplished through the
establishment of a new federal bureau, such as Senator Lowell Weicker proposes in
his "Quality Services for Disabled Individuals Act of 1985" - S. 1948. His bill
extends the Medicaid Waiver, thus encouraging continued innovative efforts in
community gervices, while at the same time avoiding the pitfall of residential

size limitations which is so controversial.

IV. 1IN SUMMARY

While Medicaid costs for services to developmentally disabled individuals
have grown tremendouély in the last decade, we must remember the reasons: the
deinstitutionalization process has moved most mild and moderately retarded
persons to less restrictive setfinga. Those who remain in institutions are
primarily the severely and profoundly retarded, the elderly, the medically
fragile and the dually diagnosed. To provide adequate care and active treatment
for these persons, the good institutions (and there are many in this country
doing an excellent job) have drantically.increuued their staffs - and inflation
has also taken its toll.

Obviously this increases the cost of care - but no more, and in some
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instances less, than it would cost- to provide the SAME services in a community
setting.

And it's worth it when one see the progress of someone like Steve, born
severely retarded and without eyes. For the first 12 years of his life, he was
cared for at home by his devoted parents, who took him from doc;or to doctor
seeking help. All the consultants saw no future for Steve. Finally in
desperation, his family brought him to Bgthesda...a child who looked like a tiny
infant, still drinking from a baby bottle. (His foster grandmo}her here used to
take him for rides in a baby stroller!) 1In just a few years of loving care and
training at Bethesda, Steve has grown to normal height, discarded his bottle,
learned to feed himself solid foods, and learned to walk, run - and even

rollerskate.

That's why Medicaid must continue to fund QUALITY care for developmentally
disabled people...both in institutions and in community settings. That's why

government exists - to help those who cannot help themselves.

B ey
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CABINET FOR HUMAN RESOURCES
COMMONWEALTH OF KENTUCKY
FRANKFORT, KENTUCKY 40821

September 15, 1986

i
Ms. Betty Scott-Boom
Committee on Finance
Room SD-219

 Dirksen Senate Office Building— -~ - = e o i o e s e

Washington, D.C. 20510
Dear Ms. Scott-Boom:

As suggested in the press release No. 86-070, Kentucky's Department of
Mental Health/Mental Retardation desires to present our view on the impact

the Medicaid program has on the long term care of the developmentally
disabled. . :

Your inclusion of this report in the printed tecord of the scheduled
hearing will be appreciated.

Dennis D. Boyd
Commissioner
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For the third year of our Medicaid waiver program (4-1-85 through 3-

© 31-86), we served only 539 individuals reflecting a need for an additional

1,185 slots, based on our estimated need.

The following table reflects the number of unduplicated clients served
and cost per recipient from both the institutional and community settings tor
the first three years of the waiver program.

ICF Waiver Program
Year Clients  Costs Clients  Costs
1983-84 1,369 $24,913 234 $ 6,457+
1984-85 1,260 $30,995 487 $18,167
1985-86 1,270 $30,724 539 $16,974

From the above data, it is quite evident that the Medicaid waiver
program is very cost effective. The development of the estimated additional
needed services is contingent on the continued availability of medicaid funds.
The Kentucky Department of Mental Health/Mental Retardation solicits your
endorsement of continued funding for ICF/MR facilities and increased
funding for these community programs.

*The average annual Medicaid payment per recipient of AIS/MR waiver
services is lower than projected due to a claims backlog. This backlog resuits
from Kentucky's acquisition of a fiscal ageht for Medicaid claims processing
on July 1, 1983, which necessitated a development and transition period.
Even if all recipients had received a full year of service when entered into
the formula this figure would also show a savings.

Due to the claims delay, the second year of the project evidences artificially

higher rates of payment per recipient. Therefore, the project would be most
properly evaluated if the two years were combined. -
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In an effort to determine the need for resldential beds, the State of
Kentucky has utilized the methodology, developed by Dr. Michael Hogan,
Deputy Commissioner for Mental Retardation for the State of Massachusetts.
This planning methodology recognizes that a state cannot provide services to
everyone who might qualify, but realistically plans to meet the needs of those *
individuals who are in real need of appropriate services at any time within a
fiscal year.

Based on our population figures supplied by a publication of the
Department of Commerce, Kentucky Ecohomic Statistics, the following
information represents the estimated need for services by service category of
the population who is mentally retarded.

Estimated Number
Category Definition of Persons
Independent Living  Individuals who are able 13,031
to live without our services.
Minimum Supervision Individuals with self-help 3,414

skills, but who need periodic support
with community living.

Moderate Supervision Individuals who have basic self- 1,199
help skills but need regular
support and training in managing
around their home.

Supervised Tralning Individuals who require on-site 1,724
supervision with training in
self-help skills. (This category
constitutes the medicaid waiver
MR/DD population)

Supervised Living Individuals who require intense 1,409
on-site supervision and considerable
to total assistance in self-help skills.
(This category constitutes the ICF/MR
population.)

At the present time, Kentucky has 1,203 licensed ICF/MR beds plus an
additional 344 beds in a private facility which was operational many years
prior to our licensure process. Based on the estimated need for ICF/MR beds,
we now have sufficient Institutional beds available to meet our estimated

need.
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COncernéd Families of Hazelwood Hospital

3129 Bank Street
Louisville, Kentucky 40212

(502) 774-3938 -

o~ Robert L. Heleri At

i nderwood, President 0 . Heleringer, Attorney
:')ootl‘;‘::ﬂl:n Vice President Shirley Neai, Fund Chairman
Glen Whyt’e. Secretary Pat Newton, Entertainment Chairman

Elberta Haley, Treasurer Etvin Myers, Historlan

PRESENTATION BY:
CONCERNED FAMILIES OF HAZELWOOD HOSPITAL I.C.F MR)

N

TO

FINANCE SUBCOMMITTEE TO EXAMINE
MEDICAID FINANCING OF SERVICES
FOR DEVELOPMENTALLY DISABLED PERSONS

SEPTEMBER 19, 1986
SENATE DIRKSEN BLDG ROOM -21S

H

CONCERNED FAMILIES OF HAZELWOOD HOSPITAL .
3129 Bank Street ’ .
Louisville, Kentucky 40212

Board of Directors
Louise Underwood Elvin Myers Shirley Neat Antt Cheek
Cs'ta Wast 3y Bajers Pat Newten : Robert L Heleringer
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Concerned Families of Hozelwood is deeply concerned in any Mudfcuid Cuts
for our mentally rctarded citizens in thesc United States. We are also
interested in why Medicaid cost has gone up millions of dollars in the last
few years. We do not believe this cost is related to DIRECT CARE OF OUR
M.R. CITIZENS . We believe that cost is related to_LARGE SALARIES OI SO
CALLED PROFESSTONALS WHICH COML IN AXD DO LARGE STUDIES TO WHAT TYPE OF
PROGRAMS AND 7O WHERE OUR MLNTALLY RETARDLD CITIZENS SHOULD LIVE..

SENATOR CHAFEE ° S.B. # 873 is an example of why cost has gone up for
Medicaid. REPKN .ENTATIVE JOSEPH MCDADL H.R. 2523 is another example.

1f these elected officials had gone out and done a study of community

based services verses Institutional care they would find out which is

the most expensive.

Concerned Families of Hazelwood supports the concept of community
alternative for those who can function in and benefit from such an
environment. However , we strongly believe a spectrum of services is needed
to meet the needs of all the disabled. We believe too, present needs should
be met first. Senator Chafee's Bill and Representative Joseph McDade's
bill strongly recommends closing of all institutions.

Senator Chafee and Representative McDade's bill is described as a bill "to
amend title 19 of the Social Security Act to assist severely disabled
individuals to attain or maintain their maximum potential for independence
and capacity to participate in Community and family life™. The bills are
but another attempt to close some of our fine institutions for the mentally
retarded which provide excellent care for our profoundly retarded citizens.

Some points 1 should like to mention:

1. 98 § or more of parents who have MR children in Kentucky Institutions (or
residential facilities) want their children to remain there. Concerned
parents of helpless children demand a high level of care and are pleased
with the care Kentucky provides in our facilities.

2. Institutional care for medically demanding or high care MR children is
far_LESS costly than scattered community care offering the same servies
to the same degree. There are insufficient professionals to travel
about the communityand even if there eventually were, it would be
extremely expensiveT Terminology is important here! A parent 1 know says
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. Page 2 continued

* her daughter received phvsical therapy at school. She received this

2 hours a week from a PT aide. A child in Hazelwood State Facility

“w

received PT several hours daily by a licensed physical therapist with
supervised PT activities intergrated into other programs througout the
remainder of the day.

There is big $$ profit for some in providing community care. The state
government in Ky. contracts out for MR community services with a- Council
for Retarded Citizens Agency. The agency in turn subcontracts for services
with a Community Living Company who finally gets around to delivering
services with whatever funds are left. (SEE ATTACHED DOCUMENTATION).

accountability. Correct monitoring is almost IMPOSSIBLE . Several of
Kentucky's Community Comprehensive Care Agencies have taken bankruptcies
due to poor management and we have reports of their delivering poor
community care.

If an institutions is not doing it's job then look to the people who
fund it and to the state officials who manage it. Kentucky and some
other states have fine institutions so there is no reason for poor
instituticnal carc anywhere in the United States.

A recent investigation by state officials in Kentucky found that many
Community foster and group homes were delivering poor care to state wards.
there was even sexual abuse in these supervised community care homes.
fortunately the children could talk and finally brought the matter to the
attention of the officials. Think of what can happen to a totally helpless
defenseless child who can neither talk, walk nor can make any of his needs
known. :

A severely disabled person is one thing but a profoundly retarded child

who has no self help skills, cannot talk, who has ongoing medical problems
and who functions with an 1Q of 5---is quite a different kind of individual
with quite different needs. Many persons with severe disabilities can care
for themselves in te community with help. We are not talking of children
such as these and we support community care for them. Rather, we are
talking of children such as we have at Hazelwood who must have demanding
around the clock care just to survive. SEE ATTACHED TO WHAT HAPPENS WHEN
THIS TYPE OF CHILD LEAVES HAZELWOOD AND CANNOT SURVIVE IN THE COMMUNITY
AND WHO HAD TO BE RETURNED TO HAZELWOOD TO LIVE.
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Page 3 Continued

The Department of Health and Human Servies is now engaged in an evaluation
of proposals to restruct Medicaid. Some parts of this study we find are
very important to families who have mentally retarded children in Institutions

Family cost of sharing is an impossible task for many families if not all
families who have children or family members in State and Private Institution
Medicaid cuts should be taken off of the SO CALLED PROFESSIONALS AND THEIR
GREAT IDEAS OF WHAT IS RIGHT FOR ALL THE HAND1CAPPED. Which we have found
in Kentucky to be totally uselsss and ncne worked. We have secn them cone
and go in Kentucky and we have spent thousands of dollars needlessly. Don't
cut (direct care services ) for our chindren . Don't try to make families
pay when they canot afford it. DON'T MAKE OUR MENTALLY RETARDED CHILDREN
THE_PAWNS .

We in the State of Kentucky are happy with our State Institutions . We are
trying to get our State to hire more direct care staff and Medical, We
need less Programming and more Medical. WE MUST HAVE MEDICAL FOR OUR
CHILDREN TO SURVIVE AT HAZELWOOD.

1 HAVE GIVEN YOU PROOF THAT INSTITUTIONS ARE CHEAPER TO RUN THAN COMMUNITY
FACILITIES. WE HAVE MUCH MORE ACCOUNTABILITY IN STATE AND PRIVATE INSTITUTIONS

In summary I would like to say that handicapped, severly disabled and
mentally retarded are general terms applying to many. The variety of
afflictions within these groups vary. We can no more assign one type of
care ( Community Care) ‘for all individuals than we can say one type of
medicine should be used for all illness. Senator Chafee's Bill # 873 and
the other bills does just this. It would close our Fine State § Private
Institutions. 1 and our families who have children in these Institutions
PLEAD with you DO NOT CUT MEDICAID FOR OUR CHILDREN AND PLEASE DO NOT
SUPPORT SENATE BILL ? 873 HOUSE BILL # 2523 and HOUSE BILL # 2902,

Louise G. Underwood, President
Concerned Families of Hazelwood
3129 Bank Street -

Louisville, Kentucky 40212

P2 TTEAA0A0
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COMMONWEALTH OF KENTUCKY

OFFICE FOR PUBLIC ADVOCACY

State Oflice Building Annow, Franklort, Kentucky 40601

Protection and Advocacy Division Dafonso Sorvices Public Defender Diviston
$64-2967 lavestigative Branch §64-3754
. $64-3768

July 25, 1983

« d -
g:veneégu::i':t‘jg‘rvioze.z(tMs 1s a community comprehensive cnr@
8 .

Box 62
8tarks Building
Louisville, Kentucky 40202

Dsar Dr. 8trully:

I am a bit confused about the status of (SIS
application to the AIS/MR program. As I mentionsd to you, I was

' told by Mr. Bill Draper that WHlIFs estimated cost for community
nving h aen placed 40,000, I was later informed that a
decisic ag, + Reeh made on acoeptance to
this program., Please advise me Lf a decision has been made, if
the cost estimate has been established, and if thoss seven
residential slote are taken,

I understand that thers may be some expensive M' in
moving Netosxahhieed into his own apartment. - Bar Yy next week I will
be receiving a report from Hazelwood ICF/MR as to what squipment
belongs to WEM already and the purchase cost of any equipment Wl
might need and does not own. I am also eager to work with Ms, °
Cassidy in identifying other resources in helping wm establish
himsclf {n a new home in an inexpensive mannar,

I would hope that bafore a final decision as to costs or
aogsptance is made from your agenoy that you would allow Mm

- MRS time to obtain another cost estimate if deemed necessary,
and to speak with you about the quality of the living situation
¥ chooses to glaae himself in. I would assume that you would *
give his guardian and myself as his represontative that same
opportunity., .

Note: At Hazelwood ICF/MR this person's
care cost $23,000 per year as oppose
to $40,000 per year plus initial cost
of movin? & setting up the apartment

plus medical needs.
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Dr. Strully
July 25, 1983
Page Two

. 'Y N

I am sure that we can work together to ensure that the procedures
takenito determine his eligibility are working towards ' s
benefit.

sinc;rely.

Pam Clay, Res¥dential Advocate

Protection and Advocacy Division )
pPC/cyd .

cct | SRS
Ms. Paula Corbett

R
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BEFORE LEAVING HAZELWOOD ICF/MR
e FOR COMMUNITY PLACEMENT

AFTER RRTURNING TO HAZELWOOD
PROM COMMUNITY PLACEMENT
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Council on Developmental Disabilities

One West Wilson Street/P.O. Box 7851 « Madison, Wisconsin 53707-7851 e (608)266-7626

August 29, 1986
TO: Members of the Senate Committes oa Finance

FROM: Wisconsin Council on Developmental Disabilities
Donald D. Cannady, Chairpersqkd‘(‘v 0 e

RE: Medicaid Long-Term Care Issues for the Davelopmentally Disabled

As a nation, we have historically undersupported family and gelf-care of people
with disabilities in favor of more restrictive institutionalized settings. Federal,
and therefore state, funding of services has been blased toward the most restric-
tive, least integrated settings. This skewed funding is a major disincentive to
home and community life for the developmentally disabled, even though the evidence
is increasingly clear that such living is more positive. Pareats of a developmen-
tally disabled child who wish to maintain their child in the home and commninity
have had no agsistance until they place their child outside their home.

In Wisconsin, three State Centers for ths Developmentally Disabled serve a
population of approximately 2,000 at a cost of $83 million annually. Most of the
“funding comes from Medical Assistance. Since 1989, Medical Assistance rate
increases have been structured to penalize facilities with higher than average
costs. The Centers received no rate increase in the 1985-87 budget,»though costs
rose to $115-$120 per day. The result was a budget deficit of $29 amillion for
the legislatuceé to assume, Tnese deficits are likely to continje and to grow larger
without a long-term solution.

There are many residents without medical needs inappropriately placed in the Centers
because there was no community alternative available. The same is true of nursing
homes.)vhere approximately 4,000 developmeatally Jisabled reside (60 percent under
age 55). -

Meanwhile basic comminity aids limp along without any increase in funling as waiting
lists for comminity services grow dramatically. Community aids (state and county
funds) of $75 million annually must serve 90 percent of the developmentally disabled
populacion.

Some 2,174 persons were projected to be on waiting lists during 1935, an increase
of almost 50 percent from 1934, and the dollar gap was over $9,939,524, an increase
of almost 25 percent. The legislature appropriated $2 million in developmental
disabilities capacity building funds for the 1985-87 biennium to help counties .
address the needs of unserved/underserved persons, including those on waiting lists
for community services, Despite this much-needed assistance, the waiting lists

for 1985 are groking at an alarming rate. -

=

Soue 5'9Mpﬁe‘rce|'1t of all counties currently have waiting 118td, dnd 78 percenit™ s

anticipate having waiting lists of 3,263 persons and dollar gaps of $15,628,508

Member : National Assocaation of Developmsentat Dusabilities Councils
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before the end of 1986 unless additional resources bscome available, 1In 1986,
58 percent of all counties estimate a higher dollar 83p than they had in 198S,

Federal funding that would eacourage home and community living and discourage
inappropriate institutional use would greatly benefit the funding distortioa and
imbalance in Wisconsin. :

Attachment: Watting List Data

[ORe— - e

e i 5 b e
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State of Wlsconsm

Council on Developmental Disabilities . .
One West Wilson Street/P.O. Box 7851 « Madison, Wisconsin 53707-7851  (608)266-7826
Pebruary 27, 1986

TO: All Interested Persons
FROM: Stephen i, Planning Analyst
RE: WAITING LIST DATA

Each year the Wisconsin Council on Developmental Disabilities publishes data which
indicate the number of people with developmental disabilities who are or will be
on waiting lists to receive specific community services, and the additional dollars
that are needed to serve these people., These waiting 1ist and dollar gap data

are tabulated by counties and reported to the Council on the Supplemental DD Coun-
cil Data Form, which has been part of the annual county Coordinated Plan and Budget
(CPB). The attached tables show data from each of the five calendar years 1982-
1986, using the figures from the Supplemental DD Council Data Form for each of
those years. With the recent demise of the CPB (the Legislature deleted all CPB
roferences and requirements in the budget repair bill), it is unclear if or how
any waiting list data will continue to be collected at the state level. Therefore,
it 18 quite possible that this may be the last year in which this report is made
available by the Council.

Waiting list data is a very, conservattve indicator of unmet needs, since it only
includes people actually idéntified to be in need of a particular service, but
who will be unserved due to fiscal or other constraints, We estimate that the
total unmet needs, of people currently known or unknown to the service system,
is at least ten times the numbers reflected by waiting list data.

The following tables report waiting list data for selected, basic community ser-
vices. These include community living residential services (child foster and group
homes, adult family homes, adult group homes, apartments and other independent
living situations, respite care and family support services), daytime programs

in the community (adult work-related services, adult day services, and develop-
mental/early intervention services for children from birth to age three), case
management services and Community Options Program (COP) services. These waiting
lists for residential services, daytime services, case management and COP are total~
ed and the totals are presented in the last two columns of the table.

Most adults on waiting lists for residential services have no opportunity to choose
. a living environment that meets their needs and promotes their independence, and
o people waiting to receive dayrime services typically remain at home during the
day with no programs or structured activities that address their nceds. This is
particularly tragic for young adults who may leave the school system, find them-
selves on waiting lists for services, and subsequently lose many of the important
skills they had acquired when they were in school. In some counties, waiting lfsts
are so extensive and so "routine"” that it is not uncommon for people to stay on
waiting lists for as long as one or two or three years. Faced with these pros-
pects, and out of profound frustration, many parents and persons with disabilities
e e 330PLY._give up and remove themselves from waiting lists, or they never even sign
up to begin with. ~Although these extreme phenomena eXiBE MATRIY ] SOMEBEthor - ~rrrmmrvmsmors mrmsssmares
state's most populous counties, it must be noted that the very existence of wafting
&

Member Nt A wation o Be ek a4n oo Diabities Do o

.
“ v;‘
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" 1lists, a euphemism tor dgﬁal ﬁ* sg;v%gg. calls into serious questioh the state-

county commitment to provide the services that all people need to live and grow
in the community,

The Council believes that the attached county-generated data is reasonably accurate
and credible. Most counties have established or projected waiting lists for one

or more community services during this five-year period.: Other counties consistent-
ly report no waitfng lists, either because none exist or because the county, for
various reasons, chooses not to report or acknowledge any possible waiting lists

in the CPB. Some counties also vary from one year to the next in their willingness
to report such data. (Please note that a designation of NA or a dash next to a
county's name does not necessarily imply that there are no waiting lists or unmet
needs in that county.) Nevertheless, analyses of these data over time and in con-
Jjunction with other information suggest that these are plausible indicators of
minimum unmet need for the vast majority of counties and the state as a whole,

Trend data between 1982-1986 is especially noteworthy, Both the total nuamber of
people projected to be on waiting lists for basic community services and the dol-
lars needed to serve them had been decreasing, if ever so slightly, during 1983
and 1984, “This trend was suddenly reversed, however, for 1985; 2,174 persons were
projected to be on waiting lists during 1985 (an incresse of alwost from 1984),
and the dollar gap was over $9,939,524 (an increase of almost 25%). Based at least

' in part on these data, the Legislature appropriated $2 million in DD capacity build-

ing funds for the 1985-87 biennium to help counties address the needs of unserved/
underserved persons, including those on waiting lists for community services.

This appropriation has enabled counties to serve many people who would not other- . .
wise have been served. Despite this much needed assistance, however, the waiting:
list numbers continue to grow, and for 1986 they are growing at & very dramatic

and aiaruing cate,

In 1985, 55% of all counties. reported one or more current actual waiting lists

for DD community services, and 62% projected having one or more waiting lists and

a corresponding dollar gap (i.e., dollars needed to serve people on waiting lists)
sometime during 1985. These numbers increase for 1986; 59% of all cuunties current-
1y have waiting lists, and 78% anticipate having waiting lists and dollar gaps
before the end of 1986 unless additional resources become available. In 1986,

58% of all counties estimate a higher dollar gap than they had in 1985 (24 show

a smaller gap and 18% show no change). In terms of statewide totals, the number

of persons on actual, current waiting lists (as of September 1, 1985) has increased
almost 28% (1,501 last year, 1,914 this year), the nunber projected to be on wait-
ing lists is up SO% (2,174 last year, 3,263 this year), and the amount of dollars
needed is up 57% ($9,939,524 last year, $15,628,508 this year), Alwmost 79% of

the total dollar gap exists in just six counties: Milwaukee-($5,531,740, or 35,4%
of the state total), Dane ($3,572,745 or 22.9%), Outagamie ($1,077,160 dr 6.9 %),
Haul;estzu; ($807,000 or 5.2%), Rock ($751,360 or 4,87%), and Winnebago ($§66.Sw

or 3.,6%). ;

i

One final note: for CY 1985 and 1986, we have included current waiting list data

as well as projected numbers. For instance, 1,914 people are currently on waiting
1ists for services, and counties report that nuamber will. grow to 3,263 during 1986
unless additional funds become available, Each of these 1,914 people has a name,

each iis a citizen, each has human rights, and each has a dream to become all that

they can be~--if only society will provide the opportunity for thé dreams to become
reality, Both current and projected data are presented to reinforce to the reader
that behind these statistics there are in fact real people with real needs.

We hope this data is revealing and useful. Please contact the Council if you have

ations - or 8 ¢ o
any-qf o

s .
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PERSONS WITH DEVELOPMENTAL DISABILITIES
PROJECTED TO BE ON WAITING LISTS FOR COMMUNITY SERVICES

DATA FROM 1982-1986

Compiled by Stephen Stanek
Wisconsin Council on Developmental Disabilities

February 1986
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