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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 9:35 am. 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 hesring, and the prepared
written statements of Senators Dole, Durenberger, Chafee, and
%Vlitc_}]lell and a background paper prepared for the committee fol-
ows:

[Press Release No 86-070, August 7, 1986)

FINANCE SuBcoMMITTEE To EXaMINE MEDICAID FINANCING OF SERVICES FOR
DEVELOPMENTALLY DisaABLED 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 Subcomnuttee on
Health, Bob Packwood (R-Oregon), Chairman of the Committee on Finance, ac-
counced today.

Senator Packwood called for a hearing in grder to examine carefully the current
funding provided through the Medicaii program, the range of services delivered and
the type of setting most appropriate for the long term care of developmentally dis-
abled persons.

The h.aring has been scheduled for Friday, September 19, 1986, at 9.30 a.m. in
Room SD-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 mentally retarded ({ICF/
MR, while in 1976, expenditures totalled $635 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 prog.am and its rapid
growth over the last ten years it 1s time to evaluate where and how the funds are
being spent and whether s.. .ices are being provided in the setting most appropriate
to meet the needs of the individuals receiving services.

The Chairman indicated that Senator Dave Durenberger (R Minn.) will chair the
Subcommittee hearing. It is expected that the Department of Hezlth and Human
Services, and other Federal agencies providing services to developmentally disabled
persons will present testimony. State organizations and national groups with a van
ety of viewpoints will be expected to testify.
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KEMARKS OF SENATOR DAVE DURENSERGER
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 1s a very complicated and emotionally charged 1ssue to deal
with. The needs of developmentally disabled individuals call
forth our most important responsibility as public policymakers —-
how we respond to those needs 1s a test of our society's
character and moral fiber.

In order to properly address the needs of these indivaiduals,
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 avallable to them
through federal and state programs? What services do they need,
and 1n what setting?

This last quest'on fakes us to what quickly becomes the heart
of any discussion of Medicaid and the developmentally disabled --
and that 1s the 1ssue of institutional care versus
community-based services.

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

What 1s that 1ssue? Simply this -- developmentally disabled
sndividuals have different needs which require different services
in different settings. I believe the real challenge we face as
policymak2rs 1s 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 18 out of line with the needs of the clients? Noes
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 availabilaty of
ingstitutional care for those who really need 1t? These are the
kxinds of questions I think we have to ask.

I have a statement here from the Minnesota Coalition of
Pareats and Friends for Coamunity Residential Services, prepaied
by Galen Pate, the courageous father of a younr, woman with
multiple disabilities. I would like to share a part of Galen's
statement with you, because I believe 1t represents the view and
experience of a lot of concerned parents and family members.

-more-

o 8
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Galen's dauanter hlivzabeth has been dragnoscd as having
cerebral palsy, nrofound mental retardation, and a sweisure
disorder. Because of the level of care that his daughter
requires, Galen was not able to care for her i1n his home.
Because he wanted to be closely 1nvolved 1n his daughter's
development, Galen began working with other families yn his
community to develop a group home.

His original desire was to set up a small home for about six
people, but 1n the early stages of planning, 1t 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
requirements. While he 1s st1ll as 1nvolved as ever :n 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 members of the Minnesota Coalition of Parents
and Friends for Community Residentlal Services have worked hard
to develop community residential facilities. But their
experience has shown thac other kinds of facilities are also
needed - particularly for those 1ndividuals who are severely and
profoundly mentally retarded, medically fragile, or in need of
significant behavior management.

I think Galen's group speaks for many of us when 1t says:
“The system needs to be expanded in a planned and thought ful
manner sQvthat the quality of care currently available to our
children 1s 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, soO
that our children and all other children who wii: likely follow
them continue to have an effective array of choices available.”

1 wanted to share this statement with you because I know that
thlis 1s an emotionally charged i1ssue and that many people here
today have loved ones whose very lives are on the line when we
talk about changes 1in federal programs. To you, let me say that
I have heard and understood your concerns as devoted parents and
supportive family members. 1 am not approaching today's hearing
wlth any preconceptions as to the outcome it should produce.

1 simply believe that 1t 1s time to ask a very basic questlon
-=- how can federal programs best ensure that the developmentally
l1sabled receive high quality services 1n a way which maximizes
thei: freedom, their safety, and their 1adividual potential to
learn and grcw?

We have a long list of witnesses today - we've tried to
accomnodate as many different areas of expertise as possible. In
order to hear from eveiryone and to have time for gquestions, we
w111l have to adhere str.ctly to the five minu%te 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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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 ASSISTANCE 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

10
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MR. CHAIRMAN, I THANK MY COLLEAGUE, THE SENATOR f\\
FROM MINNESOTA FOR HOLDING THIS HEARING ON SERVICES




THROUGHOUT THESE UNITED STATES GOES BACK A LONG WAY.
TODAY WE ARE GOIHG TO LOOK BACK OVER THOSE FIFTEEN
YEARS OF SUCCESS AND ACHIEVEMENT IN FEDERAL SUPPORT
PROGRAMS FOR PERSONS WITH MENTAL RETARDATION AND
DEVELOPMENTAL DISASI.ITY. 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. THA1'S WHY WE
ARE HERE. WE MUST DRAW CN OUR EXPERIENCE AND CAPTURE
THE PROGRESS BEING MADE (N MANY FRONTS, FROM
TECHNOLOGICAL ADVANCES TC MORE COST EFFECTIVE DELIVERY

MODES, TO MORE HUMANE SEFVICES.

I KNOW FULL WELL SOMI' OF THE DIFFICULT ISSUES WE
ARE FACING IN MY OWN STATE. RECENTLY, THERE WAS A
REVIEW AND SUBSEQUENT SH!FT IN THE ELIGIBILITY OF
CERTAIN INDIVIDUALS AT OI'E INTERMEDIATE CARE
FACILITY. SOME INSTITUT.ONALIZED 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 A%WD LOVED ONES
OF THE FORMER RESIDENT. HOWEVER, FOR SOME, THE
S~ENARLO WAS LESS THAN ROSEY. COMMUNITY BASED CARE IS
NOT EASILY ACCESSIBLE. IN THIS CASE THE CHANGE CAN BE
A WRENCHING ONE. WHILE I AM CONFIDENT THE PEOPLL WHO
HAVE WORKED ON THIS PROBLEM IN KANSAS HAVE BEEN AS
SUPPORTIVE AND HELPFUL AS 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.
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STATERENT BY
SENATOR JOHN H. CHAFEE
ON
$.2209: THE DISABLED PERSONS ACT

MR. CHairMan, | aM A co-sponsor oF $. 2209, Twe DisaBLED
PERSONS ACT WHICH WC ARE CONSIDERING TODAY. | COMMEND MY COLLEAGUE
FROM KANSAS FOR HIS INTRODUCTION OF THIS PROPOSAL. THIS LEGISLATION
IS GF GREAT IMPORTANCE TO DISABLED AMERICANS WHO WANT ToO
PARTICIPATE IN MANY FACETS OF LIFE, INCLUDING THE OPPORTUNITY TO BE
PRODUCTIVE MEMBERS CF THE WORK COMMUNITY. WHEN IT 1§ 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 WORK:ORCE
RATHER THAN DISCOURAGED BECAUSE THEY CANKOT AF ORD THE HIGH COST OF
THEIR DISABILITY-RELATED HEALTH CARF NEEDS WITHOUT SOME HELP FROM
FEDERAL PROGRAMS.

RECAUSE 17 IS SUCH AN IMPORTANT ISSUE, | ALSO ADDRESSED THIS
PROBLEM IN MY LEGISLATION, S. 875>, THe CoMmMuniTY AND FamiLy Livine
AMENDMENTS oF 1985. UNFORTUNATELY, THAT BILL DOES NOT SEEM TO HAVE
AS GOOD A CHAN"E FOR FINAL PASSAGE THIS YEAR AS S5.2209, so [ am
FLEASED WE ARE ADDRESSING THIS ISSUE TODAY.

Prior To 1980, DISABLED INDIVIDUALS RAN THE RISK OF

JEOPARDIZING THEIR SUPPLEMENTAL SECURITY INCOME (SSI) evLigcimsiviTy,

43
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WHICH WHICH DETERMINES AN INDIVIDUAL'S ELIGIBILITY For MEDICAID,
IF THEY WERE ENGAGED IN ANY SUBSTANTIAL GAINFUL ACTIVITY == AN
INCOME PRODUCING JOB. IF AN INDIVIDUAL WHO HAD A SEVERE HANDICAP
SUCCESSFULL Y PERFORMED ANY INCOME PRODUCING ACTIVITY, THE' WAS
vxswé~As A DEMONSTRATION THAT HE OR SHE NO LONGER LACKED THE
CAPACITY FOR WORK- BEFoRe JANUARY 1, 1981 GROSS EARNINGS ABOVE
$300 were A BASIS FOR DENIAL OF SSI BENEFITS.

In 1980 As PART oF THE SoCIAL SECURITY ACT AMENDMENTS,
CONGRESS AUTHORIZED A THREE YEAR DEMONSTRATION PROJECT PROVIDING
SPECIAL CASH BENEFITS AND CONTINUED MEDICAID ELIGIBILITY TC
ENCOURAGE DISABLED SSI RECTPIENTS TO ATTEMPT TO RETURN TO WORK. [w
1984 THESE PROVISIONS, KNOWN AS SECTION 619, WERE EX™ INED THROUGH
June 30, 1987. We ARE HERE TODAY TO DISCUSS THE PERMANENT
AUTHORIZATION oF SSI AnD MepIcalD BENEFITS UNDER SEcTion 1619.

| 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 L0SS OF SSI orR MEDICAID BENEFITS, ARE
ELIMINATED- ACCESS TO THE WORK COMMUNITY IS CRITICAL IN ORDER TO
ASSI5T DISABLED PERSONS TO PURSUE FULL AND ACTIVE LIVES.

WE ARE IN AN ERA OF CHANGING TECHNOLOGY AND EXPERIENCE. QUR
UNDERSTANDING OF THE CAPABILITIES OF THOSE WITH DISABILITIES IS
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 INDIVINUALS REPRESENT A HIGHLY

_2-
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MOTIVATED, DEPENDABLE WORK FORCE.

THIS LEGISLATION WILL GIVE THEM

THE OPPORTUNITY TO FULFiLL THEIR POTENTIAL.

o
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Statement of Senator George J. Mitchell
Health Subcommittee Hearing on
Medicaid Yinancing of Services for
Developmentally Disabled Persons

September 19, 1986

Mr. Chairman, I want to thank you tor 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 develoz.entally disabled in our communities.
Thousands of persons who had been in large public institutions
have now been DPlaced in commnunity-based settings. This
movement towards community-based treatwent facilities has been
a very positive experience for many of our citicens, but with
this movement away from large institutions has come new

challenges.

Individuals placed in community-tased settings may be in
greater neea of new skills including socialization, self-help
and other adaptive skills necessary to reside successfully in

home and community-based facilities.

16
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It 1s 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 meets the needs of this

population.

I am pleased that so many witnesses are with us today, persons
and organizations that represent a variety of perspectives on
how best to provade services for the developmentally disablecd.
I would especially like to welcome Bonnie-Jean Brooks, the
Executive Director of Opportunity Housing in Bangor, Maine, who
15 representing the National Associataion of Private Residentzal

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 tlre

developmentally dasabled.

AN

o}
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Congressional Research Service
The Library of Congress

Washington, DC 20540

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

Prepared for the use of the
Senate Committee on Finance

Mary F. Smith
Specialast in Social Legislation
and
Richard Price
Specialist in Social Legisl- ita
Education and Pubiic Welfare ° vi aon
September 16, 1936
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ABSTRACT

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

services to these persons.
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SERVICES FOR PERSONS WJTH MENTAL RETARDATION AND LEVE'OI'HE'ITAL
DISABILITIES: BACKGPUUND INFORMATION A¥D DJSCUSSION UF ISSUES

INTRODUCTION

Services for persons with mental ritardation and relat«d ccnaitions 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 popul .ion of persons with mental
retardation and related conditions, i1dentifies the major sources of prugram
support, and presents the amount expended. ‘the development of services to this
population 1s presented beginning with the movement of some persons out of
large 1solated custodial facilities into more socially integrated, community-
based settings. Although L' re 1s steady movement to increase community serv
1ices, there has also been a need expressed to maintain some level of cor ehen~
sive care in larger facilities for some of these disabled persons. Issu:
regarding services to this disabled population are discussed and relevant

legislation 18 summarized.
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1. HISTORY

Over the past 100 years many large institutions were built to provide care
for mentally retarded persons. These institutions, which frequently served
many hundreds of residents, provided 24-hour mainteiance and, i1n some facili-
ties, therapeutic care. The institutions generally were built 1n rural areas
not adi-zent to towns ur cities, and for this reason, normal community involve-
ment Jf the institutionalized residents was not generally possible. Prior to
the 1950s, such institutional services were virtually the only available source
of services for pergons with mental retardation, and many families were
encouraged by their physicians to institutionalize severely handicapped
newborns at birth. A GCeneral Accounting Office (CAO) report characterized
institutional care as follows:

Until the 1960s, mentally disabled persons vho couid not afford

private care had to rely pramarily on public institutions for their

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

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

tional or social activities were a'smilable; and i1ndividezl privacy

was lacking. In gene al, the institutions served as custodial »set-

tings, often with unpleasant conditions, and many people remained
institutionalized for years. 1/

1/ U.S. Ceneral Accounting Offics. Summary of & Report. Returning the
Mentally Disabled to the Community: Covernment Needs to do More; Report to the
Congress by the Comptroller Ceneral of the United States. HRD-76-1524, Jan. 7,
1977. Washington, 1977. p. 1.
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In the 19503 parents of retarded children began to organize and Lo encour-
age the development of communily services so that their handicapped children
could receive specialized developmental services while living at hom=. These
parents also worked to bring about improvements in institutions. This parents’
group is the Association for Retarded Cilizens. The movement to 1mprove com-
munity services and institutional conditions for mentally retarded persons was
supported by President Kennedy who appointed a pancl to study the 1ssue 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 taat local communities, in
cooperation with Federal and State agencies, undertake the development of
conmunity services for reterded persons. Abuses and neglec' of retarded in-
stitutionalized persons were reported in the press, and during the 1960s and
the 1970s eflv..s vere made nationwide to improve conditions in instilutaons,
expand alrernatives o institulionalization, and move res:idents from institu-
tional (o communily settings. This became known as the deinstit Lionalizataon
movement .

Over the past 15 years there has been a8 steady decline in the number of
mentally retarded persons served in public institutions. Services have been
developed in the communitly to help provide care for perions coming out of
inztitutions and to offer an alternative Lo persons who may otherwise have
required 1nstitutionalization.

Several pieces of landmark legislalion have been enacted by the Congress
to prcvide services and protections for pertons wilh mental retardation and
related conditions. 1In 1971, Congress authorized Federal Medicaid tunding for
care provided in intermediate care facilities for the mentally retarded and

persons with related conditions (ICFs/MR). [ICFs/MR provide 24-hour care in a
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residential facility. The Medicaid program 1s a Federal-State matching program
that provides medical assistance for low-in ome persons vho are aged, blind,
disabled, or memuers of families with dependent children. To recesve funds,
1CFs/KR must meet Federal curtification st.ndards established under the Medi-
cai1d program. Regulatiins jublished an ) 74 (42 C.F.R. 442 subpart C) were
inteind2d Lo w.sure . safe und therapeutic environment and inc.ude provisions
for adequate s affing, heaith and safet 'equi.ements snd minimum specifica-
tions for individual space snd privacy. updated regulation published March
4, 1986, 13 intended to inc ease the focus on active treatment of .nstitution-
alized persons and 10 1mprove the ability of State survey agenci€s Lo assess
the quality of care. Today ihe M3l.ts.8 priugram 13 the lzrgest source of
Federal support for services provided to persons with mental retardation and
related conditions.

In 1575, the Developmentally Disabled Assistance and 83!l of Rights Act
(P.L. 94-103), included provisions intended to ioprove services 10 mentally
retarded and other disabled persons in institutions. This lav required that
States subm’ a plan to eliminate 1nappropriste placement in instilulions and
improve the quality of institutional care. State plans were also required to
supporl the establishment of coesnunily prograns as alternatives L0 institu-—
tionalizataon.

Also 1n 1975, the Education for All Handicapped Children Act (7... 94-
142), required States Lo provide educational and supportive services in the
least restrictave environzent f{or all handicapped children ages 3 to 21

In 1980, the Civil Rights of Institutionalized Persons Act P.L. 96-°47,
gave the U.S. Attorney General explicit authority to initiate and inte vene 1n
litigation involving the constitutional r.gnts of institutionalized persons.

The Attorney Ceneral 1t authorized to intervene .f he believes that deprivation

Koy
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of rights 1s part of a pattern of derial, 1f the suit 13 of general pudblic
importance, and 1{ 1t 1s believed taat insti‘utionalized persons are being
subjected to “egregious or flagrant™ conditions which depi.ve such persons of
any rights, privileges or ijmmunities under the Constitution or laws of the

United States.

o
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II. BACKGROUUD INFORMATION

A. pDefainition of the Target Population

Medicaid lc. asthorizes Federal support for certain institutional services
for "the mentally retarded or persons with related conditions." Mental retar-
dation is defined by the American Association of Mental Deficiency as signmifi-
cantly subaverage intellectual functioning existing with deficits in adentive
bahavior and manif+sting during the develupmental period (during childhood or
adolescance). The current Medica.d regulation defining "persons with related
conditions" 1s based on the previous and current definitions of "developmental
disahility" 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 delinition of develop-
mental disability as set for*h in a 1970 statute. 2/ This definition was
originally based on specific iwpairments . .cluding mental retardation, cerebral
palsy, epilepsy, end related neurologicai conditions. The current definmition
of developmental disability enacted in 1978 *s a functional defimition that
describes the adaptive capacity of eligible persons, but does not include

sgecific imparrments. A developmental disability is currently defined under

2/ Developmental Disabilities Services and Facilities Construction Act.
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the Developmental Disabilities Act as 8 sevore, chiinic disability which begins
by the time a person is a young adult and which substantially limits the
person's ability to function independently. The utatutory definition

states: 3/

The term '"developmental disability” means a severc, chronic disabil-
ity of a person which:

(A) 1s attributable to a mental or physical impairment or combination
of mental and physical i1mpairments;

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

(C) is likely to continue indefinitely;

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

(EY reflects the persons' need for a combination and sequence of
special, interdisciplinary, or generic care, treatment, or other
services which are of lifelong or exfended duration and are 1ndi-
vidually planned and coordinated.

Because this definition does not include specific impairments, 1t c.n be inter-—
preted to include mental 1llness, and mental 1llness 1s not covered under
Medicaid's ICF/MR benefit. Medicaid provides funds for .ervices t the men-
tally 111 apart from the ICF/MR program. Theretore, the Health Car: Financing
Administration (HCFA) promulgated a new regulation to define "perso.s with
related conditions.”" (51 Federal Register 19181, published May 28, 1986.) This
definit.on includes components of the former and the current definitions of
developmental disability and specifically excludes mental 1llness:

"Persons with related conditiors" means 1ndividuals who have a

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

tions:

(A) It 1s attriburable to:

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

1llness, found to be closely related to mer. al retardation because

this condition results in i1mpairment of general intellectua. func-

tionin? or adaptive behavior similar to that of mentally retarded

persons, and requires treatment or services similar to those required
for these persons.

3/ Section 102(7) of the Developmenta! 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 language, learning, mobility, self-girec-

tion, capacity for independent living.

In summary, it might be said that the Medicaid program's support for
perions with conditions related to mental retardation is intended for persons
whose 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-
mcutal disabilities (HR/DD) to mean persons vho are eligible for a variety of
Federal programs; the term includes those wentally retarded and persons with

other related conditions that are eligible for Medicaid services as described

above.
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11X, MEDICAID SERVICES FOR MR/DD PERSONS

The major source of Federal support for care for MR/DD persons 1is
the Medicaid program, authorized under title XIX of the Socisl Security Act.
The Medicaid program 15 a Federal-State matching program which prov.des medical
asgistance for low-income persons who are aged, blind, dissbled, or members of
families with dependent children. Eligibility for Medicaid 1s 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 1s not considered to be disabled 1f he or she 1s able to engage
1n "substantial gainful activity" (SCA), which the Secretacy of Health and
Human Services (HHS) has defined as average counted earnings of $300 or more
per month. For children under 18, disability must be oi comparable severity.

All States cover the "categorically needy” under their Medicaid programs.
In general, these are persons receiving cash assistance under SSI or AFDC.
States have th. option of limiting Medicaid coverage of SSI recipients by
requiring them to meet any more restrictive eligibility sitandard that was in

effect on January 1, 1972 (before implementation of SSI). These States are
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commonly referred to as "209(b) States" in reference to the statutory provision
vhich gives them the option to use their 1972 eligibility standards instead of
$S1's. States choosing the more restrictive criteria must allow applicants to
deduct sedical expenses from income in determining eligibility. States may
also cover certain additional persons as categorically needy who do not
actually rsceive cash assistance. These might include persons who would be
eligible for cash assistance, 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 conasidered categorically needy recipients. 4/ It should be noted
that under SSI (and therefore Medicaid) eligibility rules, an institutionalized
individual is no longer ronsidered to be living in the same household as
his/her parents or spouse after the first full month of institutionalization,
and i1ncome of the parents or spouse 1s not considered as available, unless
actually contributed, for the care of the institutionalized person.

States are required to offer the following services to categorically needy
recrpients under their Medicaid programs: inpatient and outpatient hospital
services; physician services; 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 screeming, diagnosis, and treatment
(EPSDT) for individuals under age 21; and famly planning services and sup-

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

4/ Generally MBR/DD persons who are categorically needy recipients are
permenently and totally disabled individuals eligible to receive SSI assis-
tance. In addition, MR/DD persons may become eligible for Medi:a:d assistance
if they are "medically needy.” The medically needy are aged, >iind, disabled,
or members of families with dependent children (1) whose incom: and/or resour-
ces are slightly in excess of standards for SSI or AFDC cash alsistance, and
(2) who incur medical expenses which reduces their income to tie State's medi-
cally needy income eligibility level.

O
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services, including drugs, intermediate care facil«ty (ICF) services, and eye-
glasses. States are permitted to establish limitations on the amount of care
provided under a gervice 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 aciual 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-
1ents 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 which: (1) 1s license’ .uger
State law to provide, on a regular basis, health-relates care and services to
individuals who do not require the degree of care and treatment which a
hospital or skilled nursing facility 1s designed to provide, but who, because
of their mencal 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) meelLs stantards prescribed by the Secretary as he

finus 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 1n
addition to those applicable to nuraing homes under State law; and (4) meets
requirements for protection of patients' funds.

Medicaid statute also specifies in gection 1905(d) that intermed.ate care
facility aervices msy include services in a public institution (or disti.ct
part thereof) for the mentally retarded or persons with related conditions 1f,
among other things: (1) the primary purpose of the institution (or distinct
part thereof) is to provide health or rehabilitative services for mentally
retarded individualy and the inetitution meets such standards as may be
prescribed by the Secretary; and (2) the mentally retarded individual 1s
receiving active treatment. These facilities are known as ICFs/MR.

In FY 1985, only one State, Wyoming (in addition to Arizona which 1s
operating an alternative demonstration program), did not cover ICF/MR services
under its Medicaid program. According to HCFA approximately 150,000 persons
were served 1n ICFs/MR in FY 1985. Federal and State expenditures for ICF/dR
care totaled $4.7 billion in FY 1985.

Some MR/DD persons are also se~.ed under Medicaid in ICFs and SNFw, that
are not ICFs/MR. According to HCPA, ICFs and SNFs are generally not considered
to be appropriate settings for care for MR/DD individuals. dowever, 1f 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
regidents of ICFs and SNFs are mentally retarded persons. (In FY 1985, there
were 826,966 recipients of ICF care and 547,051 recipients of SNF care.
According to the HCFA estimate, about i40,000 of these persons were mentally

retarded.

o™
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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 Ommibus Budget Reconciliation Act of 1981, P.L. 97-35,
wvhich authorized them. Although certain home and community-based services
could pe 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 1s allowed to waive two specific
Medicaid requirements: (1) & requirement that Medicaid services be available
throughout a State, and (2) a requirement that covered services be equal 1in
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 comdunity-based services in only a portion of the State,
rather than in all geogrephic 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 average
per capita expenditure for 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 sccountability for funds expended for thece services.

Siates may cover the following services under 2176 waivers: case manage-
ment, homemaker/home health aide services, personal care, adult dey health,
habilitation services, respite care, 2_/ and such other services requested by
the State and approved by the Secretary. These other services ha.e included
home modifications, non-medical transportation, nutritional counseling, and
congregatc and home-delivered meals.

The client groups most frequently served by States under the waiver have
been the sged/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 under the wa ver program
have been case management, habilitation, and respite care. A prov.siun in the
Consolidated Omnibus Budget Reconciliation Act of 1986, P.L. 99-27:, defined
habilitation services, for purposes of 2176 waivers, as services designed to
assist individuals 1n acquiring, retaining, and improving the self -help, soci-
alization, and adaptive skills necessary to reside successfully 1r home and

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

5/ See Glossary at Appendix A for definitions of these terms.
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employment services. 6/ Habilitation services provided under the wsiver
suthority cannot include special education and related services as defined in
the Education of the Handicapped Act which otherwise are available through a
local educational agency, or vocational rehabilitation services 7/ which
otherwise are available through s program funded under the Rehabilitation Act

of 1973, g3 amended.

C. Standards for Assuring Quality Care for MR/DD Medicaid Recipients

As noted above, the Medica1d statute requires that servic-. prov.ded to
MR/DD recipients, whether in the community or an institution, meet certain
standards designed to protect the health and safety of the recip ents of serv-

ices.

1. Home and Community-Based Waiver Services

For home and community-based services provided under 2176 waivers, final
regulations issued by HCFA 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 toard and care homes vhere & signif-
icant number of SSI 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 vho furnish

6/ 1bid.

1/ 1big.
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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 intenim
regulations on the waiver program pointed out that the regulations do not
attempt to define these safeguarde 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 satisf, the statute.

2. JCF/MR Services Under Medicaid

dedicaid statute requires 1CFs/HR Lo mect certain definitional require-
ments as well as standards prescribed by the Secretary for safety and sanitas-
tion and for the proper provision of care. These standards were originally
published by the Secretary 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 trestment services
to clients, clarify Pederal requirements, maintain essential client protec-
tions, and provide State survey agencies with &8 more accurate mechaniss 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 1n greater detail certain other requirements
contained in Medicaid law for ICFs/MR. For example, regulations require that

active treatment provided by ICFs/MR include: (1) regular participation by the

(,n’

,
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recipient in professionally developed and supervised activities, experiences,
or therapiesi (2) an individual written plan of care that sets forth measurable
goals or objectives for desirable behavior and s program for reaching them; (3)
an interdisciplinary professional evaluation; (4) reevaluati¢n at least an-
nually by the staff involved in carrying out the resident’'s individual plan of
care to reviev progress made toward beeting the plan’s objeclives, the appro-
priateness of the plan, continuing need for institutiona! care, and considera-
tion of slternative methods of care; and (5) an indivadual postinstitutional
plan of care that is developed before discharge and that specifies appropriate
services, protective supervision, and other follow-up services needed 1n the
resident 's nev environment.

States must certify that ICFs/MR meet these various requirenents and
standards before Fuderal payments may be made for care provided to eligible
recipients in these institutions. Hedicard lav requires the State Medicard
agenCy to contract with a State survey agency to determine, through .nspection,
vhether facilities meel the requirements for participation in the Hedicaid
program. The survey agency may certify a facalily that fully neets require-
ments and standards for up to 12 months. Survey agencies cay also certify a
facility for particapation 1f a1t 1s found to be deficient in one or more stan-
dards 3f the deficiencies, i1ndivadually or in combination, do not Jeopardize
the health and sacety of patients and :f the facility submits an acceptable
plan of correction for achieving compliance within 2 ressonsble period nf time.
A facility wvath deficiencies that do not jeopardize the patient's health and
safety may continue to be certified under Medicaid for 2 period of up to i2
eonths while it corrects the deficiencies.

In the Omnibus Reconcaliation Act of 1980, P.L. 96-499, Congress author-

1zed the Secretary of HHS to "look behind” a State's survey of nursing homes
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Qo

RIC

Aruitoxt provided by Eic:



E

33

CRS-20

and make an independent &nd binding determination regarding a facility's com-
plience with program requirements and standards. If the Secretary finds that a
facility faila to meet program requirements and atandarda, he is authorized to
terminate the facility's participation until the reason for the termination has
been removed and there 1a reasonable aasurance that it will not recur. In FY
1985, HCFA completed 464 look-behind surveys of ICFa/MR. In that year, 12
facilitiea, or 15 percent of the total number inspected by HCFA, were notified
of aoat form of possible adverae action by HCFA. Eight facilities were actu-
ally terminated or voluntar:ly withdrew their participation following NCFA
inapections. In FY 1986, HCFA has cospleted 5)4 look-behind inspections as of
August 1, 1986, and 80 facilities, or 12 percent of the total inspected, have
been notified of the pcssibility of aome kind of termination proceedings.

In additian, before the enactment of P.L. 96-499, 1f a State survey agency
made a determination that a facility could not comply with requirements and
atandards for care, the only available sanction was to terminate the facility's
provider sgreement. P.L. 99-499 provided HCFA and State Medicaid agencies with
an alternative intermediate aanction for deficient 1CFs and SNFs. When a
finding 1s made that a facilily no lenger substantially meets the lau'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 znd/or
State may, instead of terminating the facility's participation in the programs,
refuse to make payments on behalf of eligible individuals later admitted to the
facility. However, 1f 1t 1s determined that the deficiencies do icmediately
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 13 made Lo deny program payment instead of term:nating a tazility’s

participation, the facilily oust achieve substaitial cospliance wilh program

.
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raquirements or b. found to have made a good faith effort to correct its defi-
ziencias by tha znd of the !'th month following the sonth vhen a decision 18
made tO deny srayment. Final regulations implementing these provision were
published July 3, 1986, and became affective August &, 1986.

The Concolidated Budget Beconcilietion Act of 1985 (COBRA), P.L. 99-272,
enacted April 7, 1986, provided States additional options under wvhich 1CFs/NR
thaot arc found by tie Secretary tn have substantial deficiencies that do not
pose an icecdiate thres to racipiants’ haalth and safety may remedy those
deficiencies. Thesc provisions in COBRA al'ow the State Medicaid agency to
subait written plans to the Secretary either to make all necessary corrections
in auch facilities, including staff and physicnl plan corrections, wvithin 6
months of the approval date of the plan, or to reduce persanently the number of
beds in certified units wvithin 36 months of ihe <rproval dste of the plsn.
Theae options apply only to correction and reduction plans approved by tae
Secretary within J years after the effective date of final regulations.
Proposed regulations for these COBRA provisions were published by HCFs July 29,

1986.
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IV. FEDERAL EXPENDITURES FOR PROGPAMS SERVIRC THE
MR/DD_POPULATION

It is estimated that in FY 1985, $4.7 billion in Federal fundsc was used to
support various services for the MR/DD population. 8/ of this Federal 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 Feceral estimate was
$930 million for Medicaid services delivered to MR/DD persuns who were not 1in
ICFs/MR.

The following services may be delivered in or out ¢€ institutions, but are
primarily community-based services. duman 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 managemant services. State grants for

8/ Data 1in 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 vas partially supported by the National Institute of
Handicapped Research, U.S. Departmen. of Education and by the Administration on
Developmental Disabilities, U.S. Department of Healih and Human Services. The
data for this report were obtained directly from the States and, to a lesser
extent, from HCFA. Th.s rescarch provides the most comprehensive analysis of
expenditure data for MR/DD persons by source of support.

In addition to the Federal 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.

34
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social services, authorized under title XX of the Social Security Act, mey 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
cducation servicez to MR/DD children, $320 million in Federal dollars was

expended. Vocationzl rehabilitation services used to train and place MR/DD

adults into eaployment accounted for $134 million. Chart 1 shows the total

Federal support for MR/DD services in FY 1985, 82.2 percent of which 18 used

for public health services. Chart 2 shows Federal spending for publ-c health
services for MR/DD persons in FY 1985, Table 1 summarizes individual eligi-
bility and services covered under the major Federal programs serving the MR/DD
populaticn.

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

comzunity services. 9/

9/ Braddock, Dsvid, et al. Public Expenditures for Mental Retardation
and Developaental Disabilities in the United States. State Profiles, Publac
Policy Monograph Series no. 5. University of Illinois at Chicago. Dec. 1984.
p. 19.
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CHART ). FEDERAL SUPPORT FOR MR/DD SERVICES: FY 1985
(Dollars in Billions)

Voc. Rehab. Services — $.134 2.9%
Impact Aid - $.0096 27
\ Vacational Ed. - $.024 .5

\ Special £d. — $.32 6.8%

Public Health Services— $3.85

e ICF/MR Human Develop. Services — $.347 7.4%

o Non-Insatitutional Medicaid
& Medicare
o All Other Public Heaith Servic s

Tota! Services Funding: $4.685 Billion

Source: Reproduced from Braddock, David, Ph.D. Federal Spending for Mental Retardation and Developmental
Disabilities. Public Folicy Monograph Series no. 7. The University of Iilincis at Chicago. July 1985. p. 31.
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CHART 2. ESTIMATED FEDRRAL SPENDING FOR MR/DD PUBLIC HEALTH SERVICES: FY 1985, BY DPROGRAM
(Dotlars in Billions)

1 CCS $.004 .1%
%771 Lead Poison Prevent $.011 .3%

777 Non-inst Medicaid $.93

CHAMPUS $.002 1% Poader
Medlcoreog.242 6.3% MCH $.005 .1%

Total Expenditures: $3.85 Billion

2

Source: Reprody >ed fr~w Braddock, David, Ph.D. Federal Spending for Mental Retardation and Developmental

Disabilitiez. Public Policy lonograbh Series no. 7. The University of Illinois at Chicago. July 1985. p. 71.
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Hajor Federal Support for MR/DD Services:

Services Covered and Eligibility

Program

Services covered

Eligibi ity

Medicaid
ICF/MR

Medicaid
Not ICF/MR

aeee
Humap.development
services
(delivered in or
out of institu-
tions)

ERIC
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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 vhich States may
cover such as prescription
drugs, eyeglasses.

Developmental disabilities
services including child
development, employment-re-
lated services, alternative
community living arrangement
services, and case mar.ge-
ment services. Also in-
cluded are developmental
disabilities interdiscipli-
nary trairing 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, disab.ed per-
sons receiving ct sh assis-
tance, or if in & insti-
tution, eligible .o re-
ceive cash assistrace
under SSI, or the .edi-
cally needy who incur
medical expenses which
reduce their income to the
State's eligibility level.

Generally disabled persons
receiving cash assist.nce
under SSI, or the med:-
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 Federal Support for MR/DD Services:

Services Covered and Eligibility—continusd

Program

Services covered

Eligibility

(delivered in

tions)

Vocational
(delivered in

tions)

O
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Specisl education

or

out of institu-

rehabilitation

or

out of institu-

Includes funds for special
education and related serv-
ices for handicapped chil~
dren in State-operated or
State-supported schools}
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 deveiopmental,
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 gerv-
ices to handicapped individ-
uals including evaluation,
physical and cental restora-
tion, vocational training,
special devices required far
erployment, job placement,
followup services, and any
other gervices necessary to
make the handicapped person
exzployable.

Handicapped children means
children with the follow-
ing disabilities who
require special educatien
and related services:
mental retardation, hear-
ing impairments, speech or
language impairments,
visusl impairments, ser-
ious emotional distur-
bance, orthopedic ixpair-
ments, specific learning
disabilities, other health
impairments.

Handicapped individual
means & person with a
physical or mental dis-
ability which results in a
substantial handicap to
employment$ the individual
smust 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 HR/DD periions in the
U.S. or of the number of mentally retarded or persons with related conditions
eligible for Medicaid. The numbers presented below are based on persons served
in different types of faciliries, 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 sgencies 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 vere served in licensed care facilities. This
number includes public and private facilities, but does not include MR/DD
persons in unlicensed facilities. In FY 1984, 109,827 persons were served in
public institutions, most of which are ICF/HR certified. This number does not

include persons served in private facilities. The number served in ICFs/HR,

PN
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158,616 in PY 1984, includes public and private ICFs/MR, but does not include
those in facilities not certified to raceive 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 ICFs/MR.

B. Estimste of Total Number of MR/DD Persons

A recently-published study of the total number of persons who could be
e'igible for ICF/MR aervices indicates that about 377,000, or slightly more
than double the present number of persons, are potentially eligible. Ql Thir.
number is based on an ejtimate 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 populaticn. 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'a Intermediate Care Facility for the Mentally Retarded (ICF/MR)
Program, Center for Tesidential and Community Services, University of
Minnesota, Sept. 1983, p. 2-37.
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group or individual livi. e arrangement, foster care, and boarding homes. Table
2 shous 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 secrved 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/ Facilities 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 Meatally Retarded People. (Survey supported by a grant from the
Health Care Financing Administration (HCFA).)

D. Public Institutions

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

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

As disabled persons were transferred from institutions to cosmunity sat~
tings over the past decade, those remaining in public institutions tended t¢ be
the moct severaly handicappad persons. In 1982, 57.2 percant of the resideats
of public inatitutions were profoundly retarded, 23.8 parcent were severely
retarded, 12.3 percent vere soderately retavrded and 6.1 percent were wildly
retarded. 12/ Those remaining in institutions were also more likely to bave
multiple handicaps. Of the institutionslized retarded persons: 12 percant
vere also blindy & percent were deaf; 41 percent had epilepsy} 21 percent had
cerebral palay; and 36 perceat had an emotionsl handicap. In 1976, 34.4 per-
cent of the residents of public residential facilities were sultiply handi-
capped} this nuaber 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
3€.0 percant. In aummary, of those residenta remaining in public institutions,
8} percent are severely or proioundly retsrded, 43 percent are multiply handi-
capped, and 36 percent have sn emdtional handicap.

The functional level of thes: -nstitutionalized residents is charzcterized
as follous:

29 percent could not wilk without xseistances
1 percent c¢ould nct érees withcu: assistance;

6
40 percent could not eat vithout assistancej
2

o
o
o
0 28 percent could not vnderstand the apoken words

11/ See appendix B for the average caily population of gersons in public
residential facilities from 1970-1984.

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

O
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¢ 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 recent year for vhich such data are svsilsble,
158,616 KR/DD persons were served in the ICP/MR program st a cost of $2.6
billion in Pederal expenditures. Table 3 indicates thst ICF/MR expenditures,
as a percentsge of to.al Pederal Medicaid expenditures, increased froa 1
percent vhen the program began in FY 1972 to 13 percent in FY 1984. Although
the ICF/MR progrem absorbed 13 percent of the Federal Medicaid dollars in FY
1984, its beneficiaries accounted for less than ! percent of the persons served
under the Medicaid program. The ICF/HR program grew rspidly in the first
decade, and experienced an average annual rate of increase of over 18 percent
between FY 1972 and FY 1981. This rste of grouth has declined in more recent
years, and averaged an annual 9 percent increase betvween FY 1981 and FY 198S.
In FY 1985, there was only a 3 percent growth rate.

There is great variation ia the extent to which States participate in tae
ICF/WR 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 is estimated that in FY 1986, approximately
77 percent of the Federal ICK/HR funds are being used in public residential

facilities and 23 percent are being used in privste resideatial facilities. 13/

13/ Braddock, David, et al. Public Expenditures for Meital Retardstion
and Developmental Disabilities in the United States. State Profiles, Second
Edition, PY 1977-FY 1986. Public Policy Monograph Series no. 29. University
of Illinois at Chicsgo. Sept. 1986. p. 63.
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TABLE 3. History of ICF/4R Reimburseaents
($ in thousands)

Total ICF/HR a8 X
Hedicaid 8/ of Total Total
Fiscal Fedsral Reimbursements Federal ICF/HR Hedicaid
Year Funding Federal Share MHsdicaid Residents Recipients
1972 (est.) $§3,527,467 $36,872 1.05% 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 24,008,607
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 22,129,873
1978 10,066,544 817,393 8.12 100,496 22,206,577
1979 11,458,642 1,080,462 9.43 115,168 21,506,715
1980 13,291,174 1,479,285 11.13 125,328 21,719,516
1981 15,739,472 1,833,670 11.65 173,764 21,975,638
1982 16,742,303 2,170,314 12,96 154,305 21,936,446
1983 17,751,945 2,355,178 13.49 155,194 21,493,190
1984 19,884,000 2,572,336 12,94 158,616 22,487,000
1985 22,116,000 2,657,000 12.0} - 23,114,000

Source! Braddock, David, Ph.D. Federal Spending for Hental Retardation
and Developmental Disabilitiea. Public Policy Honograph Series no. 7,
University of Illinois at Chicago, July 1985. p. 72,
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FEDERAL ICF/MR REINBURSZMENTS: PY 1972 - 1985
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F. Per Diem Costs by Type of Fscility

Numerous studies have attempted to identify the per diem cost differential
between institution and comunity-based residentisl progrsms for the MR/DD
population. A recent nnleunent of 11 of these studies shows that wvhile there
were lover average per diem costs for cosmunity services, there vas s wide snd
unexplained range of costs even in supposedly comparable settings with coa-
parable clients. Higher than average costs were found for persons with severe
snd/or multiple disabilities and for school age dissbled persons, regsrdless of
service settings. As MR/DD persons moved from institution to community care
settings, responsibility for funding of services shifted from Federal to State
snd local governmeuts. Cenerally higher functioning levels were found among
MR/DD clients served in the coemunity, snd there vas an overall association
betveen community programs and improved client outcomes. 14/

Facilities certified as ICFs/MR may maintsin higher standards of care v n
non-certified facilities, and facilitics of less than 16 beds tend to serve the
less severely disabled persuns. According to one major study (see Table 4),
the most expeasive facility wvas the State-operated ICF/MR with 16 or more beds.
The 1CF/HR-certified institutions of 16 or more beds provide services for
persons vho tend to be very severely izpaired. 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 lov of $40 per dsy in Xansas snd Oklahoma. 15/ The cost of a

14/ Kotler, Martin, et al. Synthesis of Cost Studies on the Long-Temnm
Care of Health-lzpairnd Elderly and Other Disabled Persons: Executive Summary.
Hacro Systems, Inc., Qilver 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 bared on differences in kinds and amounts of services provided
and differences in saluries and other institutional expenses, according to a
HCFA official.
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privately cperated 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 Residentiul Facilities, FY82

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

Source: Lakin, Tharles, Ph.D. Center for Residential and Community
Services, University of Mi ta. 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 receive 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 $14,16]1 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 specislization of labor

16/ Longitudinal Study of the Court-Ordered Deinstitutionalization of
Pennhurst Residents: Coxparative Analysis of the Costs of Residential and Day
Scrvices 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 increasad 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 ICFs/MR has been questioned by a study that
found the level of care required in an ICF/MR to be more than vas needed for
certain institutionalized persons vho could benefit from a more independent

residential setting where less costly services would be more appropriate. 17/

17/ u.S. Department of Health and Human Services. Placement Care of the
Mentally Retarded: A Service Delivery Assessment. MNational Repoit to the
Secretary, Office of the Inspectot General. Oct. 1981.
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VI. SELECTED ISSUES REGARDING THE EXPANSION OF
COMMUBITY-BASED SFRVICES

A. Increased Demand for Community-Based Services for
MR/DD Persons

Several factors contribute to the demand for increased cormunity residen~
tial services and cosmunity-based daytime services: the movement of MR/LD
persons out of institutions, the movement of yourg MR/DD adults out of special
education classes, .anu the increased demand for coomunity-based servi:es by
HR/DD persons vho have been maintained at home and in non-medical board and
care facilities.

Over the past 15 years, many HR/DD persons have been moved from care
settings that fostered dependence and sociai segregation to settings that
facilitate community integration and maximum independence. This philosophy is
set forth in the Developmental Disabilities Act which is intended to prozote
independence, productivity, and integration into the community. The movement
of MR/DD persons is facilitated by public and private efforts to develop group
homes, daytime therapeutic programs, gnd employment opportunitics. Daytime
programs include day activity prngrams, in which productive work is not eapha-
sized; sheltered employment, in which subainimun 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 HR/DD persons who were previously institutiona-
lized are capable of a degree of independent activity if the necessary
training, supervision, and other assistance is proevided. For example, many
MR/DD persons who were previously determined to require institutional care are
now living in small, supervised community-based residences, taking public
tiansportation 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 Digabilities Act is
being implemented, the individual would be offered opportunities to re-enter a
more independent living and working life style after the crisis was resolved.
The mandate that States providc 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 handicappzd 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. Brcause 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 Hedicaid program to
help support the array of services needed to sustain MR/DD persons in com—

punity-based settings. This raises a question about the appropriateness of the

.
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Hedicaid progrem as the funding source for certain of these comunity-based
ssrvices, since Medicaid was originally intended to provide medical and
medically-related services.

As discussed earlier, the number of MR/DD persons potentially eligible for
ICF/MR services msy be more than double the number currently receiving serv-
ices. Persons being cgeken care by families 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 comsu-
nity-based services are made available, 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 ex/gmple, intensive care for premature infants allows some
newborns to survive vho would have died in the past. However, some of these
infants are left with gevere disabilitigs that require life-long care and
treatment. On the other hand, asniocentesis 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 disabied
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 ‘ocations of
flagrant abuse and neglect. Because these institutions tend to be isolated
from normal community interactions and normal role models, disabled perscns can
become less able to function in normal community settings after entering an
institution, according to this argument. Some families of institutionalized . .
persons would prefer to have their disabled fawily member in a more normal
community setting nesr the rest of the family.

On the other hand, some professionals, parents of disabled persons, and
other knowledgeable persons, have stated that not all MR/DD persons can be
adeqi«tely trained and cared for in the comnunity. According to this position,
there should be available a zontinuum 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, act® 2 family
involvement, and on-site health snd 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 one 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

e ‘8o
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that ICP/MR regulations have been instrumental in significantly improving
conditions in institutions, and there are many institutions that provide
appropriate services in safe, humane envircnments. However, testimony,
presented at congressional hearings held in 1985, showed that abuse and neglect

continue to be serinus problems at some institutions for MR/DD peraons. 18/

Witnesses told of physical and aexual abuse by other residents and ataff, .. .

verbal abuse, self-destructive behavior of residents due to neglect, excessive
use of medication, excessive solitary confinement, insppropriate use of
mechanical restraint, 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 facilities. 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 cozmunity-based
facilities, and published, systematic studies are not available on this issue.
Although empirical research on institutional versus community care is not
conclusive, most studies tend to support the contention that community-based
services conducted in as normsl a setting as possible are more effective than
institutional services in prcaoting developmental growth and independence of

MR/DD persons. A pove from institutional to community aettings tends to result

18/ U.S. Congress. Senate. Committee 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 bzhavioral development for many
disabled persons. 19/ However, for developmental growth to take place, accord-
ing to research findings, the community setting must include certain essential
features: effective teac'ing techniques, friendship networks for disabled
persons and active involvement and positive attitudes of care providers. Some
research has found that large institutions in which these features are present..
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 normsl an environment as possible, community facil-
ities need to be enriched with various therapeutic and rehabilitative program=-
ming. Studies have shoun 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 other
cormunity~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.

g_o/ Selzer, Marsha, Ph.D. <Anown Effects of Environmental Characteristics
on Resident Performance, LINKS, Bed., 1981.
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Although the nusbers of MR/DD persons gerved in public residential
xinstitutions 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.ICF/MR program in 1972 until FY 1981 vhen 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 Federal ICF/MR reimbursement - .-
increased by 40 percent froa 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
Federal, 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/HR 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-
ingly placed in small, less expensive service settings, savings are difficult
to obtain while the large, comprehensive institutions continue to be main-

tained.

_l/ These expenditures are based on data presented in table 3.
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Advocates for small, community-based facilities have stated that there is
mot sufficient public funding avsilable for the expansion of comaunity-based
facilities while the large institutions absorb the major shsre of funds. This
dilemra has 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. fscilities (see table 4), if staff salaries and benefits in
p:ivate facilities were brought up to levels of State employees, this differ-
ence would be reduced. Also, if services were made more broadly availabl: in
the comnunity, 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 parsons currently getting no
corminity services may request sowme, but not all, of the services now made
available in the ICFs/HR. Also, some residents of ICFs/MR may require fewer

services than are required to be provided within the ICF/MR.

Te l
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VII. LECISLATIVE PROPOSAL3

A 8, 873: The Community snd Panily Living Amendments of 1985

S. 873, introduced by Senator Chafee, would make Federal funds available
in small community facilities vhile phssing out most Federal funding for insti-
tutions of ore than 15 beds. Companicn bills have been introduced in the
House: H.R. 2523, introduced by Representative McDade, vhich is identical to
8. 873, and H.R. 2902, introduced by Representative Plorio, wvhich includes
minor differences.

These bills would encourage the development of coemunity-based services
for severely disabled individuals, and would severely reduce the amount of
ICF/HR expenditures to be used for services in institutions after FY 2000. The
balance of ICF/HR funding, with limited exceptions, could only be used for
severely disabled individuals vho resided in a fanily home or community living
facility. Comaunity living facilities could not exceed three times average
family household size, or approximately nine persont. States would enter into
agreements with the Secretary of HHS to reduce the nunber of disabled persons
residing in facilities of more than nine beds. Beginning in PY 2000, che
amount of Federal funding availeble for use in larger residential facilities

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

ERIC 2
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addition, beginning in FY89, the Federal matching rate for services delivered
+
in larger facilities would be progressively raduced.
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 and H.R. 2863: Proposed Medicaid Home and
Community-Based Services Improvement Act of 198%

S. 1277, introduced by Senator Bradley and H.R. 2863, introduced by 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 usirg Hedicaid funds. Under this proposal,
States would be authorized to deliver home and cozmunity-based services to
persons vho would othervise 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, nental retardation or physical disabilities vho are eligible for

Medicaid services.

c. S. 1948: Propcsed Quality Services for Disabled
Individuals Act of 1985

S. 1948, introduced by Senator Weicker, ia 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 Hedicaid

"
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program. This bill would establish a new Pederal bureau to admimater residen~
tial and coomunity-based services funded under Medicare and Medicaid and to
monitor the quality of these acrvices.

A major provision of S. 1948 is that States would be required to include
home and community-based services for the developmentally diaabled aa part of
their State plan for use of Medicaid funda, Currently, such aervices are
available only under che special vaiver suthority granted to the Secretary.
Home and community-based serwices would be defined to include case management,
homemaker or home health aide services, personal care including attendant care,
adult day health services, habilitative and rehabilitasive services, respite
care (short-term rcaidential care), and other approved servicea excluding room
and board. Statea providing home an. community-based services under Medicaid
vould be required to maintain at least their fiscal year 1989 level of State

funding for such services, and current waiver authority wculd be repealed.
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APPENDIX A. GCLOSSARY OF ITEMS

Adult day care consists of a variety of health and social services
provided to chronically {11 or disabled individuals in a group setting ind
,often includes general nursing, personal hygiene, recreational activities,
counseling, transportation, and nutrition services.

Case Ransgement {s commonly understond to be a systea under which

responsibility for locating, coordinating and monitoring a group of services
for chronically i1l 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 health aide services included health-related services pro‘ded by a

trained paraprofeacional to persons unable to mansge care for themselves or
others in the homse. Services generally consist of extension of therspy
services, ambulation and exercise, assistance with medications, reperting
changes in the patient’s condition and nceds and household services essential
to the health .«re at howe. These services are generally provided under the

tupervision 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 fcr these activities is temporarily absent
or unable 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

uabits 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. Respite 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 gservices 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 OF MENTALLY RETARDED PERSONS IN
PUBLIC RESIDENTIAL PACILITIES: FY 1970-FY1984
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Source: Table taken froa Public Residential Facilitics for the Mentally
Retarded. 1982, Published by National Association of Superintendents of Pubdlic
Residential Facilities for the Mentally Retarded. p. 4.

The 1984 susber is fros Public Expenditures for Mental Retardation sad
Developuental Disabilities in the U.S., Analytical Sucmary, by David Braddock,
Ph.D., et al. University of Illinois at Chicsgo. p. 15.
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APPENDIX C. PERCENT OF TOTAL PUBLIC AND PRIVATE RESIDENTIAL CARE
FOR THE MENTALLY RETARDED IN MEDICAID-CERTIFIED ICF/MR BEDS, BY STATE:
FYB2

State Percent

HinNesota.eeeeseesssessconcccsonssooccrssnsccsssonsresss 98.1%
Louisiangeeessecccssoscsostsssocssscssesssccccscssonsse 95.9
L - 1: 1K -
Texaseeeeseossccocses
Rhode Islande.eccasss

Virginigeeecereseccssccsssescescssoscccsccscsesosassose B5el

cetecscccrsecccrseccsess B8.6

cecsecccersseccsseseesse B7.1

Arkang88.cccestecssttecssssccccssssassssosssocssscesses 83.8

77.3
75.6
75.3
South Carolingd.ceerrecscecccciccsosconsssnsssennessense 73.2

OregoNseeeesssssccsstsssssossessssscsense
Alabama....

£0loradoeecessseccssssoccocssssssssosascsssosssssssnsons

GeOrgifieeccesescccssssercancssosansosasnssssoscssnsssese J12.8
Nashington. ceesecessssssscsssossossocsosessasssssnnsene 72.3
Kansas.sseeersscessoctossccccccsossasscsssassannnssnses 72:3
IndiAng.secerreccciensesccccrsoccsccsscsososssosasssess 70.6
TeNNES3€Lecreveccsssssssossonncscsosccscssssasasasssess 67.4
KeNtuCkY.ceosroreoerecsccccessocccssosccsssscsossssnans 6742
Delauware.cecsceccserccccceransscssoncscascscsssscscncss 67e1
New MeXiCOeeeerecreecserooosssoscrsssoscsssccssnocensse 65,4
I11in0isececrrsccescccccocsorsscnsssscncrassccnsasescss 66,0

North Carolina
Wisconsin.. tetssesecsrecsssssscessss 02.4
Nebraskaseeessseocososeseosssocssssasosnnsnsconsscsssss 60.4
Hississippiesierecresseccnacsecassasaonsssssscsssnnsens 60.3
Okl ahom&sececsscocssssoonscanesns ceeseess 59.9
South Dakota..cseccsssscccccsaes [ 1 P |
HassachusettSeiviecersrsrorensncssccccsssscasssssnnsess 59,1
L - 1: 1% |
57.0
56.0
0 . 1 X
Pennsylvania.cicecesesseesscscnccscccccssssnssosccnnens 59,2
New Jerseyeessessessoccsesccsccscsssccsssssscssssccsnss 90,0
District of Columbidcerecerorcrssscssocrsnncssonssenees 49.2

cecesessssssrescssseessss 63.0

Haryland.seeesesssososessoccsccccnsccncnnscnsnnnes

Idahoeeeeeecrssocesssssaasssssocssssssonsssoosnnne

Vermontesecersssecosscescsscnsssnoscsssassssonsosessanes 48.2
L T ¥ Y
Hawaii..veeoesororeenccescosscsoscsscnssoscrsnnnnsnaes 45,2
Californideeseecserecssssonenensnnsoscssssnnnsnnnnsnnes 44.8
Haineeesseesssseoonsnsssssnccsonssocsnssosssssassessons 43,0
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APPENDIX C. PERCENT OF TOTAL PUBLIC AND PRIVATE RESIDENTIAL CARE SYSTEM
FOR THE MENTALLY RETARDED IN MEDICAID-CERTIFIED ICF/MR BEDS, BY STATE:

FY82--Continued

State

Percent

HMONtANA. . ceeeesttaceccsceeaccssansccccsaccecascannsannnne

Michigan.ceeeeerecereonsocecosces Losannscoocosnscnneos

New Hampshire.ceeeeseecceesoceesceccccecncccaas

Miggouri.. R
Floridacecieiecceienirieneacnecoceecconccncsecncncccnns

Hew Yorkeeeeeceaoaoaes L

West Virginia.. ceesescccctsecscastsstncscssacnes
ATIZONB. ceteececscccaconccsscccccnosaoscassascccssssees

HYOmiNgeeeastecosoneaecsesecasanccccoccosccesansncnscee

38.12
36.8
36.0
35.9
35.1
30.0
26.4
22.0
17.7
17.1

Services, University of Minnesota.

Source: Lakin, Charles, Ph.D. Center for Residential

Facilities for Mentally Retarded People.

and Community

From 1982 National Survey of Residential
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APPENDIX D: AVERAGE MEDICAID PAYMENT PER PATIENT DAY
FOR ICF/MR SERVICES RANKED BY FY8S RATES

State Per diem

District of Columbileuceesssessessacesennnssonnsnnonee §145
132
Massachusetis. esscssstsensronsssssscssces 126
Rhods Islandecccerencnrcenacccnncroneccensennnnnnnnoes 114
Horth Carolingeeeicveeessercererenssessnsnsesssassnsee 110

Nevada.coveveecens ceestscccrsnes

GeOrgilesereereererenneciesiiinncireseirnenassnneenaes 107
Vermontececessosssocennse ees 104
Ploridaceereseseseneccecsasersesncnnnsssssscensesseans 102
Pennsylvania..eceeecreteieretssoncssnancssnnnensesens 100
Marylandeeeoeriensnecesesaesesernosssssnsnsasassscncse 99
MAINC.ectasaetiencsensnecsnnssscsensensonssssasasssans 98

seretesssssessserervennssonsssoscsense 97
= T 13
New MexiCOuireesortessncssaccecssonsssonsanensnssennnse 90
ArKkANSAS. cieceresrtaotersnenscsnnnnsssonnsnssansnnanns 89
TOWA eeeostsornossanccssssanssnassnsaonssnsosnooonanse 89
Y . 86
Coloradoecieeeecerencnasosasesnsnsenssssnascnsnnscanes 85
Virginide eeieereeeeennietecsecnsasnsnnnnaes . 83

Nebraskacseesesoesececisecasssnnsessccncnsnnncnnnnnnee 78

OregONescastcassensesssssnaessasssssessssnnnsssnncanas 78
I11in0iSeesessenseseosecasnsensscscnsenssasnnssansanee T7
TeNNESSEeecsesessesassasssnssssosssnssssnnnsssnannsnans T3
Minnesota.eeeeceseesossnnnss eressesesessens 12
T (1)
LOUISIANA st eeerenessaeetaseresnsecanonsasnansenses o 68

SOULh DAKOLABeessosseersesersersrecsssornsnsnnesasnasee 64
HiSCOnSinesesseerccesssessansonsnes 61
Michigan.seessneersassensennssnone 52
HisSis8IPPleucrecccrenrerarccnsscsnnnsnssasssansennnne 49
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APPENDIX D: AVERAGE MEDICAID PAYMENT PER PATIENT DAY
FOR ICF/MR SERVICES RANKED BY FY85 RATES--Continued

State Per diem

Californileseeecccoscsoccosssossonsnsnnonsnsncensnnene $48

TexaSeeeeoocesecscsassnnnsnss eseessuossesssssssnsss 48
Indigna..ceeeseeeocasercnsncccsosssncsossnnracssonnnnne &b
West VirginiZeesseereseecocososscnncccscnsonnccnrennss 4l
Kansas.ceeocsssonsosessscosccsrencsnsnescsassasacnvens 40

OklahOBAs seressssesssrsnsensonconssssssccosssnsanness 40

Source: Health Care Financir. ..ministration. Division of Medicaid Cost
Estimates. Medicaid Program Chara.teristics 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 prograa.
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Senator DURENBERGER. The hearin%1 will come to order.
morning, everyone. Today’'s hearing will take a close look
at the Medicaid programs and the needs of developmentally dis-
abled persons. This is a very complicated issue and it is also, I have
hea:ined over the years, an emotionally charged issue with which to
eal.

The needs of developmentally disabled persons call forth our
most important vesponsibility as policﬁrakers. 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
have to, as they say, begin at the beginning and ask a number of
very basic questions: How many developmentally disabled persons
are there? What services are available to them through Federal
and State and other programs? What services do thcy actually
need and what is the setting in which these services are most ap-
pr,?%xlisately delivered?

18 last question takes us to what quickly becomcs 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 no. be reduced to an
either/or situation, and we should not consider ourselves here to
deciare a preference for either institutions or community services;
that kind of dichotomy, or polarization if you will, obscures the
real issue. This is a Jesson I have learned over several years now of
having hearings with my colleague from Rhode Island on this sub-
Jsecttehere and in other parts of the country, including my home

tete.

S0 whe! is the issue? Simply this, that develoomentally disabled
persons have different needs which require different services and
differext 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 apm%riately along
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 restricting
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, ard 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 with you because I believe it represents
the view and the experience of a lot of concerned parents and
famialf/ 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 daugl.ter 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 planniug it became evident that tﬂ?cost for
meeting the needs of profoundly handica%ped persons would re-
quire a home designed on a larger scale with a higher staffing ratio

- and more costly 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 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, particular-
ly for those individuals who are severely and profoundly retarded,
medically ile, 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 & planned and though
manner 80 that the quality of care currently available to our chil-
dren is not compromised tbrough 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-
geéms, the concerns of devoted parents and supportive family mem-

Is.

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 developmentally disabled receive high-
est quality services in a way which maximizes their freedom, their
safety, and their individual potential to leara 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 going to
have to adhere strictly to our 5-minute rule. So I will ask all of our
witnesges to be brief, with the understanding that your full state-
ments will made part of the record. Amplifying statements can be i
made part of the record up to a certain reasonable period of time
after the conclusion of this hearing. We don’t want anyone to be 1
denied the opportunity to add their experiences, even from the last
hearing we have had on this subject, to this issue.

So let us now proceed with cur 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 tnem, 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. Through 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-
sponsive to the needs of those with disahilities.

is is an issue, as you know, Mr. Chairman, that I have devated
a great deal of time to over the past 5 years. And I thank you for
your cooperation. As you mentioned, we have held several hear-
ings, including one in your own State, a couple of years ago.

It 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 working in dealing with this particular group of individuals?
t{héd 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 1983. It is a package I expect to refine and
revise in the coming months. That is the purpose of the hearin
we have held and the hearing today. The hearing today will help
s$r§e8%§ 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 developmentelly disabled, I have
betqome 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 loggterm 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 pay for long-term care
services 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 l1D>ay for are still
rc;t;ﬁed in a medical model. In other words, it is based on medical
need.

As our understanding of the cay ubilities 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 inad;; ropriate 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, these parents fear that when their chil-
dren become 18 or 21 there will be no appropriate services avail-
able. That is known as the aﬁing 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
becoming burned out, just exhausted, from their efiorts 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

program,

Individuals with cerebral palsy, spinal cord injury, and traumatic
brain injury write to tell me that they are forced to live in nursi.ng
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%c;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. And
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 Eresented 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 Congress to attack
the equally difficult task to reforming the Medicaid Program.

Now one goal in accomplishing that reform would be to open op-

rtunities 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 dn as we proceed with not
only these hearings but with S. 873, the Community Living and
Family Act.

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

ing.

%enator DuURreNBERGER. John, thank you for your leadership and
your constant reminder on this committee of our needs to take on
the most difficult problems. And I undersiand 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 controversial 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
gone to the ultimate end to demonstrate his own sense of disability.
Lowell 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 sre substentially d=-
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 st this hearing.

And, Lowell, your full statement will be made part of the record.
1;Aem}, without being instructed, you may do as you please. [Laugh-

T

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

Senator WEICKzER. 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
keep pushing us into the future.

This 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 changing the state of the art as it
comes to the education of the handicapped. I suspect that bill is
gomg to be passed in this session, and to that extent, it is a great

ay.

The other reason why it is & great day has nothing specifically to
do with this hearing. While 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 iive a credit and a bow to
the Burroughs Welcome Co. who has worked with the National In-
gtitutes 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 .4-142, and basically what that
di dwa:8 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 enviroament, commonl
known as “mainstreaming,” the school house doors were opened,
and they vere opened in such a fashion that—yes, I can assure ev-
eryone here to put it in very succinct and practical terms—none of
you have to worry about paying for my 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 Conirws 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 program, was
to provide 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 uverage 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 censists 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 ﬁet 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 thieatening.

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 ~ddress the problems we discovered in our investigation. Ve
have increased the number of zurveyors .t the Health Care Financ-
ing Administration to beef up quality assurance. We have required
that many 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 Fedezal surveys conducted by the Health Care Financing
Adrcinistration between March and Septemhber 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
fallen from fulfilling the vow made by Prasident Kennedy 25 years
ago. Reliance on the cold mercy of custodial isolation will be sup-
placted by the open warmth community concern.

I believe that changes in the current system of Medicaid funding
fqa d;lssabled 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-
muin; the opportunity to participate in the mainstream of Ameri-
can life; and the opportunity for choices and independence.

The Medicaid ICF/MR Program sends the opposite signal. This
program, by everyone's assessment, ig institutionally biased; that,
at best, it funds sheltered and limited opportunities and custodial
care; 2nd that, at worst, it promotes segregation, dependence, and
isolation.

A:d while there is a great difference of opinion about how many,
if 53, of our developmentally disabled citizens would require insti-
tuvicnalization 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 societ; people who have the
satisfaction and enhance self-concept t¥ : comes from bringing
home & 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 opportunitiez 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 intcoduced last year, attempts to assure both
quality services for those in our institutions and to promote the ex-
pansion of community alternatives.

ERIC 8k



76

Now let me just say this, Mr. Chairman, as we conclude. John
Chafea 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, 85 years ago, and
that was the institution. There is no reason why society should
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 seiting with en entirely differ-
ent approach as to what that individual can do.

That's the fine line that both John and myself have to waik.

Parents of those that have their children in institvtions, they
don’t want to ba neglected or feel that all of a sudden the problem
18 in their lap 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 mutters. 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 todey fer &5 many others, that we would now be
gelting on to resolving these particular problems as ‘hey relate to
[ thiz matter.

Senator DURENBERGER. Well thunk you very muca for that testi-
raony, and particulerly for the last 2 minuts. I cannet think of a
hetler summary of the present situation that we find ourselves in.
And it reminded me of the feelir,g I've had through several years of
sitting here, with the responsibility of majority, in dealing with the
political institntional 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 a:wsut, changes and differ-
:}r;ic;es, not only in care giving but in advocacy and some other

gs.

So I look back periodically 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 1985, 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 arc talk-
ing about the Social Security of this society, we really ought to be

i looking at that in the light of 1986 and beyond without neglecting,
as you have indicated, those who, for a variety of rersons, 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 izsue
that others have put a lot more personel time into. The two of you

‘ are the leaders in that area.

I appreciate that statement as putting you: finger right on the

pulse of what we need to do. =

Jdohn?

Senator Cuaree. Well thank you, Mr. Chairman.

(o
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I want to thank Senator Weicker for coming here. He is a power-
ful advocate. And I luarned 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 vigorously, powerful-
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.

This 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.

Se}xllator 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 have studied the testimony
and I will be right back. I just received a call that { 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 te 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 MEDICAYD SERVICES FOR DEVELOPMENTALLLY DISABLED PERSONS
SEPTEMBER 19, 1536

THANK YOU FOR THIS OPPORTUNITY 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 CONCLUS ION IS THAT THEY APZ IN GREAT NEED OF
CHANGE AND IMPROVEMENT.

TEN YEARS AGO CONGRESS ENACTED A LANDMARX PIECE OF CIVIL
RIGHTS LEGISLATION KNOWN AS PUBLIC LAW 94=142, THE EDUCATION FCR
ALL HANDICAPPED CHILDREN ACT. THAT LEGISLATION WAS THE BEGINNING
OF THE END OF AN ERA OF SEGREGATION AND DISCRIMINATION AGAINST
HANDICAPPEC CHILDREN IN OUR SCHOOLS. NO LONGER COULD SCHOOLS
CLOSE THEIR DOCRS TO HANDICAPPED STUDENTS AND SAY., "YOU LOOX
DIFFERENT FROM THE JYHERS,. GO AWAY," CR *YOU DON'T LEARN THE WAY
THE OTHERS DO, GO AWAY."

WITH A FEDERAL MANDATE ENTITLING EVERY HANDICAPPED STUDENT TO
AN EDUCATION IN THE LEAST RESTRICTIVE ENVIRONMENT, COMMONLY KNOWN
AS ‘MAINSTREAMING, THE SCHOOL HOUSE DOORS WERE OPENED. PUBLIC
EDUCATION NOW SERVES OVER 4 MILLION STUDENTS WITH HANDICAPPING
CONDITIONS RANGING FROM MILD LEARNING DISABILITIES TO SEVERE
RETARDATION. THE BENEFITS TO BOTH HANDICAPPED STUDENTS AND THEIR
FAMILIES AND TO OR SOCIETY AS A WHOLE FAR OUTWEIGH THE FEDERAL
INVESTMENT OF OVER 1 BILLION DOLLARC A YEAR.

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

FIFTEEN 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 ICF/MR, OR INTERMEDIATE
CARE FACILITY FOR THE MENTALLY RETARDED PROGRAM, WAS TO PROVIDE
QUALITY SERVICES TO DEVELOPMENTALLY DISABLED PERSONS. WITH NO
MANDATE FOR MAINSTREAMING, OR LEAST RPSTRICTIVE ENVIRONMENT, THE
ICF/¥R FUNDING WENT PRIMARILY TO EXISTING STATE INSTITUTIONS.
THESE, FOR THE MOST PART. ARE, LARGE, ISOLATED CONGREGATE CARE
SETTINGS . "

NOT UNLY 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 CHAIRMAR OF THE SUBCOMMITTEE ON THE
HANDICAPPED I HAVE CHAIRED FIVE DAY3 OF HEARINGS AND CONDUCTED
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THO HAJOR 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.
I HAVE HEARD TESTIMONY FROM PARENTS, RESIDENTS OF INSTITUTIONS,
ADHINISEATGLS OF PACILITIES, ADVOCATES, AND STATE AND FEDERAL
OFFICIALS.

FROM THE 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 WORKING WHEN WHAT SHOULD BE QUALITY SERVICES,
PROVIDED IN THE FORM OP ACTIVE TREATMENT TO DISABLED RESIDENTS,
= EXIST LAP.GELY ON PAPER.

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

IT IS NOT WORRING WHEN THE FEDERAL GOVERNMENT POURS BILLIONS
OP DOLLARS INTO ERICKS AND MORTAR AND TURNS ITS BACK ON THE
QUALITY OF SERVICES.

MR« CHAIRMAN, I HEARD FROM MANY PARENTS AND RESIDENTS OF
INSTITUTIONS DURING MY HEARINGS .

I HEARD FROM WILBUR SAVIDGE, WHOSE SON WENT INTO A STATE
PACILITY FOR THE RETARDED WITH THr ABILITY TO VALK AND FEED
HIMSELF. FOUR YEARS LATER HE COULD DO NEITHER. IN THOSE SAME 4
YEARS, YOUNG JONATHAN SAVIDGE WAS INJURED A TOTAL OF 124 TINES.

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

AND (HERE WAS 14 YEAR OLD CHRIS COCHERHAM, WHOSE PARENTS WERE
ABLE TO CAPTURE ON FILM THE SCARS AND BRUISES OF DOZENS OF
SEPARATE ACTS OF VIOLENCE AND ABUSE.

AS A U.S. SENATOR I WAS OUTRAGED THAT FACILITIEBS WHERE THIS
BRUTAL ABUSE TOOK PLACE WERE CERTIFIED BY THE FEDERAL GOVERNMENT
TO RECEIVE MILLIORS OP FEDERAL DOLLARS PER YEAR.

I WAS 21SO ASHAMED WHEN JOHATHAN SAVIDGE'S FATHER LOOKED ME
IN THZ EYE AND ASKED ME "WHY DOES THE PEDERAL GOVERNMENT ALLOW
THESE ATROCITIES TO GO UNCHECKSD?*

MR« CHAIRMAN, I WOULD BE HAPPY TO MAKE THE COMPLETE RECORIS
FROM MY STAPP'S INVESTIGATION AND FROM THE HEARINGS AVAILABLE TO
YOU AND YOUR STAFPF AS YOU CONSIDER WHAT CHANGES TO MAKE IN THIS
PROGRAM.

THE 78JECTIVE OF HY INVESTIGATIVE EFFORT WAS NOT TO ENCOURAGE
USS OP InSTITUTIONS BY FORCING CERTAIN REPAIRS OR ADJUSTMENTS,
ALTHOUGH I’VE HEARD THAT ACCUSATION. INSTEAL’, WE SOUGHT TO
EDUCATE THE AMERICAN PUBLIC, TO MAKE THIS NATION UNDERSTAND THAT
INSTITUTIONS REMAIN A HIDDEN REALITY FOR MANY AND AN OKINOL'S
POSS IBILITY POR ALL TOO MALY.

MR. CHAIRMAN, I HAVE PUSIIED HARD "R SEVERAL PIECR3 OF
LEGISLATION TO ADDRESS THE PROBLEMS WE DISCOVERE™ IN OUR
INVESTIGATION. WE HAVE INCREASED THE NUMBER OF SURVEYORS AT THE
HEALTH CANE 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
ALRZADY. WITH 464 PEDERAL SURVEYS CONDUCTED BY THE HEALTH CARE
PINANCING ADMINIS TRATION BETWEEN MARCH AND SEPTEMBER OF 1985, AND
NEW GUIDELINES POR CONDUCTING THOSE SURVEYS, STATES ARE NOW
BEGINNING TO POCUS MORE ON THE CLIENT RATHER THAN ON PAPERWOR X
COMPLIANCE. HORE PLANS OP CORRECTION ARE BEING IMPLEMENTED AND
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MORE CITATIONS FOR DEFICIENCIES ARE BEING ISSUED. WE HAVE TAKEW
A BABY STEP IN THE RIGHT DIRECTION, BUT LET HE EMPHASIZE 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 PRESIDCNT 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
FUNDING FOR DISABLED PERSONS ARE CRITICAL TO IMPROVING THE LIVES
OF THESE INDIVIRUALS.

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

LET ME GO BACK TO THE EDUCATION FOR ALL HANDICAPPED CHILDREN
ACT FOR A MOMENT. I DWELL ON THIS LEGISLATION BECAUSE I THILUX I7T
REPRESENTS FEDERAL LEGISLATION AT ITS BEST. THIS LAW HAS SENI 7
SIGNAL TO THE NATION THAT HANDICAPPED PERSONS HAVE A RIGHT TO Int
SAME OPPORTUNITY AS THEIR NON-HANDICAPPED PEERS: THE OFPORTUNITY
TO DEVELOP THEIR POTENTIAL TO ITS MAXIMUM, THE OPPORTUNITY TO
PARTICIPATE IN THE MAINSTREAM OF AMERICAN LIFE, THE OPPORTUNITY
FOR CHOICES AND INDEPENDENCE.

THE MEDICAID ICF/MR PRCGRAM SENDS THE OPPOS ITE SIGNAL. THE
ICF/MR PROGRAM, BY EVERYONE'S ASSESSMENT, IS INSTITUTIONALLY
BIASED. AT ITS BEST, IT FUNDS SHELTERED 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 COMMUNITY ALTERNATIVES WERE
AVAILABLE, THERE IS NO DIFFERENCE OF OPINION ABOUT THE STATE OF
THE ART AND THE MOST EFFECTIVE SCRVICES 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 PAYCKECK, FROM BEING A TAX PAYER RATHER THAN A
TAX USER. WE KNOW THAT THE LIMITATIONS PLACED ON THESE PEOPLE
ARE OUR LIMITATIONS, CREATED THROUGH LTMITED OPPORTUWITIES FOR
EDUCATION AND TRAINING.

OUR GOAL SHOULD BE TO MAINSTREAM ALL OF OUR DEVELOPMENTALLY
DISABLED CITIZENS., WE ARE MOVING TOWARDS THE GOAL OF
MAINSTREAMING ,VERYONE WITH P.L. 94-14Z, AND WE NZED TO ESTABLISH
THAT GOAL 11T MEDICAID SERVICES.

S. 1948, THE BILL I INTRODUCED LIST YEAR, ATTEMPTS TO BOTH
ASSURE QUALITY SERVICES FOR THOSE IN OUR INSTITUTIONS AND PROMOTE
THE EXPANSION OF COMMUNITY ALTERNATIVES. P.L. 94=142 DOES NOT
REQUIRE THAT EVERY SINGLE DISABLED PERSON BE IN A REGULAR
CLASSROOM, BUT IT DOES HOLD OUT THAT GOAL. S. 748 DOES THE SAMS
THING BY ESTABLISHING INDEPENDENCE, PRODUCTIVIT. AND INTEGRATION
INTO THE COMMUNITY AS PRINCIPLES UPON WHICH PLACEMENT AND SERVICE
DECISIONS ARE MADE. FURTHER IT RECUIRES EVERY STATE THAT
PARTICIPATES IN THE INSTITUTIONAL. ASPECT OF THE PROGRAM TO aLSO
PARTICIPATE IN THE COMMUNITY SERVYCES ASPECT OF THE PROGRAM.

UNTIL WE SEND ONE CLEAR MESSAGE TO THE STATES THAT WE WANT
ALL OF OUR HANDICAPPED CITIZENS, WHETHER YOUNC, OLD, SEVERELY, OR
HICDLY DISABLED, AS PART OF THE MAINSTREAM, WE WILL CONTINUE TO
PCSTER SEGREGATION, DISCRIMINATION, AND DEPENDENCE.

1 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 CITIZENS.

ThANK YOU.
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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 Finanec-
ing Administration’s commitment to serving the mentally retarded
and other developmentally disabled persons. To set the stage for
today’s hearing, I will describe the role that Medicaid plays in fi-
nancing those services.

As you know, federally assisted programs are now the major
source of financing for services for the retarded and developmental-
ly 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 developmentally 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 entit. .d 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 addiiion, 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 Msdicaid optional coverage of ICF/MR was
enacted in 1971, the purpose was to provide explicit Medicaid cov-
erage for the mentally retarded persons with related conditions

iving 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 by law 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
point in time, roughly 75 percent of the facilities participating have
15 or fewer beds. Only 3 percent are large institutions with more
Ehta_n 300 beds. Most of those very large institutions are state insti-

utions.

As of 1982, 80 percent of the clients living in public facilities
were functioning 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 :.ow gerving
the most severely disabled persons in our society while smaller, pri-
vately operated, community-based facilities tend to serve the less
disabled persons.

As you know, under the Omnibus Recon~iliation 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
community based services to recipients who would otherwise be in-
stitutionalized or be at risk of instituiionalization.
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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 Scnator Weicker nointed out, the ..umber 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. HacgBarTH. We have recently published ar, NPRM which
would result in a major overhaul of the regulations governing ICF/
MR. We believe that is a ver; 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 Mv. Hackbarth follows:]
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AM PLEASED TQ BE HERE TODAY TO ni1scuss THE HEALTH CARE FINANCING
DMINISTRATION'S COMMITMENT TO SERVICES FOR THE MENTALLY RETARDED
AND OTHER DEVELOPMENTALLY DISABLED PERSONS. WILL CONCENTRATE ON

THE ROLE WHICH MEDICAID PLAYS IN FINANCING THOSE SERVICES,

InTRODUCTION

DurinG THE 1960's THERE WAS A GROWING AWARENESS OF THE GENERALLY
?oonchRE PRACTICES FOR PERSONS WITH MENTAL RETARDATION LIVING IN
NSTITUTIONS.

AT THAT TIME, PRIVATE ORGANIZATIONS AND Si..TE AND LOCAL GOVERNMENTS
WERE PRIMARILY RESPONSIBLE FOR PROVIDING_SERVICES TO THE MENTALLY
RETARDED AND DEVELOPMENTALLY DISABLED., BY Th% END CF THE DECADE THE
BEGINNINGS OF ESSENTIAL REFOR:Y ACTIVITIES WERE WELL UNDERWAY WHICH
BENEFITTED, THE MENTALLY RETARDED AND OTHER DEVELOPMENTALLY DISABLED
PERSONSs AS A RESULT OF LITIGATION AND INCREASED SOCIETAL
RECOGNII&?N,OF THE NEEDS “f THIS POPULATION., LEGISLATIVE INITIATIVES
;NRTTE s 0’s CREATED AN RRAY OF ADDITIONAL ENTITLEMENTS AND
ERVICES,

FLOERALLY ASSISTED PROGRAMS ARE NOW THE MAJOR SOURCE OF FlNANglNG
FOR SERVICES FOR TWE RETARDED AND DEVELOPMENTALLY DISABLED. JOEVERAL
AMENDMENTS TO THE SOCIAL SECURITY ACT AND SPECIFIC ENTITLEMENT
PROGRAMS FOR HANDICAPPED PERSONS HAVE CREATED A DIVERSE_SET OF
BENEFITS FOR PZRSONS WITH DEVELOPMENTAL DISABILITIES. THESE
BENEFITS INCLUDE INCOME SU”PORT. MEDICAL SERVICES, EDUCATIONAL AND
VOCATIONAL SERVICES, AND FJNDS FOR RENT SUBSIDY., CONSTRUCTION OR
RENOVATION OF SPECIALIZED RESIDENTIAL FACILITIES. [lEDICAID 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 DISARLED PERSONS
BECOME ELIGIBLE FOR FMEDJCAID THR?UGH A ?5&% MINATION OF DISABILITY
UNDER THE SUPPLEMENTAL SECURITY INCOME PROGRAM,

ONCE ELIGIBLE., THE FULL RANGE OF REGULARLY PROVIDED MEDICAID
SERVICES IN A STATE 1S AVAILABLE TO ANY PERSON, REGARDLESS OF
JAGNOS1S, WHO 1S ELIGIBLE §ND WHO RECEIVEg THE SERVICES IN A
EDICAID-COVERED SETTING. OERVICES WHICH OTATES MUST PROVIDE
INCLUDE PHYSICIAN CARE, HOSPITAL CARE. OUTPATIENT HOSPITAL SERVICES.,
LABORATORY ?ND X=RAY SERYICES., AND SKILLED NURSING FACILITY
SERVICES. IN ADDITION., OTATES 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 OSTATES ARE DEFINED TO INCLUDE
HEALTH-RELATED SERVICES AT COFMUNITY-BASED CENTERS 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.

Mepicaip ICF/MR Services

WHEN MEDICAID OPTIONAL COVERAGE ﬁF ICFs/MR was ENACTED 1IN 1971, THE
PURPOSE WAS TO PROVIDE EXPLICIT MEDICAID COVERAGE FOR THE MENTALLY
RETARDED AND PERSONS WITH RELATED CONDITIONS LIVING IN INSTITUTIONS,
BECAUSE OF A CONGRESSSIONAL CONVICTIO: THAT WITH "ACTIVE TREATMENT
THESE INDIVIDHALS MIGHT ACHIEVE A MAXIMUB LEVEL OF P8TENTIAL
FUNCTIONING, ORIE-EIﬁET TATES AND THE DISTRICT ofF CoLuMBlA
CURRENTLY cover ICFs/MR UNDER THE MEDICAID PROGRAM.

ICF/MR SERVICES ARE COVERED WHEN AN ELIGIBLE RECIPIENT REQUIRES AND
RECEIVES ACTIVE TREATMENT IN A FACILITY WHICH MEET? ALL THE
STAND'RDS PRESCRIBED IN THE LAY 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 CAR: AND SERVICES TO HELP
THEM FUNCTION AT THEIR HIGHEST POSSIBLE LEVEL,

WHEN THE ICF/MR BENEFIT wAS FIRST INSTITUTZD, MOST PARTICIPATING

FACILITIES WERE LARGE PUBLIC INSTITUTIONS. HOWEVER, OVER THE LAST
DECADE ?E INEREASING NUMBER OF SHALL ?8MMUN[TY-BASED EéglLlTlES HAVE
TE?opﬁ F/ pgovb ERS, A% oF MAY, 1986 THERE WERE CERTIFIED
s/MR wiTH 149,000 BEDS, THEY MAY BE DESCRIBED AS FOLLOWS:

0 0 g;) OF TTESE F986LITIES HAVE 15 OR FEWER BEDS.

0 HAVE 16 TO BEDS., AND

0 ARE PREDOMINANTLY LARGE INSTITUTIONS WITH MORE
THAN BEDS.

TWENTY-FIVE PERCENT 85 6“6 ICFs/MR ARE PUBLIC FACILITIES, THESE

SERVE APPROXIMATELY 100,000 CLIENTS. AND ARE GENERALLY LARG?K

FACILITIES, EVENTY-FIVS PERCENT ARE PRIVATE FACILITIES. IHEY

gigYEIAPPROXIMATELY 86,000 CLIENTS, AND ARE GENERALLY SMALLER
LITIES,

As or 1982, 80 PERCENT OF THE CLIENTS LIVING IN PUBLIC FACILITIES
WEKZ FUNCTIONING NIEEIN THE SEVERE AND PROFOUND RANGE OF MENTAL
RETARDATION, WHILE bb PZRCENT OF THE CLIENTS IN SMALL FACILITIES
WERE FUNCTIONING IN THE MILD TO MODERATE RANGE OF RETARDATION,
LARGE PUBLIC FACILITIES FOR THE MENTALLY RETARDED ARE NOW SERVING
THE MOST SEVERELY DISABLED PERSONS IN OUR SOCIETY WHILE SMALLER.
PRIVATELY OPERATED, COMMUNITY-BASED FACILITIES TZND TO SERVE LESS
DISABLED PERSONS.
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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 MORE
APPRO;RIATELY AND COST-EFFECTIVELY IN SMALLER FACILITIES (GRoUP
HOMES) OR IN OTHER HOME AND COMMUNITY-BASED SETTINGS.,

EOTH ConGreSs AND HCFA HAVE BEEN WORKING TO TEST THIS HYPOTHESIS:
ONGRESS, THROUGH A SERIES SF WAIVERS TO ENCOURAGE HOM? P?ﬁ
COMMUNITY~BASED cARE: AND HCFA 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.

Mepicaip HoMe anp CoMMuniTY-BaseD WAIVER SERVICES

THIS DESIRE TO PROVIDE MORE INDIVIDUALLY RESPONSIVE, YET LO is cosT
ALTERNATIVES_TO INSTITUTIONAL CARE IR REFLE?&E? {N §Ec§}o§ g 6 oF
THE OMN1BUS BUDGET REcoONcILITIATION Act oF 1981 (P.L ~35), wWHICH
AUTHORIZES THE SECRETARY TO WAIVE CERTAIN MEPICAID REQUIREMENTS TO
ENABLE STATES TO PROVIDE A VARIETY OF HOME AND COMMUNITY-BASED
SERY&EE% T0 RECIPI?EES wgo GTHERW]SE WoULD NEED MEDICAID cOVERED SNF
R INCLYDING /MR) cARE, IN _RDER 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
RESPITE CARE SERVICES ne ELL_AS OTHER SERVICES ESTABLISHED BY THE
STATE AND APPROVED BY HCUFA. THE STATUTE SPECIFICALLY PRECLUDES
PAYMENT FOR ROOM AND BOARD FROM COVERAGE UNDER A WAIVER.

THIRTY-FIVE STATES HAVE WAIVE?S FOR PRO%RAgS FOR PERSONS WITH
DEVELOPM%QTAL DISABILITIES, [VHERE ARE 24 STATE-WIDE PROGRAMS AND
ANOTHER WAIVER PROGRAMS THAT COVER A PORTION OF THE
DEVELOPMENTALLY DISABLED POPULATION IN THOSE STATES.

IN SUMMARX: Mepicaip 1s Tgavxnc 149 08 PERSONS IN ICFs/MR, AT a
cosT ofF $4,7 BILLION IN 1985, anp 21, ? TERSONS IN HOME AND
COMMUNITY~BASED PROGRAMS AT A €OST OF $16]1 MiLLloN. IN ADDITION,
MEDICAID 1S SERVING MANY EETﬁﬁDED AND DEVELOPMENTALLY DISABLED
PERSONS WHO ARE NOT IN ICFS/MR OR RECEIVING SERVICES UNDER HOME AND
ggnmunxtv-sAseo WAIVERS, BUT WHO HAVE LIMITED INCOME AND MEET THE

I DEFINITION OF DISABLED,

HeaLtH aND SAFETY CONCERNS

As | MENTIONED EARLIER, THE ICF/MR BENEF1T WAS ESTABLISHED TO
PROMOTE THE GROWTH OF AND TO PROTECT PERSONS WITH DEVELOPMENTAL
DISABILITIES LIVING IN INSTITUTIONS, WE CONTINU? Eo ﬁﬁMAl?
CONCERNED ABOUT THE CARE PROVIDED TO CLIENTS IN ICFs/MR. IN orDER
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TO PARTICIPATE IN THE HEDICA{D PROGRAM AN ICF{MR MUST MEET FEDERAL
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 REALJZED THAT WE NEEDED TO MOVE
?FFIRMATIVELY IN THO AREAS. I|HE FIRST 1S ENFORCEMENT OF STANDARDS.
0 ASSURE THAT FACILITIES ( IVE UP TO OUR REQUIREMENTS, WE HAVE BEGUN
TO "LOOK BEHIND™ WHAT THE STATES HAVE DONE WHEN THEY SURVEY A
FACILITY. [HE SECOND AREA IS IN FACl%iIY STANDARDS, WE HAVE SEEN
THE NEED TO WRITE NEW STAN%Q%DS THAT RECOGNIZE THE IMPORTANCE OF
CLIENT CARE OUTCOMES. AND PROVIDE THE FLEXIBILITY NEEESSnﬁY T0
PERMIT SMALLER. COMMUNITY FACILITIES TO PAR(ICIPATE 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. AN? wE HAVE lNCREASEE THE NUMBER 8F DERAL LOOK
EHIND SURVEYS, IN 1985 we conoucTep 464 Feperar ICF/MR surveys.
N SEVENTY-TWO CASES FACILITIES WERE NOTIFIED THAT CHANGES WERE
MEEDED 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., [HE MOST FREQUENT SERIOUS DEFICIENCY INVOLVED THE #INDING
THAT CLIENTS WHO NEEDED A?SISTANCE WERE LIVING IN BUILDINGS THAT
WERE NOT FIRE RESISTANT. THIRTY-NINE OF THE 81 FACILITIES MADE
{HMEDIATE CORRECTIONS AND THUS conrlgTen ASs MEDICLID PROVIDERS,

HE MAJOR DEFICIENCIES IN THE OTHER FACILITIES INCLUDED FAILURE
TO ADEQUATELY PROVIDE ACTIYE TREATMENT SERVICES, INSUFFICIENT DIRECT
ARE AWD PROFESSIONAL STAFF, AND PHYSICAL ENVIRONMENT PROBLEMS,
WENTY=FIVE OF THESE FACILITIES CORRECTED THE DEFICIENCIES
IMMEDIATELY OR SUBMITTED ACCEPTABLE PLANS OF CORRECTION. THOSE
FACILITIES %dICH FAILED TO ADEQUATELY ADDRESS THEIR DEFICIENCIES
WERE TERMINATED.

THIS YEAR WE HAVE CONDUCTED 514 SURVEYS 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 FAGILITIES, [HERE 1S NO
DIMINUTION OF OUR CgM?hTMENT ‘v ENSURING_AGGRESSIVE, ACCOUNTABLE
MONITORING OF THE ICF/MR pPrOGRAM AT THE FEDERAL LEVEL.

IN ADDITION TO THESE FEDERAL EFFORTS, STATES HAVE INCREASED THEIR
ENFORCEMENT ACTIVITIES 15 1 8 « WBTATES_HAVE, ON THEIR OWN
IN.TIATIVE, DECERTIFIED 25 s/MR AND 31 HAVE VOLUNTARILY W1THDRAWN
FROM THE PROGEAM. A NUMBER OF OTHER ADVERSL ACTIONS ARE PENDING.

IN PURSUIT OF OUR SECOND OBJECTIVE. TO MODIFY ICF/MR sTANDARDS TO
KEEP PACE _WITH CHANGES IN TRLATMENT SETTINGS AND PRACTICES, HE ARE
REVISING FEDERAL REQUIREMENTS. [HE CURRENT STANDARDS WERE PUBLISHED
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15 3974, AND WERE BASED ON THE STATE OF THE ART AT THAT TIME. SINCE
789, LITIGATION, LEGISLATION, RESEARCH AND TECHNOLOGICAL ADVANCES
HAVE INFLUENCED THE WAY IN WHICH CLIENTS ARE IDENTIFIED, ASSESSED
AND PROVIDED SERVICES. .

IN THE PROPOSED STANDAR?& WE HAVE DRAWN FROM THE ACCREDITATION
TANDARDS PUﬁLlSHED lﬁ 83 BY THE ACCREBITATION CouNcIL_FOR
ERVICE? Eo gTALLY ETARDED AND OTHER DEVELOPMENTALLY DiSABLED
ERSONS(ACMRDD), AND FROM SUBSTANTIAL DISCUSSION WITH A BROAD RANGE

OF ORGANIZATIONS AND INDIVIDUALS KNOWLEDGEABLE IN THE FIELD. VHE

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 PLAHNED AND DELIVERED. THE

STANDARDS SHOULD PROVIDE GREATER FLEXIBILITY TO ALL OF THE VARIOUS

SIZES OF FACILITIES IN THE ADMINISTRATIOH OF THEIR PRQGRAMS. ALSO,

THE STANDARDS SHOULD MAKE IT EASIER FOR HCFA anp THE STATES TO

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, :

I WOULD ALSO NOTE THAT IN APRIL OF THIS YEAR WE PU?t#S?ﬁR FIRAL
REGULATIONS REVISING FIRE SAFETY REQUIREMENTS FOR S/ik. RS A
CONSEQUENCE » FACILITIES HAVE GREATER FLEXIBILITY IN MEETING THE
STANDARDS BASED ON THE CLIENT S ACTUAL ABILITY TO EXIT THE BUILDING
IN THE EVENT OF A FIRE OR OTHER EMERGENCY.

INCREASING INCENT]VES FOR COMMUNITY LIVING

IN ORDER TO ADDRESS THE BROADER GO’ .S 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 GPTIONS.
HE wonxnna GROUP Nitk 7ﬁﬁHlNE EDERAL POLICIES AND PROGRAMS,
INCLUDING Mepicalp ICFs/IR. “ND CONSIDER POSSIBLE CHANGES THAT MAY
INCREASE ACCES? TO COMMUNITY LIVING ARRANGEMENTS AND ENCOURAGE SELF-
SUFFICIENCY. THE COMMITTEE IS £ Pg?TED TO HAVE RECOMMENDATIONS TO
THE SECRETARY BY THE END OF May 1987.

WE ARE ALSO CONDUCTINC A THOROUGH EVALUATION OF THE HOME AND
COMMUNITY-BASED WAIVERS WHICH WILL ATT:MPT TO IDENTIFY THOSE
PROGRAM, SERVICE, AND CLIENT-~RELATED FACTORS WHICH ARE ASSO.iATED
WITH COST-EFFECTIVENESS. OOME OF THE EVALUATION ISSUES WHICH WILL
HELP GUIDE FUTURE POLICY DECISIONS INCLUDE:
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0 SHOULD HOME AND COMMUNITY-BASED SERVICES CONTINUE TO BE
SPECIFICALLY RELATED TO REDUC;D RATES OF GROWTH IN THE
NUMBER OF FACILITIES AND BEDSY

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

0 How ARE HOME AND COHMUNITY'BAS%D SERVICES BEST
INTEGRATED WITH OTHER PROGRAMS

¥E EXPECT TO HAVE PRELIMINARY RESULTS OF THE EVALUATIOMN EARLY NEXT
EAR,

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

ITH ME HERE TODAY_IS CAROLY" Gray, Actine Depyty ASSISIQBg

ECRETARY FOR THE OFFICE OF HUMAN DEVELOPMENT SERVICES e SHE
WILL DISCUSS THE DXVELOPMENTALLY DISSBLED POPULATIQN AND THE
ACTIVITIES OF THE ADMINISTRATION ON DEVELOPMENTAL hﬁABlLlTlES. 1
THINK YOU wth FIND THAT FANY OF THX ACTIVITIES oF HDS coMPLEMENT
THOSE CF THE HEALTH CARE FINANCING ADMINISTRATIOHN,

THAT CONCLUDES MY STATEMENT. I 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, BC

Ms. Gray. Thank you, Mr. Chairman, for the opportunity to tes-
tify today concerning the characteristics of nerscns with develop-
mental disabilities and the programs the Office of Humar Develop-
ment Services [HDS] administers in support of a continuum of serv-
ices for this vulnerable population.

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

We estimate that there are approximately 3.9 million persons
with developr ental 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 ysside in inte:.iediate
care facilities for the mentally retarded.

Within HDS, the mandate of the Administration for Develop-
mental Disabilities——ADD—is to assist Stat to assure that ner-
sons with developmental disabilities receive necessary services, and
that their legal and human rights are pretected.

This mandate is implemented through ADD’ administration of,
one, Basic State Grants which help States to pian, coordinate, end
administer services for persons with developmental disabilities;
two, protection and advocacy grants, which are awarded to State
agencies to pursue legal, administrative, and other approlpriat,e
remedies to insure the protection of rights of developmentally dis-
abled individuals; three, special projects, which are made to a vari-
ety of nublic and private organizations for projects of national sig-
nificance; and four, a national network of 36 university affiliated
facilities and 7 satellite cer.ters. These clements of the ADD pro-
gram complement State ger~ice delivery systems.

At the national level, ADD coordinates with the various agencies
that grovide funding for services needed by this population, includ-
ing the Health Care Financing Administraticn, the Social Security
Administration, the Depar'ment 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 participates in th: 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 iniermediate 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 incepticn, 87,000 developmentally dis-
abled workers have been employed in private gector 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 shcws that, with appro-
priate support services, most persons with developmental disabil-
ities can lead lives that are more productive, independent, and self-
suflicient.

We look forward to the day when all persons participate. in soci-
ety 20 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 teo testify
today before the Health Subcommittee of the Senate Finance
Committee.

4s 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 pisabled Population

Developmental disabilities are defined in the Developmental
Disabilities Act of 1984 as severe, chronic disabilities
attributed to mental or physical impairments manifested before
age twenty-two. These impairments cause substantial limitation

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 ani
expressive language, learning, mobility, self-direction,
capacity for independent living, and economic independence.
We estimate that there are approximately 3.9 million
persons wi*h developmental disabilities in the United States.
Of these, approximately two million are over the age of 18.

Persons served in institutions represent only a emall
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percentage of this population. About 146,000 reside in
intermediate care facilities for the mentally retarded, or
ICFs/MR.

Due to their functional limitations, persons with
developmental disabilities commonly need some level of service

6n a long-term basis. Such services may include:

o Supported 1living arrangements
[ Educational and vocational training
o Supervised social activities

[} Speech therapy

[ Physical therapy

[ Case management, and

o 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.

O
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Overali Purpose of the Developmental Disabilities Program

The Administration for Developmental Disabilities (ADD)
seeks to integrate theze 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 t able 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.

. 101
1C gy

Aruitoxt provided by Eic:




E

96

-4-

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 Facility Grants

Basic State Grants:

Basic State Grants help States to plan, coordinate, and

administer services for persons with developmental disabilities.

Funds are awarded to 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 service areas as a focus of

activity:

O
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o Case Management;

o Child Development Services;

o Alternative Community Living Arrangements; or
o Employment-related Activities.

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 provides services to persons
with developmental disablilities. These agencies must have 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 Development
Services' Coordinated Discretionary Program, grants are made to
a variety of public and private organizations for projects of

national significance.
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Univergity Affiliated Pacilities:

Grants support 7 national network of 36 University

Affiliated FPacilities 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
disabilities and their families receive direct services each
year from the Unversity Affiliated Facilities 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 fhnding 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. In addition,
ADD participates actively in the newly formed Secretary's Work
Group on Policies Affecting Mentally Retarded and Other
Developmentally Lisabled 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 Departme: tal Wwork 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 1living
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 1nception;
87,000 workers who have developmental disabilities have been
employed in private sector jobs. They will earn absut $400
million in gross annual taxable wages, while the combined
savings in public support costs and sarvices 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 Mational

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 1lives.
Conclusion

In conclusion, we are committed to promoting the full
participatior 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
disabilities, 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 disabiliti;s can lead lives that are more
productive, independent and self-sufficient. We look forward
to the day when all persons participcte in society to the
fullest extent of their ability, and to a time when
hire-ability is not limited by dis-ability.

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

happy to answer any questions.

O
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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—
&nd 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 ticd 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 instilutions over a certain bed size, whick might
appear relatively small, but thee(f)ercentage 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 statements?

Mr. HACKBARTH. Yes.

It is in fact true that the vast bulk of the recipients are still in
the largect institutions. But I think we have been making substan-
tial roirws 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 a plied
co smaller facilities, and through that process tried to make tie re-
quirements more flexible and make them accommodate the special
needs of small facilities better.

Of course, one of the primary purposes of the proposed rules that
we published this spring was to do the same thing. The regulations,
when first pubiished 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 occuzring
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-
uirements—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. Speakinil';f proposed rules, at the end of
July—I think it was July 25—of this year, HCFA published a rule
which would provide State Medicaid agencies with options when an
ICF/MR is found to have deficiencics 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
the approval date of the plan or to reduce permanently the number
o}f; bet?s and certified units within 36 months of the approval date of
the plan.

My 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. HACKBARme.gY&B.

1t is certainly not our goal to force the delivery system to fit a
certain mold. The way we view our role is to accommodate changes
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 dlans 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 community living facility.

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

So I understand from your remarks that, yes, you do support
community living in certain instances, and so forth, but are you in-
creesing 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 community living
facilities and the community living for the individual is the best
way to go. 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. HacksartH. Uh huh.

Senator CHAFEE. For the great fall.

Now what are you doing to increase these incentives?

Mr. HackearTH. Well, of course, the home and community based
care waiver program I think does in fact establish both appropriate
incentives and flexzibilities for the States to move in that direction
if they 80 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 frears. They
never know whether they are going to get it again. It is fringed
with restrictions, and so forth.

For example, yes, in your testimony you indicated that I think,
35 States have waivers now. But do you have figures on how many
patients—clieuts, 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. HacksARTH. Roughly, 146,000.

Senator CHAFEE, All right.

Now lets go back to, in other words, my view is that this waiver
business keeps everybo%y 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 comuaunity 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 Geen 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. Thef/ are not at our option.

Senator CHAFEE. Well 1 am asking you whether you think they
should remain in the law?

Mr. HAcBARTH. 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 totally—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 }een
made available to Colorado and Hawaii, who both applied, because
the final regulations have not been published. 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. HacrBARTH. 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-

lement this particular provision does require some jud ents 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 regulation, 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 identified prob-
lems. And so to do anything on a retroactive basis is very compli-
cated from an administrative standpoint. 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 close. 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 & new roof
when the old roof can get us through, get them through, a year or
80, 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. HacgBARTH. Uh huh.

Senator CHAFEE. Are you familiar with those?

Mr. HackBARTH. I am not familiar with the details nf either of

those cases. :
. Senator Cuaree. Well, it was effective upon enactment. And I
Jjust hope that you folks would get going cn 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
training-—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 curselves, 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
M(iagicaid Program is a very strictly means tested program, is it
not?

Mr. HackBARTH. Yes, it is.

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

Mr. HACKBARTH. Yes.

Senator Hemz. 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 rvom 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. HacgearTH. Uh huh.

Senator HeiNz. Do we not pay as the Federal Government prett,
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. HacCKBARTH. You are saying that roughly half of Medicaid
expenditures go for institutional care.

enator 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 HEINZ [continuing]. From maybe as low as 45 percent to
maybe as high as 55 or 58 percent, if I recollect it.

Mr. HackBArTH. Uh, huh.

Senator Heinz. But it is about half.

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

Mr. HACKBARTH. Well, I suppose——

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

Mr. HackBARTH. 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 wa‘;' as under the rest of the program.

Senator Heinz. The same way?

Mr. HACKBARTH. Yes, sir.

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

Mr. Hacksarty. Uh, Huh.

Senator HENz. 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. HackBARTH. 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-
E‘ives to minimize costs are just as great to the States as they are

or you.

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

Senator HeiNz. 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
majoritg; 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 &u&etion was, what percentage
of Medicaid dollars go to institutional care? That number, I think,
is around 50 percent. But, in fact, the Federal matching rate often
gubstantially exceeds 50 percent. So, yes, the Federal Government
does have~——

Senator HeiNz. What doeg 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, yes.

Senator Heinz. Well, if the chairman will allow me just to pro-
ceed 20 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 55 percent Federal, maybe it is—

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

Senator Herwz. Well how much higher?

Mr. HaceBarTH. Up to 78 percent Federal.

Senator HEINz. And what is the average? What is the national
average?

Mr. HacksartH. 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. HackarTH. 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. HaceBarTH. The average rate is above 50 percent.

Senator Hernz. 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.

Senator Heinz. Then you have great precision 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. I 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 supply that informa-
tionhfordthe record with great precision. I simply don’t have it in
my head.

Se??ator Heinz. How many people are here from the Depart-
men

Mr. DURENBERGER. Fifty-six percent. [Laughter.]

I think we could get it in writing. [Laughter.]
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. 1a’l[er. HAckBARTH. Senator, I would still be happy to send the
etter.

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

g‘&a showing of hands.]

nator z. Mr. Chairman, there are over a dozen people
frosrg t};% Dle)partment thelﬁﬂ:y b 4. [Laughter]
nator DURENBERGER. Fifty-six percent he gaid. [Laughter.

Senator Heinz. Of the audience.

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

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

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

Senator Hemnz. 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—extreme y 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
get any Medicaid assistance for a situation like that. To me, it just
doesn’t make an awful lot of sense.

Could you brieﬂg' 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 }&urpose. Could you discuss that briefly?

Mr. HACKBARTH. Yes, sir.

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

Senator CHAFEE. Well I i'ust want to put in a plea that it be
granted. The savings—the claim, I am sure, will be, oh, well, these
f;')leople 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 ug; you take care of these youngsters 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 young
man who wants to take your picture. Then you can go back and
testify. [Laughter.]

Senator DURENBERGER. Dr. David Braddock, from the University
of Illinois at Chicago; James W. Conroy, director of research and
program evaluation, Developmental Disabilities Center, Temple
University; 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 cbvious
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
chaxg:e 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 docs noth-
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ing to encourage them. I think it is dramatically devoid of purpose
whmmpared with programs such as the one Senator Chafee has
pro .

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 integratior. of persons with mental retardation. There
is no habilitative or cultural justification for a long-term commit-
men? {o 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 hes taught us anything it is that there is
go single one best model of care for all persons with mental retar-

ation.

Our program should demonstrate rauch 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 help support the costs of services.

I also believe our prograra 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 Ofice
issued a report that found—

Although the States are primarily responsible for the cara and treatment of the
mertally disabled, many problems are attributakle to Federal programs which pro-
vide incentives that inhibit the appropriate placement of the mentally disabled, and

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

It is going {0 be a terrible shame if that conclusion will remain
valid for yet another decade.

Thank you.

Senator DURENBERGER. Thank you very much, Dr. Lakin. This is
an iuteresting panel. We have got everybody spread out. We could
get you all with one shot. [Laughter]

That was not a threat. Go ahead, Dr. Braddock.

[The prepared written statement of Dr. Lakin follows:]
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tedlcald Services fo. Persoas with Devziopmental Disabllities

(Testimony before the Subcomm'ttee ou Iiralth,
Senate Committee on Flus=r2, September 19, 1986)

My name is Charlic Lakin. Iam Seaior Scientist of the Ceater for Rasidentia! and
Community Services, University of Minnesota. Because my invitation 1o testify obviously
derives from my role as primary author of *An Analysis of Medicajd's Intermediate Care
for the Mentally Retarded (ICF-MR) Program,” I will generally (estrict my observations
to ones that derive directly from that report. The analysis of the JCF-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 included both ICF-MR certified and noncertified facilities. The
report also contains the results of two special sur~cys 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 residen.ial facilitics). Because the
findings from this study are the most current and compreh.nsive 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 Flndings Related to Medicald Services

R H idential ices il

* Cn June 30. 1982 state residential care systems (public and private. ICF-MR and non-
certlfied facilitles) had a total of 243.669 persons wlth mental retardation in 15.633
resldentlal facillties.

=- The 15,633 facilities nationwide had 2 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 -=r facility in
Oklahoma.

* States vary wldely 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 number of people with mental retardation in state resldential care systems
has been stable since 1967, 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 Iatter then being used widely for

residential placements of people 1:ho were mentally retarded); in 1982, therc
were 246,000,

=~ In 1962 the national mental retardation placement ratc (both mental retardation
and mental health facilities) was 125 per 100,000 with states’ rates varying
from 40 (Nevada) te 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
4000 residents per year since Fiscal Year 1968,

== The average daily population of state institutions in Fiscal Year 1985 (about
i05,000) was only 54% of the Fiscal Ycar 1967 average.,

== Thz state institution placement rate (.c., rate per 100,000 of the general
population) fell from 99.0 to 47.8 naticnally between 1967 and 1985.

=- State institution placement rates vary among the states from 15 in Alaska to 105

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 facilitics.

-= 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 2 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 Csrolina and to 73% in Maine.

119

Y

ERIC

Aruitoxt provided by Eic:

. B R R R R R TR R
et B s S e




114

® In 1982 most persons with mental retardation in state residential care systems (84%)
resided in group residences (le., facliitles in which a pald staff provides care, supervision
and training to residents). This was slmost 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) pukiic
facilities (122,971 of 205,330 in 1982). There was a significant tot4l and
proportional reduction from 1977 when 154,856 of 214,300 (72%) of group
residence tenants were io 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 carc in state residential care systems in
1982 was specialized foster care (i.c., 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 Caiifornia and New York.

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

® The average size of residential factiities has decreased rapidly.

- The average number of residents per facility in state residential care systems in
1982 was 18.0, & 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 fxcilities
with 63,703 retarded residents.

Regarding ICE-MR faciliti ifically

® Between 1977 and 1982 the propertion of occupled residential system beds that were in
ICF-MR certifizd faclilties grew from 43% of the 247,800 total (certifled and
nonscertified) to 58% of 243,700. An additlonal 7% growth in residents of ICF-MR
Jacliitles by June 1985 Is estimated from a 1986 survey of 40 states.

- The ICF-MR program had & nct increase of 34,000 beds from 1977-1982, reaching
a total of 140,684 on Junc 30, 1982, (The Junc 30, 1945 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 (8 net increase of almost 20,000 beds out of a total
net increase of 33,800 beds).

O
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- In 40 states (with 85% of the 1982 ICF-MR populstion), between 1982 and 1985
there was a net growth of about 900 residents jn ICF-MR facilities of more
than 16 residents (about 8,000 more in !arge private ICF-MR facilities; about
7,000 fewer in large public facilitics).

=~ 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 witncssed 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 s total increase of only 65 small ICF-MR facilities between 1982 and
1984--an cstimated 350-400 residents.)

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

® The proportion of large public Instltutlon 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-cestificd public institutions of 76 or more
residents out of 152,500 residents altogether; by 1982 only 15,000 out of 120,000 total
residents in public institutioas were in non-certificd beds.

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

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

~- Between June 1977 and 1982 ncarly 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 1987 in 40 states the proportion of ICF-MR residents
provided for in private facilitics increased from 23% to 33%.

¢ States vary remarkably in the sise and dynamics of thelr 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 Minnesots, Rhode Island, Utah, Texas, and Louisiana were certified,
compared to 35% or less in Arizona, Florids, Missouri, North Dakots, Yirginia
and Wyoming. The nationsl average was 58%.

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

- A number of states significantly increascd ICF-MR beds between 1977 and 1982;
A Californiz and New Jerscy alone addzd over 9,000, However, most of the
ncwly sdded ICF-MR beda during the period came from the certification of
cxisting large state institutions. With few beds left uncertificd 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 facllitles ars growing rapldly in numier, but they tend 1o be
cor:centrated in a few stales.

== In mid-1977, thrce-quarters (74.5%) of small ICF-MR fscilitics were in Minncsota
and Tcxas, In mid-1982, ncarly half (46.4%) of small ICF-MR facilitics were
in Minncsota and New York; 65.1% were in Minncsota, New York, Michigan
and Texas, By mid-1984, half (48.2%) of small ICF-MR facilitics were still in
Minncsota and New York and 62.0% were in Minncsota, New York, Michigan
and Texas,

= Between Junc 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 residz>nts) ICF-MR facllitles are getting even smaller.
- In mid-1977 small ICF-MR facilitics had 2n average population of 9.2,
-= In mid-1982 small ICF-MR facilitics had an avcrage population of 8.1,

-= Small ICF-MR facilitics opencd between January 1981 and June 1982, had s
average population of 6.8,

= In 2 rccont survey & number of statc mental retardation agency personnel said
that the introduction of the Community and Family Living Amendments has
been = factor iz the development of smaller ICF-MR residences than might
otherwisc have ocvurred,

® Large and small ICF-MR facilitles have similar release rates. but there Is 1 much lower
rate of admission 10 large ICF-MR facilities.

« The depopulation of large ICF-MR facilitics (16 or more residents) is taking piace
primarily through rates of rclcasc that are similar to those of other types of
facilitics, but with s«crage rates of new admission that arc much fower than
those of smaller facilitics.

L
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-- There were 275 new admissions per 1,000 total residents in small ICF-Mi. facilitics
in FY 1982, but only 60 per 1,000 residents in ICF-MR facilitics or’ 76 or
more residents.

¢ Population ¢ ,es among residefitial Jacilities are much mere highly related to facility
size than to certification status.

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

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

-- Comparison of certified and noncertified facilitics within the same size categories
in FY 1982 showed small (15 or fewer residents) ICF-MR facilities to be
growing faster than small noncertified facilitics (increases in number of
residents of 12.1% and 5.7%, respectively) and the very largest ICF-MR
facilities (30i or more residents) to be depopulating faster than the very
largest noncertificd 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 _estimated 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
ur older.

-- An estimated 82% had been 2 resident of the same nursing homs for at least one
year previous.

2ot eye e

¢ 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 neasly 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.

-- Decreaging numbers of young people in residential facilitics 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.

ERIC

Aruitoxt provided by Eic:




118

* The relative proporiions 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 severely 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 5500 to 13700 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 63,000 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
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 differcnce between the proportions of public
facility residents (19%) and private facility residents (17%) with chrenic
health problems.

«- There is no evidence that the medical care needs of public institution residents
arc substantially different or more cxtensive than those of persons living in
private residential facilities.

ci istics of Resid - ICE-MR Fasiliti
* The number of children in ICF-MR facilities has decreased significantly.

--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 residente were age 0-21, compared to only 23.6% in
1982,

-- The largest ICF-MRs have the lowest proportivn of children and youtk- 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 proportion of ICF-MR residents who were profoundly
retarded increased from 44% to 50%, compared to an increase of from 34% to
37% for the scrvice 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 growtk 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.)

c ¢ Residential Services = AlL faciliti

* 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 Expenditure Analysis Project, 1985).

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

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

-- An estimated $5.4 billion (35%) went 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 facilitics not
specifically licensed to serve mentally retarded people).
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* Public expenditures for stale residential care systems Jor mentally retarded persons
increased from approximately $3.1 billion in 1977 to approximately $5.4 billion 1n 1982.

* The entire increase in expenditures between 1977 and 1982 can be aliributed 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% Jor 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 nor-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 rale was $61.89 in 1982, but there was wide variation
across stales, from Alaska ($117.62) to Montana ($37.73).
arvi - N

* ICF-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 went 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,

O
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* Early increases in ICF-MR expenditures (pre-1977) were due more to increases in total
recipients of care than to increases in per recipient costs. Increases in ICF-MR
expenditures since 1977 L.v2 been due primarily to increases in per recipient costs.
About 70% of the increase in program cests from 1977 to 1982 can be attributed to
increesing 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

bene ficiaries and real dollar costs of the contemporary program could have bzen
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 bencefit 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 facilitics are significantly more expensive than any other form of
ownership.

-- For both private "CF-MRs and non-ICF-MRS, individual proprictorships 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 severcly 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 facilitics and considerably stronger among non-certified
facilities.
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-~ The per diem cost of care varics more by the state the facility is located in than
by the facility type, program, case-mix, input price, or reimbursement
methods used.

=~ The usc of inflation indices and the usc of peer groupings (e.g., client
characteristics, level of staffing) were the only reimbursement varjables that
could be unambiguousty associated with lower costs.

* Although average reimbursements 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
(538.00 vs. $86.00 in 1982), cautions must be exercised in inferring proportional cost
implications 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
reifbursed cosis would tend ¢o be higher than commuaity-based faciiities
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 casc management) regardless of whether included in the
residential facility costs or those of other agencies.

-- Costs of community based programs were found on the average to be 75% to 92%
of the costs of state institution costs, with the median difference being 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 cat: be ¢ uticipated.

Rezarding State R he Medicaid Waj

* 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 soms form of habilitation servize (although this
was sometimes requested under the gencral service category of adult day
heaith). 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.

o”
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-- Twenty-three states (about 30%) 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 cligible recipients
(i, natural and/or foster care providers).

* The nypothesis that the waiver authority would lead to significant reduction in the
growth of small ICF-MR facilities has rot been fully supported by resident totals.

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

=~ Continued development of smalt ICF-MR facilitics in states eligible to develop
noncertified alternatives through the waiver option is attributed by state
respondents to a number of factors, including general satisfaction with the
suitability of the ICF-MR level of care for the persons being placed in it,
the need for increased planning time 10 shift away from a small ICF-MR
based residential pzogram strategy, and the cost and beneficiary limits placed
on the waiver programs, which limit the amount of federal financing of a
state’s residentia( care program.

* States vary considerably in their ability to use and benefit from the waiver authority
because the program beneficiarics 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 scrvices 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 facilitics
ranged from (excluding 0% in Arizons 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 cxample, 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 Junc 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 a 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 lorgitudinal studies comparing the differertial effects of state institutions
and smaller, comn:unity-based facilities in producing measured changes in adaptive
behavior (i.e., skills o) use in socially normative patterns and contexts of daily living)

are remarkably few, but 1%ey uniformly and strongly favor smaller, more community-based
Jacilities.

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

-- Findings of superior outcomes in community-based facilitics are consistent with
contemporary (and commonsensical) theory and practice in habilitation of
persons, which suggest that daily living skills are much more likely to be
acquired, maintained, and generalized to multiple settings if taught in the
natural scttings 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
arguc that this goal should not be purposcfully pursued as a socictal goal. There seems
little reason to belicve that the trends we have scen in the past 18 years can be leading
anywhere but to the cventual climination 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 unde stand tsday how very limited these have been in
cnhancing the dignity, Jiberty, 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 onc can look at this program and find cither good or bad, probably
depending on a predisposition. Depsnding on this predisposition one can probably look at
proposed modifications of the existing r:gulations as a positive or neutral act (it would
be hard to see them as negative). As I '.ave looked at the program in recent years 1
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 the growing state practice of placing persons who were
mentally retarded in private nursing homes or of certifying state institutions as Skilled
Nursing Facilitics 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 arc not really very small and are
certainly not very homelike. The term "community facility” is often even more distorted
in being applicd to any facility that is not a state operated institution,
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cffort 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 attemp! s cover the
dramatically changing realities in services to people with developinental disabilities.
When smaller, integrated facilitics became recognized as best practice, some states began
to create little institutions and reimburse them through Medicaid. (Other states, of
coursc, found Federal funds for community placements in residents’ SS.I. or S.SD.L
benefits, food stamps, and other entitlements.) Then 5 years ago, when Medicaid costs
were deemed too high states with Medicaid accounts were given great fraedom to0 iry and
lower them throvgh 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 progzam 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 “strategics® to get them
has become a major and distorting influence in decisions abaut 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 indjviduals 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 jn whose name these reimbursements are provided. The
issue this raises about the appropriateness of services is obvious, but there is also an
issuc of basic fairness. For example, citizens of a state that provides less intensive,
more appropriate noncertificd residential programs to its mildly and moderately retarded
nopulation may subsidize through their federal taxes an ICF-MR level of care for similar
populations in a ncighboring state. Gbviously, too, those states that have heavily
participated in the ICF-MR program can much more greatly benefit from the Medicaia
waiver. In summary, one cannot arguc 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 1ICF-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 ycars 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 agencics whose programs do, could, or should affect community
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placcment.” 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 SS.L/SS.D.L other benefits and state funds, the general
welfare and habilitation of persons with developmental disabilities should be of equal
interest to the Federal governmant. Such a policy should .cover not just persons in
mental retardation facilitics, but also those jn nursing homes, board and care facilities,
county foster carc, mental health facilitics, and in their own homes. Articulation of such
a Federal interest oaght 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 arc monitored are integrated. Obviously the degree of such
integration is uffected 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
arc empowered through program options, adequate funding, small case loads, and the best
possible training to develop personalized services for persons with developmental
disabilitics.

Even within the current fiscal context a Federal mechanism can be developed to
promote such transition. To do 30, it must first catablish & set of minimal standards to
be met by states participating in the Federal progiam. The Chafee Amendment
represents an cxample of what such-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 arc mentally retarded. Second, the Federal government must promote greater
cquity among statcs in Federal contributions to the services provided to persons with
devclopmental disabilities, without dictating undesirable program decisions for immediate
financial benefit. Senator Bradley's Home and Community-Based Services Improvement
Act, a3 well as Senator Chafee’s bill, could help substantially in this regard, but again
one would hope within tiic context of clearly articulated national standards.

Third, an cffective Federal program should provide levels of support that have
considerable relationship to the nature and extent of disability of the persons for vhom
the program is being provided. Within the current ICF-MR program this relationsh!p is
almost nonexistent. Perhaps this should not be too surprising since cssentially the same
standards apply to all ICF-MR facilitics, but its explanation is not a justification. People
with less disability should generally receive less intensive aad 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 streightforward. The assessment technology to do this is veadily 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 participatio.: in his/her care could bring improvement in the
present system in a number of ways. It would give the Federal government some control
over its expenditurces other than caps, which would be extreracly unfair to some states.

It would provide « stable source for funding the most appropriate placement for an
individual rcgardlcss of its certification status, removing disincentives/creating incentives
for placements in less intensive/less costly settings. It would reward efficiencics at the
state level dollar for dollar, not 20-50 cents per dollar as under the present cost share
arrangcmcnt. It could provide a pnymcnt for persons in day programs who were not also
living in ICF-MR facilitics and remove incentives for maintaining people in ICF-MR
facilitics 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 rcadxly integrated with the other major sources of funds used
for r.esidential and related services for persons with developmental disabilities (especially
Supplemental Security Income, Socizl Sccurity Disability Insurance, and Medicare) to
create & unified funding stream.

If we can move in the future to & system that reflects a justifiable national purpose
with respect to residential, day, and other support programs, that provides cqual 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 strategics, we can greatly lmprovc tke effectiveness and efficiency of our
services system. I have no illusions that such changes will take place soon. On the
other hand, the atternative of continuing with & program that is essentially 15 years old
and aging rapidly, as morc and more severely disabled people show us what they can do
when given an iategrated, meaningful rolc in their communitics, is not very attractive
cither. Eventually change will be compellcd.

As 2 member of a respite carc family for people with severely disabled children, 1
would urge you also to ensure that we are, as a nation, making an adequate effort to
support natural familics in providing, planning, and advocating for their own. And
finally, I would urge the Subcemmitiee to use its tremendous influence to do as much as
feasible can be donc in the area of prevention (¢.g., nutrition, pre- and pcn-natal care
and counseling, general health cducation, 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. Brabpock. This is actually indicative of the kind of interde-
partmental cooperation 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 respact to some of the statistics that
have been thrown around. And theown around, I think, is the accu-
rate way to describe it.

I was particularly distraught at the de%gee 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
Universig of Illinois we have been able to identify 100,412 individ-
uals in State institutions in the United Sfates as of fiscal year
1986—that is the fiscal year that just ended, in the States—on
dJune 80. It contirues 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 8
years since I last testified before this committee on this subject, the
groportion of total ICF/MR resources allocated to State institutions

as not changed. Seventmve percent of the total reimbursements
associated with the ICF/MR Program in fiscal year 1984 were as3o-
ciated with State institutions, and our figure as of fiscal year 1986
is the same figure.

Moreever, we did a more detailed analysis this time and were
able to identify the resources Yeiuyg ullocated in settings larger
than 15 beds outside institations. So 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 ofgr tolal ICF/MR funding in the institutions,
you 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 congregant care
facility is still the programmatic setting of choice with respect to
the care of DD people in the United Stetes. And although we find a
number of States that heve made quite bold atrides, 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 15 years gince 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 1.ursing 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:]

ot
(Vo)
a

,...
”»

hd -
Yaezr




130

of

David Braddeck, Ph.D.
Associate Professor of Comrunity Health Sciences
School of Publio Health
University of Illinois at Chicago
Chicsgo, IL 60608

Before the

Senate Finance Comnittee
United States Senate
Washington, D.C.

Septezxber 19, 1986

O

ERIC 136

Aruitoxt provided by Eic:



.

" ERIC

131

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 pmental retardation and related developmental disabilities
(MR/DD) . My testimony today is dividad 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 under the auspicea of a database-building grant to the University of
Illinois from the Administration on Dovelopmental Disabilities in the
United States Department 3f Health and Human Services. The continuing
analysis of the nstionwide data ia supported by a research grant from the
National Institute of Handizapped 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 digabilities 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 £its into this context. I stress that the
opinions I offar today are strictly my own.

PART L

Q\_IQE‘QU Qf ;hg 12§§ !!n]Vg:si;x Qf Ill‘ngjﬁ
Study of Publ{c Spending for MR/DD Sexrvices in the United States

One important choice faced by state governments tolay relates to the
extent to and manner in which they fund state-operated institutions versus
alternative communicy-based services. The rapid growth of community
residence. nationally since 1977 (Hauber, Bruininks, Hill, Lakin,
Schecrenberger, & 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).

HETHOD

In 1981, a study was launched at thc 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 f£from that effort (Braddock, 1986a, 1986b,
1986c; Braddock & Fujiura, in press; Braddock & Hemp, »986, 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
anaiysis of gtate budget docurents exanating froa the 50 gtates and the
District of Columbia during FY 1985 and FY 1986.

Several opsrational dafinitions were also adopted to guide data
collection and .analysis. Institutional services expenditures were dafined
as all operating funds appropriated from fedsral and state sources for
state-oparated institutions, davslopaental centers, training centers, state
schools, and state psychistric hospital units for f{ndividuals with mantal
retardstion and davelopmental digabilities. Costs of employees® fringe
benefits were included in operating costs. Funds supporting group homes on
institutionsl grounds were considered institutional expenditures,

services expenditures comprised fedsral and state spending,
exclusive of educational costs, for the purchase of discrete gervices fron
comaunity-based agencies that provided habilitation, day training,
residentfal care,’ respite, cage management, and vocatfonal or related
prograns, and SSI State Supplement payments. Othet comzunity-based mental
retardation services expenditures supported regional offices in which state
government staff were assigned to oversee or develop comzunity-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 considared
comzunity service expenditures. Support for mentally retardad persons
residing in generic nursing homes, however, was not included {n the
analysis of expenditures, and, unless specifically noted, feders: fncone
maintenance payments were excluded.

The following fiscal classification, categorics were ut:iliéod in the
analysis of institutional and cozaunity expenditures: :

INSTITUTIONAL SERVICES FUNDS

STATE FUNDS
General Funds
Other State Funds
FEDERAL FUNDS
Fedaral ICF/MR
Title XX/SSBG Funds
Other Fedoral Funds

COMMUNITY SERVICES FUNDS

STATE FUNDS
General Funds
SS1 State Suppiement
Other State Funds
FEDERAL FUNDS
ICF/MR Funds
Small Public
Small’ Private
Large Private
Other Title XIX Funds
Title XIX Day Prograns
Waiver
Title XX/SSBG Funds
Other Federal Funds
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For certain analyses, and as specified below, spending for large 16 + bed
privately operated ICFs/MR were included within the institutional services
claggification category. This produced a new analytical category "Large
Congregate Care Facilities."

Analysis

Data were analyzed to identify the pr or ab of trends over
F¥s 1977-86 with respect to spending for institutional and comnunity
services in the states, by facility size and sponsorship, by level of
governzent and by revenue source. Trenda were also analyzed with respect
to the institutional census, and institutional per dienm expenditures were
conputed for each of the 50 states and the District of Golumbia. 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 is a generally accepted estimate of the number of individuals
with severe developmental digsabilities in the general population (Bruininks
& Lakin, 1985), and the latter percentage represents the number of SSI
recipients in the U.S. identified %n :n analysis of a 108 nationwide
recipient sample (SSA, 1986). U.S. gieral 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 apending 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 1in a comprehensive publication
(Braddock, Homp, & Fujiura, 1986). A sucmary of the results of the
analysis of nationwide data is presented in this stateczent.

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 71 institutional settings climbed from a national average
of $44.54 in FY 1977 to $126.79 in FY 1986 (Figure 2). 1In real economic
terms, per diems increased 51.7% (or an annual average of 4.77%) across the
docade and grew 6.73% (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 in excess of $175/day included
Alaskz, Arizona, Connecticut, the District of Columbia, Massachusetts,
Hichigan and New Hampshire; states with per diems below $100/day included
Delaware, Indiana, louisiana, Nissouri, Oregon, South Carolina, South
Dakota, Tennessece, Texas, Utzh, West Virginia and Wyoming. The remaining
states had per diems between $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 F¥s 1982-86 (average
1.22% per year). Thus, the basic plateauing trend established across F¥s
1977-84 noted by Braddock, Hemp, & Howes (1986) has continued through FY
1986. State-source funding for institutions algo continued its steady
decline on a natfonwide basis through FY 1986, while federal funding,
primarily ICF/MR revenues, leveled off during F¥s 1984-86. 1In FY 1977,
federal ICF/MR reimbursements constituted 24% of total institutional
spending and by FY 1986 the percentage had grown to 46%. Figure 3
illustrates institutional revenue gources in FY 1986.

Figure 3
Institutional Revenue Detail
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Corgunity 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 maintenance payments,
but include state supplementation of SSI, represented an averags annual
growth rate of 19.3%. About two-thirds of the expenditures in FY 1986
derived from state general funds, .another 5.9% from state supplementation
of SSI, and the remaining 27% frum federal ICF/MR reimbursements and the
Social Services Block Grant (Figure 4). Real spending for MR/DD services
under the SSBG dscreased during FYs 1980-85 by 43.5% (average yearly,
8.5%). In contrast, federal ICF/MR reicbursements for community services
climbed from $41.273 million in FY 1977 to $728.567 million in FY 1986.

Institucional Bias of ICF/MR Funding

Most ICF/MR reimbursements (87%) were underwriting services in large
congregate care facilities with more than 15 beds. In fact, 75% of total
ICF/MR funding in FY 1986 was deployed to state-operated institutions. In
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 Comzunity-based Services Waiver grew from $1.244 million in FY 1982 to
$144.623 nillion in FY 1986, but FY 1986 Waiver funds represented a
proportionately small sum when compared to an IGF/MR commitment level of
nearly $3 billion. Revenue sources for community services in FY 1986 is
presented in Figure 4.

Figure 4
Conmunity Revenue Detail

) Fod KT/ (Pivele 184 Bode)

FY 1986 Tolo Funds® $4 42 B%ion

“142




IE

O

RIC

Aruitoxt provided by Eic:

137

Page 7
Community Per Diem Expenditure
Figure 4 above included state supplementation of SSI as comnunity
services revenue, but it excluded the substantial § maint

programs funded by the Federal Government, Collectively, federal SSI
payments and Adult Disabled Child Program (ADC) benefits under Social
Security (often tormed SSDI or "Chi.dhood 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.

Comnunity per diem spending was computed using two assumptions about
the prevalence of MR/DD in the general population (1.68 and .2878%).
Results are presented in Table 1. Tha .287% prevalence rate refers to the
actual number of MR/DD persons receiving SSI payments in 1985 (686,000),
Comrunity 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
Assumption _ Population Spending Per Capita
1.6% 239 million $7.437 billion $5.33
.287% 239 million $7.437 billion $29.70
Comparative Analysis of Institutional '

and Community Soendigg

Braddock, Hemp, and Howes (1986) previously documented a plateau in
adjusted institutional spending mnationwide across the F¥s 1977-84 period.
Thic trend was unusual historically--a gimilar 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 FYs 1982-86. In contrast, nationwide
spending for community sexrvices increased by 428 during FYs 1982-86, and it
has increased continuously at a real average annual rate of 11.2% over the
past 10 ysars,

X W trated e

£ W xe than 15 beds. As illustrated 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 sexrvices over the past decade. Since FY 1983, a

gradual decline in public suoport for large congregate care facilities hag
been evident. however
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Figure 5
MR/DD Spending for Large Gongregate Care,
and for "Net" Community Services

v —————

nslitullonol & Lergs Privete ICF/MR (16+ Dede)

1977 1978 1070 1080 1081 1082 1983 1084 1953 1988
Flscol Yeor

Elscal Effort

As a percentage of aggragate U.S. personal income, total nationwide
HR/DD spending was essentially flat during FYs 1983-86, and grew only
marginally (128 or an average 1.9% annually) during FYs 1977-83, The
overall trend con- cealed an 1ll% 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 facilitiscs). 1In contrast, a
dramatic and continuous climb in nationwide community services fiscal
effort, 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 sffort during
the FY 1984-86 poriod: Arkansas, Georgia, Nebraska, Ohio, and Tennessee.

~
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Figure 6
MR/DD Spending as & Percentage of
Personal Income by Facility Size
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Continuing consideration of 1large private ICF/MR fecility funding
consolidated with institutional expenditures for FY 1986 (i.e. lavge,
congregate care spending), only 13 states oxpended equivalent or greater
suns  for the remaining "net" community services they funded. The 13 states
which haved reached or exceaded "parity" betueen large congregate care
facility spending and spending for net comnunity 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 oxhibited in f£inancing 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, Now England had the most progressive profile in financing
compunity serxvices. Thres Now 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 systen. te
one dominated by small-scale community-based services.

Fiscal effort rankings in FY 1986 for each of the 50 states and the
District of Golumbia are presented below in Table 2 for large congregate
care sorvices, net comamunity services, and both settings combined. The
states' FY 1984 ranking is presénted parenthetically. These rankings are
based on MR/DD spending levels in the states divided by aggregate statewide
porsonal income.
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TABLE 2

KR/DD Spending i{n FY 1986 L 1984 as a Share of Persccal
Incomo, Ranked 8y State

Rank Coamnity
= Large Private ICT/MR/
Parscaal Income

Rank Institutional
+ Large Private ICT/IR/
Parsonal Incoome

Rank Total
MR/DD Spendiny/
Parsonal Incoie

RHODE ISLAND
BORTH DAKOTA
DIST OF CoLU

MICRICAN

T

HISSISSIPPI
KORTH CARCLIXA
XENTUCTY
KAXSAS
LOXANSAS
HAMAIL

WESY VIRGINIA
TEXNESSIT .
KEVADA
ALABAMA
VIRGINIA
TIXAS
OKLABCHA
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(13)
(1)
(12)
(19)
(39)
(34)
(2)
[
(9)
(&)
(33)
(3)
(3)
(14)
(30)
(29)
1)
(A1)
(18)
(16)
(38)
(36)
(23)
(1)
(4))
(3}
(48)
(A7)
(27)
(46)
(23)
(30)
(49)
(20)
(10)
(26)
(21)
(22)
L3
[¢2 D)
(A4)
(243
17)
(A2)
(43)
(37)
(31)
(20)
(33)
(32)
(10)

3
1
[
8
16

(3)
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DRISCUSSION AND CONCLUSION
The single most importgut budgetary trend evident during FYs 1977-86

In contrast, even though institutional per diems continued to rige, the
institutional sector was contracting proportionately with respect to total
MR/DD spending, and absolutaly when axpressad in raal economic terus.
Excluding federal income maintenance payments, the nation expended 2 1/2
times as much for institutivnal cara in FY 1977 as it did for couzunity
soxrvices in facilities of all sizes; bLut in FY 1986, the nation was
sponding epproximately equal sums in both sectors, $4.647 billion vs.
$4.422, respectively.

Ihe ICF/NR Progran

Services for individuals with mental retardation and developmental
disabilities were predominately provided in large congregate care settings.
\.{

. Seventy-five
percent of FY 1986 ICF/MR raimbursements supported care in state-operated
institutions; and only 9 stataa ware budgeting 258 or more of thalr total
available federal ICF/MR rasources in FY 1986 for zmall 15-bed or less
facilities. The states wera Alaska (37%), Connecticut (31%), the District
of Columbia (48%), Florida (27%), Indiana (44%), Michigan (44%), Minnesota
(29%), HNorth Dakota (258), and Rhode Island (45%), No state budgeted aa
wuch as 508 of its total ICF/MR rasources for 15-bed or less facilities.

boing used {n the statdg.

In 1962, Lakin & Hill (1984) identified 9,714 residents of small 15-bed
or lexs ICF/MR funded grcup lomes in the U.S. This was about 7% of all
ICF/MR residents served that year. According to our firancial dats, 7.1%
of total ICF/MR expenditures in 1982 were associated with those 9,714
placenents. The data gathered in the present study indicated that 13.08 of
the money budgeted in the ICF/MR program in FY 1986, or $372 million, was
being used ta support care in 15 bed-or-less facilities. Imputing from
these financial and client data (7.1:9,714 =~ 13.0:x), we concluded that
approx{mately 17,786 porsons resided in small ICFs/MR on June 30, 1986,
This is surely indicative of the continuing expansion of zmaller 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.” million was budgeted
for reimburscments in state-cperated institutions. In FY 1986, $2.9
billion was projected by the states for total fedsral reimbursement ($2.148
billion of which was for reisbursement of atate institutions) and the
states themselves provided &nother $2.3 billion in matcuing funds. Thus,
this single federal program was directly responsible for §$5.2 billion in
state-foderal MR/DD expenditures, and this sum represented one-third of
total annual public (foderal, state, local) spending for MR/DD activitiesz
in the United States (Braddock & Hemp, 1986).
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w gnized sive
' w ed

. In a hiersrchical zultiple
regression anslysis, Breddock snd Fujiura (in press) recently found a
strong inverss relationship (Beta coefficient = -.653) between the extent
of federsl ICF/MR sgupport gnd astste funding for institutions. In_othex

Koreent  to  support

« Given the potentially

much  larger constituencies for HR/DD  gervices oxisting outside

state-operated institutions (Tabis 1), and the continuing and inexorable

decline of the institutional censaa, the contemporary budgeting of ICF/MR

roizbursezents predominantly inside institutions would seem to be an
anachronism,

PART 11: MEDICAID ISSUES
IN DEVELOPMENTAL DISABILITIES

I would now 1like to focus specifically on the Medicaid Program. The
foregoing ovorview hee characterized the central importance of the Madiceid
Program in the gtates, particularly the ICF/MR Prograa, but it has not
oxamined in sufficient detail the role of the Medicaid Progranm in the totsl
aix of Federal sssistance for MR/DD persons.

Figure 7 bolow illustrates Fedoral Government funding for MR/DD
prograns in FY 1985. ICF/MR reimbursements constituted fully one-third of
total federal spending copmitzents--making this progran casily the single
largest so:rce of federal MR/DD assistance, Foedorsl ICF/MR funding

accounts fo: roughly three-fourths of all foderal MR/DD funding for
services.

Figure 7

Foderal MR/DD Spending by Program
in FY 1985 (dollars in billions)
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Vhen I appeared before this Comaittee on Fsbruary 27, 1783, to offer
tostinony on the Comzunity and Fanily Living Anendments, I pointed out that
75% of all Faderal ICF/MR reicburssments thst year was associst.d with the
support of placeaents {n state-oporsted {nstitutions. I am saddened to
report to you today that sonme three yoars later in FY 1986, 75% of total
Federal ICF/MR reinbursements s still being doployed to state
institutions,
o ol . An additional 12% of total
ICF/MR  support 4n FY 1986 was also assoclated with placements in
privately-oprrated large congregate care facilities with 16+ beds. Thus,
87% of ICF/MR funding is concerned with placenents in 1lsrge 16+ bed
congregate care facilities, Only 133 of Foderal ICF/MR spending-- or $373
million in FY 1986--vas associated with placements in amaller facilities of
15-beds or 1less. Evsn though the number of placemzents in these smaller-
scale facilities 1is growing steadily, only about 17,786 of the
approximately 141,000 recipients served in the ICF/MR Program resided in
these 15-bod or less facil’tiss in FY 1986.

I nust stross thst the Federal ICF/MR Program accounts for 3/4 of all
Foderal funding for MR/DD sarvices, and barring any purposive redirection
of institutional IC:/MR roimbursements to smaller scele conmunity
altornatives, it will be a very long time before a ssjority of tne nation's
ICF/MR residents have tha opportunity to live in faz{ly-scale community
based 1living facilitica. w r

shnent -

undexwrite {nstitutional cara.

Institutional care until 1971 was a stato rospensibility, Does ths
Foderal Government, which 1is now underwriting ona-half of the total costs
of MR/DD institutional care in the atates, intend to parmanently accept
such responsibility for the nations 240+ state institutions? Or should not
a state that wishes to finance placements i{n institutional anvironaents de .
roquired to pay for these services fully out of the state’s tax base? Why
should the citizens of Maina, Minnesota, Hichigan and Montana, states which
stress appropriate faaily-scalo comzunity living environments, be expented
to undervrite institutional caxe in Toxss snd Alabama? Thay should not ba
axpected to do so, Over s regpongible perfod of ¢iny, the Federal

conzunity care objectives.

Home and Cogprunity-fagaed Yaiver

The Section 2176 Medicaid Waiver Program, originally authorized by the
Oznibus E.dget Reconciliation Act of 1981, is neking an extremely important
contribution to the devalopzent of comaunity services in the Un{tad States.
As shown below in Figura 8, 31 states 4in FY 1986 anticipated faderal
reinmbursezents of soma $l44 million, and saversl thousand clients have
bonefitted from this spscial program offared by the statos. This Cognittes

oxpanding the Waiver Program through the Consolidated Ognibus Reconc‘{a-
tion Act of 1985 (COMRA), Byt we must not lose sight of the fact that

El{fC‘ 1439
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inscicucions and large orivate facilfties, VWatver funding {s miniscule: and

tates ain

inds. This Cocnittee night considsr sn amendzent to Title XIX

vhereby ICF/MR funds supporting HR/DD services in state institutions and
large privsta fscilities might be rebudgeted under Section 2176 to enhance
home and comzunity bssed wsiver s irvices. The states could cosily snd
responsibly spend much grester sums of money than are now baing budgeted

under the Waiver Program, ;] d for
ite ting F/HR
Loward Wafver Program ohject{ves.
Figure 8

Waiver Reimbursements in 31 States During FY 1986
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Public Lav 89-97 authorized the Medicald medical assistance progran in
1965. This legislation broke rsdicslly with the early tradition of the
Social Security Act, which had forbade Federsl support for such sssistsnce.
Under this program, ststes pust provide services to "categoricslly needy"
public assistance rocipients, snd may provide services to "medically needy”
persons. Sexvices provided include {in-patient and out-patient hospital
soxrvices, other laboratory and X-ray sorvices, skilled nursing home
services, hone health services, fanily plsnning services, and physician
sorvices. The Federal Covurnment reirburses states for bectween 508 and 774
of the total approved cost of providing services to oligible individusls,

Most individuals with developmental digsbilities reside in cozzrunity
settings (including the family hoze), and many of these persons are
eligible for and receive medical sssistance under the Medicsid Progran.

s
et
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Eligibility criteria vary from stata-to-stata, but in general, an
individuals is automatically categorically eligibla {f he or she meets
stipulated poverty guidelines, or is currently receiving public assistance
such as SSI. Many states also define a "medically necdy® category, which
broadens eligibility to includs certain “non-poor” (those not receiving
public assistance) who hava gignificant medical bills. On the other hand,
15 states have more rastrictiva aligibility criteria for Medicaid than they
do for SSI.

Precise nationwide data ara unavailable on the extent to which HR/DD
persons participate ir, the Medicaid Medical Assistance Program. However,
that participation is axtensive, given available SSI data docuzenting 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
mora precise figurs of 27.42%), an estimated $.929 billion in Medicaid
reinbursements for "MR/DD individuals was budgeted in FY 1985 (Braddock,
1986a). This is an extremely important program for MR/DD persons and their
families. I encourage the Committee to support policies that will enable
MR/DD individuals in supported and comzpetitive employment to continue
receiving mnedical assistance for an axtendsd perfod of time, and in some
cases, permanently. .

Inapprooriate MR/DD Placements in Nursing Homes

One of the major problems with the Titla 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 deta in 1977
indicated that thera were 79,800 MR/DD residents of nursing homes.) A
nuzber c£ gtates responded to the calls for deinstitutionalization in the
19608 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 ffgure and Indiana has identified over
2,000 such clients. In Wisconsin, $225 million was expended in FY 1986 for
HR/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
hores. Only $60 million was associated with placement in family-scale
community-based sgervices. Like the ICF/MR Program, Title XIX ICF services
drives state MR/DD sgervice systems toward large congregate care options.
Assuming a public nursing home per diem of $40/dey, the Medicaid Progran
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).

Q .
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Figure 9 below illustrates major MR/DD funding streams associated with
the Medicaid Program. HNote ths scale of the ICF/MR Program when compared
to Comzwnity Health Care Services (Medical Assistance), Nursing Home Care,
Day Services, and the Waiver Program. A large but unknown percentsge of
the Coznunity Health Care and Day Services expenditures are associated with
MR/DD clients who reaide in large 16+ bed privately operated ICF/MR
facilities or nursing homes.

Figure 9
Federal Title XIX Reimbursements for Individusls with MR/DD
(dollars in millions)

Federal Title XIX Reimbursements for Individucis
with MR/DD in FY 1986

Inettutionol KF/MR 2148
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Supmaxy and Conclusfon

In 1854, President Franklin Pierce vetoed a bill, championed by Porthea
Dix, to set aside 10 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 rcsponsiblity. 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 followod & decade of unprecedented growth in federal
financing of institutional care. By the early 1980s, the Federal
Government was undexwriting nearly ona-half of the total costs of care in
the states’ MR/DD institutions. Cozbined 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 reprosented three-fourths of all
federal MR/DD financial assistance for services and 75% of all ICF/MR funds
were deployed to underwrite ins.itutional care. There has been virtually
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no changs in the past three yecrs in the proportion of total ICE/MR
reizbursecents allocated Zor institutional care. The ICF/MR Progran thus
continues its strong institutional bias even though many states have begun
aggressive community services development campaigns.

I recommend that the Committee envigorete formsr President Richard M.
Nixon'a 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
comxunities® 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 svuch as nursing homes and large private 16+ bed
ICFs/MR. I suggest that tho Finance Comnmittee statutorily adopt a national
comzunity integration policy associated with a) all MR/DD residents
inappropriately residing in oursing 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
cozmunity integration, possibly in the: form of legislative language
stipulated in the pending reconciliation bill. The 1language should
stipulate that the federal matching share be olevated by 5 percentage
points in those instences where states’ establish 15-bed or less ICF/HR
placements for MR/DD residents of state institutions, nursing hones, or
large 16+ bed private ICFs/MR. I am also suggesting a .dramatic
simplification of Waive* policies toward MR/DD clients in one of the above
listed priority areas. In a fiscally contervailing action, the federal
ICF/MR patch for supporting MR/DD placements in stato-operated institutions
would be reduced by 5 percentage points. In short, I believe that it is
time for the Federal Governnent to send a clear and convincing signal to
the states that it is thoroughly committed to family-scale corzunity-based
sexvices for MR/DD people in this country. Thank you again for the
opportunity to testify on these important issuss.
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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: 5 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.

is research project was one of the largest ever supported by
the Government on this topic. We found in 5 years of federally fi-
nanced research, and in 3 more recent years of State financed mon-
itoring or the Pennhurst situation, that people 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 opposed 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 Klation, and in the Pennhurst
situation, well over 70 percent will oppose any movement of iheir
- 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 fam’lies—each year we go out and
survey every family every year—are strongly dissatisfied with the
community situation. That 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 mcre, 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
prfportionately 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
settings be made much easier.

Thank you, Senators.

MaSﬁﬁgtor DURENBERGER. Thank you very much, Mr. Conroy. Dr.

[The prepared written statement of Mr. Conroy follows:]
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Introduction

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 ragular 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 thig basic CLA model, which had been in place in
Pennsylvania since the early 1970s, 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 Individuel
Hobilitation 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 %o them.

Community 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, the 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 rommunity residential facility
populations. There has been a strong trend away from
institutional care, but as of this writing about 100,000
people still live in public institutions. The general trend
is depicted in Figure 1.

Insert Figure 1 Here
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FIGURE 1
Number of People in Institutions 1960-1986

il

886%

V2777777774

86T

v

2867

VS

048T¥T

VL

8L6T

N IAA SIS A,

VL6T

VL

| ve6r

v

[~ S4BT

v i s

- 04B%

D

L gser

VL

29987

v

86T

v

2961

0962

=4
[~
[=4
<
o

(A 4

160000

S 2 2 he

Year




EE

155

Whether it would be possible to serve those people in a
"better" way, at the same or lower public cost, is the
essential queation -addressed by the Pennhurst Study.

In the sense of Campbell (1967) in his classic article
"Reforms as Experiments," the Pennhurst Study wus 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 eastern district of Pennsylvania ordered that all the
people living at Pennhurat (among others) move to CLAs.
Bvidence and expert testimony had convinced the Jjudge that
people would be better off, but no one was really certain.
In fact, the whole of American society was unsure about this
iasue of deinstitutionelirzation.

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 crena. The
politicians who voice concern about the homeless, the street
people, and the vent people, are talking about people who
were releasad from mental health, not mental retardation,
institutions.

Institutions for peovle with mental health problems
were generally not very pleasant places to live during the
1960s (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 fllness. The first of these medications were
spproved for general use by the Food & Drug Administration
in, not coincidentally, 1955. It appears that many people
were released from facilities with a supply of medications
and little else.

In the field of mental retardation, in contrast, it
sinply is not possible to construct a parallel situation.
When a person with serious intellectual impairment is
considered for release, it ia clear to everyone that the
individual will still need round the clock supervision.
There are no chemical or other substitutes for creation of a
2lace to live with staff and therapeutic activilies.

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
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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 anawer just one quastion: are people better
off? That quesation 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 ptogranms 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 1X. Juat over 50X were nonverbal, 47X were
less than fully toilet trained, and 40X were reported to
display physical violence toward othei'as. Among the peaple
at Pennhurast, 86X were labeled severely or profoundly
retarded.

The community service system was composed of residences
called Community Living Ar-angements, or GLAs. They were
very amall, with the vast majority serving three
individuals. They were almost always located in regular
housing stock, and were ataffed continuously when the
residents were Lome. 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 progreaps.

Bvery person left the CLA on weekdays to attend a day
progran.

Individual Behavioral Development

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
test available to us, that people who have gone to CLAs are
better off in this regard. They have made pore progress
than similar people still at Pennhurst, and more t