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The last 15 to 20 years have seen striking changes in the
phi | osophy and practice of care for persons with nmental retardation
and devel opnental disabilities (MR DD). The field has noved from a
general belief that large institutions were an acceptable way to
care for this population to a consensus that such facilities are



nore likely to hinder the full developnent of the MDD indivi-
dual's potential. Medicaid funding for internediate care facili-
ties for the nmentally retarded (I CFs-MR) has allowed states to
improve their large institutions and to nove part of their MDD
population into smaller facilities located in conmunity settings.
Yet, sone observers feel that even small |ICFs-MR are too restric-
tive and too nedically orientated to adequately neet the needs of
many individuals with MR DD, believing instead that |arge nunbers
of the population could be better served in a nore hone-like set-
ting supported by a network of comrunity services.

States wishing to nove in this direction are often stym ed by
a nunber of obstacles, including federal reinmbursenent policies,
the fears of some parents about the long termstability and quality
of community placenents, and the econom c inpacts of institutional
closures on surrounding comunities. For many states, Medicaid
rei mbursenent policies are of the greatest concern because of the
maj or role that the program has conme to assune in financing |ong
term care to the MR/ DD popul ation. Many state policynakers fee
that current Medicaid policies deny themthe flexibility needed to
devel op comunity alternatives. However, such policies reflect
significant federal concern over the present high | evel of Mdicaid
expenditures for this population ($3.59 billion in FY 1985) and
continuing worries over using a nedical assistance programto fund
what m ght be viewed essentially as housing and social services.

In recent years, such federal and state concerns have surfaced
in debates over several legislative initiatives in both the House
and Senate that would alter the Medicaid programto further stinu-
late the growth of community-based services. Several approaches
have been represented within these initiatives: sone nake addition-
al federal funds available for small community facilities while
phasi ng out federal funding for large institutions (The Comrunity
and Famly Living Amendnents of 1985); others either require or
nmake optional the inclusion of honme and comrunity services in state
Medi caid plans. Wile |egislation enbodying these approaches has
yet to make significant progress in either chanber, sone are ex-
pected to undergo further nodification and re-surface in |egisla-
tive action later in this Congress.

Defining Terns

The terns "nmental retardation” and "devel opnental disability”
have only vague neanings to many not directly involved with these
fields. A diagnosis of nmental retardation rests on two factors: a
significantly bel ow-average nmeasured intelligence ("I. Q") and a
significantly limted ability to adapt in age-appropriate ways to

the surrounding environnent. In addition, four subclassifications
of retardation are widely used at present. These subcl assifica-
tions -- mld, noderate, severe, and profound retardation —are

based on 1. Q scores and assessnents of functional abilities.



Over the last ten years the term "devel opnental disability"
has begun to replace "mental retardation” in many programtitles
and descriptions. As set forth in the Devel opnmental Disabilities
Act of 1984 "devel opnental disability" refers to severe, chronic,
physical or nmental disability that occurs prior to young adulthood
and that results in substantial functional limtations in at |east
three of the following major |ife activities: self-care, |anguage,
learning, nmobility, self-direction, capacity for independent |iv-
ing, and econom c self-sufficiency. The nobst frequently occurring
conditions resulting in developmental disabilities are nental
retardation, cerebral palsy, severe and uncontroll ed epil epsy,
autism and other neurological and sensory inpairnents. The think-
i ng behind the | anguage in the act was that the prograns it author -
ized should focus attention on those with nore severe |evels of
disability (who traditionally had been underserved). Thus, indivi-
duals with mld fornms of mental retardation are not typically con-
sidered to be devel opnental | y di sabl ed under this |egislation.

While the nore general definition of devel opnmental disability

could include sone fornms of nental illness, nmental illness is
usually considered a separate condition. This distinction often
precludes nentally ill individuals from being served by devel op-

mental disabilities prograns unless they are identified as being
devel opnental | y di sabl ed as wel |.

Researchers report that the change in term nology from nental
retardation to developnmental disability has had little inpact to
date on the type of popul ation receiving services under Medicaid
and other public programs: nentally retarded people are still the
overwhel mng majority of programclients.

Medi caid stipulates that federal support be available both to
nmentally retarded individuals and to "persons with related condi -
tions." The definition of "related conditions" has two nmjor
components: (a) an individual's disability nust be the result of
certain specified conditions —cerebral palsy, epilepsy, or condi-
tions closely related to nental retardation —and (b) the person
nust have substantial functional |imtations in at |east three
areas of major life activity. (Medicaid defines major life activi-
ties as including all of those listed in the Devel opnental D sabil -
ities Act, with the exception of the capacity for economc self-
sufficiency.) Mental illness is specifically excluded from the
Medi caid definition of "related conditions.”

The Mental |y Retarded/ Devel opnentally Di sabl ed Popul ati on

The size of the MR DD population is thought to be approxi nate-
ly 3.9 mllion, or 1.6 percent of the popul ation. Approxinmately 2
mllion of these individuals are over the age of 18. The rel ative-
ly large nunmber of MR/ DD individuals under 18 years of age in |arge
part reflects the great nunber of children identified during their
school years as deficient in "age-appropriate adaptation,” many of
whom go on to function at "normal" |evels in adulthood. Sonetines



overl ooked in policy discussions on the MR DD population is the
| arge number of people with MR DD now surviving into old age
thanks in large part to new nedical techniques that prolong life
for many previously vulnerable individuals. Such people often
requi re i ncreasing anounts of care as they age.

The great majority of individuals with MY DD have only mld to
noderate degrees of disability. Mst live on their owmn or wth
relatives and require mninal assistance from public prograns.
However, an estinated 377,000 people have severe or profound retar
dation, according to Dr. Charles Lakin at the University of Mnne
sota. A though nany of these individuals live in various kinds of
institutions and other residential facilities, many are living
successfully in the comunity.

The percentage of people with nental retardation residing in
various types of licensed care facilities has declined over the
past two decades, with the |less severely inpaired, particularly
children, increasingly served in the comunity. Nevertheless, a
1982 survey conducted by Dr. Lakin found that approximtely 250, 000
mentally retarded people were still served in |icensed care facili-
ties. (The nunber served in unlicensed residential facilities is
difficult to nonitor.) Despite a growng trend away from | arge
institutions and toward the use of snall comunity facilities,
al nost 180,000 of the individuals in the 1982 survey were in
facilities of nore than 15 beds, while nearly 110,000 were in
facilities with nore than 300 beds.

Significantly, those still residing in these large state in-
stitutions tend to be the nost severely inpaired: 57.2 percent had
profound retardation and 23.8 percent severe retardation. Forty-
three percent of residents suffered from nultiple handicaps (in-
cluding epil epsy, cerebral palsy, enotional handi caps, blindness,
and deafness), up from 34.4 percent in 1967. The placenent of
those with severe disability levels in institutions has caused
consi derabl e debate. Sone argue that the severely disabled are
being discrimnated against by being denied access to care in
community settings. Qhers nmaintain that the severity of these
i ndi vidual s' disabilities requires continuing care 1 n closely
supervi sed institutional settings featuring nedical support.

Changi ng Concepts of Care

From the 19th century until the 1960s, care for nentally re-
tarded individuals who could not afford private care was delivered
in large public institutions. Because nental retardation was
t hought both incurable and untreatable, individuals wth nore
severe forns of retardation were often sent at birth to such insti-
tutions and renained there until they died. Wile in the institu-
tion, these individuals were typically given little treatnent, had
few social or recreational opportunities and, in general, were
subjected to harsh living conditions.



As described in a conprehensive background paper prepared by
t he Congressional Research Service in Septenber 1986, this situa-
tion began to change during the 1950s when parents of retarded
children organi zed and began advocating for increased conmmunity-
based treatnent options and inproved conditions within the |arge
institutions. In 1963 a panel appointed by President Kennedy
presented a national plan calling for increased use of community-
based care and a reduction in the nunber of people served in |arge
institutions.

Thr oughout the 1960s and 1970s, reports of poor |iving condi -
tions and mstreatnment in large institutions increased public sup-
port for deinstitutionalization of nmentally retarded people (in
much the sanme way as support grew for deinstitutionalization of the
mentally ill). In response, several pieces of |egislation were
enacted and a nunber of precedent-setting |awsuits were brought;
these resulted in dramatic changes in the service system for the
nmental ly retarded.

This was the environnent in which the |egal and phil osophi cal
concepts behind comunity-based care and the techniques and tech-
nol ogi es needed to inplenent these concepts were devel oped. These
concepts include the foll ow ng:

e Nornmalization —a belief that devel opnentally di sabl ed people
should live under conditions that are as close as possible to
t hose of the rest of society; that day-to-day activities, re
sponsi bilities, housing, privacy, education, work, and soci al
interactions should be as close to "nornmal" as possible.

e The right to habilitation —a right established by the courts
in the early 1970s, under which residents of large institu
tions nmust receive habilitative treatnment, that is, "active"
treatment that focuses on inproving their overall condition
and functi oni ng.

e The least restrictive alternative —a | egal concept rel ated
to the constitutional protection fromundue restraint, which
inmplies that nmentally retarded people should have access to
residential placenents offering as few restrictions on per
sonal freedom as possi ble, given each individual's need for
protection and habilitation.

* Nondi scrimnation based on severity of handicap —the prin
ciple that those with severe or profound retardation should
not be discrimnated against in their choice of placenent;
t hat such individuals should have ready access to comunity
pl acements and not be relegated to large institutions solely
on the basis of the severity of their inpairnents.

As the principles guiding coommunity care policies and prograns
were established, researchers and service providers began making
maj or strides in identifying effective treatnent and habilitative
techni ques for the MR/ DD popul ation. Such techni ques —behavi or al



managenent, in particular —have all owed many severely and pro-
foundly retarded persons to acquire and maintain vocational,
soci al, communication, and self-care skills to an extent considered
i npossi ble only a few years ago.

Habilitati on progranms where these skills are |learned are often
aimed at inproving the functional |evels of individuals with devel -
opnental disabilities to give themthe ability to live both nore
i ndependently and nore productively in the community. A nunber of
supportive services have been devel oped to assist devel opnentally
di sabl ed people to better function in the community or renain at
home and to augnent the process of habilitation. These include a
range of residential, educational, vocational, enploynent, and
soci al support services.

e Residential prograns include a variety of community-based
group hones (sonme of which are certified as | CFs-MR), severa
ki nds of sem -independent or supported |living prograns, and
foster famly arrangenents.

e Educational services are provided increasingly in public
school settings in special education classes and, for |ess
i mpaired children, in regular classroons; they are also pro
vided in specialized schools.

e Vocational services are specifically tailored for individuals
wi th devel opnental disabilities and focus on increasing indi-
vidual skills and potential for productive work. (Those not
ready for formal vocational programs may be placed in various
types of "day activity" progranms where they receive pre-
vocational training or, for the nost severely inpaired, train
ing in various self-help and social skills.)

e Enpl oynent services include a range of supported work prograns
i ntegrated into nornmal work settings that provide devel opnent -
ally disabled individuals access to special job "coaches,"
personal i zed training and supervision, and physically nodified
work stations. (Specialists in the field of habilitation of
MR/ DD i ndividuals feel that such services have the potenti al
to conpletely replace the nore traditional concept of voca
tional services.)

e O her support services include direct services to clients,
such as case managenent, advocacy, counseling, specialized
transportation, and therapeutic services, as well as services
for famly caregivers, such as respite care, caregiver train
ing, and fam |y subsidies.

The consensus anong habilitation experts is that services such as
these, if fully devel oped, would allow even those with the nost
severe levels of disability to live in the community. There re-
mai n, however, many concerns over the nechanics of transform ng a
systemthat remains heavily dependent on institutional care in many



states and wi despread fears that community care for the nost
severely disabl ed woul d be prohibitively expensive.

Federal Programnms for Devel opnental ly Disabl ed |ndividuals

The evol ution of federal prograns serving devel opnentally dis-
abled individuals clearly reflects the significant changes in the
concept of care that have occurred in the |last two decades. The
I nvol vemrent of the federal governnent in funding services, train-
i ng, research, and incone maintenance for the devel opnentally dis-
abl ed has been extensive, involving programs in the Departnents of
Heal th and Human Servi ces, Education, Housing, Agriculture, Labor,
and Defense. A 1987 analysis of federal expenditure trends in this
area (David Braddock, Federal Policy Toward Mental Retardation and
Devel opnental Disabilities) shows that 82.3 percent of the $4.68
billion in federal funds for the devel opnentally disabled in FY
1985 was expended within the category of public health services,
and 69 percent of this (or $2.66 billion) was expended in Medi-
caid s | CF-MR Program

The Medi cai d | CF- MR Program

The tremendous growh and resulting inportance of the |ICF M
program in providing services to devel opnentally disabled people
was not antici pated when the programwas first authorized under the
Soci al Security Amendments of 1971. Prior to this |egislation,
states provided the bulk of the funds for institutional care.
Public institutions could receive Medicaid funding only if they
qualified as skilled nursing facilities; thus a strong incentive
existed for states to convert institutions for nentally retarded
people into nedically oriented nursing hones.

The | CF-MR program which created a new type of internedi ate
care facility designed to neet the needs of the nentally retarded
popul ati on, was ained at inmproving the quality and scope of care
for nentally retarded people and at increasing their opportunities
for personal developnment. The |ICF-MR program allowed states to
receive federal funding for their institutions, wthout requiring
expensive nursing care. At the sane tine, the federal governnent
required states to inprove physical conditions in their facilities
and (at the urging of groups such as the National Association of
Retarded Citizens) required themto provide habilitative and ot her
"active" treatnents to residents of state institutions. The pro-
gram was very popular with states from the onset: within four
nont hs, 28 states had amended their state plans and were partici -
pating in the new program

The focus on delivery of care in large institutions was somne-
what altered in 1974 when Medicaid rei nbursenents to snmall, commu-
nity ICFs-MR (of 15 beds or less) were allowed. Again this
represented an attenpt to alter the existing programto fit better
with the concept of providing service in a nore normal, |ess
restrictive environnent.



Meanwhi | e, expenditures for the |ICF-MR program were grow ng
astronomcally. In unadjusted terns, federal funding rose from $92
mllion in FY 1973 to $2.17 billion in FY 1982 (even in constant
dollars, a ten-fold increase in expenditures over ten years).
Uilization of ICF-MR services also increased rapidly during this
period, with the nunber of people served rising from 12,200 in FY
1972 to a peak of 151,200 in FY 1981. Until the late 1970s the
| arge increases in costs and utilization were driven primarily by
the certification of nmany existing facilities as ICFs-MR To a
| esser extent, increases were also caused by the opening of new,
smaller facilities in comunities to accept individuals fornerly
placed in large institutions. By 1980 the continued increase in
expenditures was |largely attributable to higher costs of providing
service. These higher costs were brought about by factors such as
i ncreased | abor costs and Medicaid regul ati ons governi ng areas such
as physical structure and record-keeping.

It was agai nst this background of explosive growh in spending
on ICFs-MR that the next step toward community-based care occurred.
In 1981, the Omi bus Budget Reconciliation Act authorized three-
year waivers permtting states to provide alternative home and
communi ty-based care and related services, providing that these
services were no nore expensive in the aggregate than the cost of
serving the specified target population in institutional settings.
In addition, such services could be reinbursed only for individuals
who woul d otherwi se require care in |ICFs-MR Thus, the waiver pro-
gram was thought to address the goals of both reducing Mdicaid
expendi tures and increasing community care options.

Since FY 1982 the growth of federal support for |CFs-MR has
slowed, primarily because fewer new facilities are being certified
and greater nunbers of people with mld to noderate retardation are
receiving services —largely state-funded —in alternative comru-
nity settings. It is significant that 87 percent of ICF-MR reim
bursenments continue to go toward care in large (nore than 15-bed)
facilities. Seventy-five percent of total |ICF- MR funds continues
to flow to large state institutions, even though the popul ation of
these institutions continues to decline.

Meanwhi | e, advocates of conmmunity care have grown increasingly
frustrated with what they believe is the inability of the waiver
program to provide significant increases in federal funding for
community care prograns. They feel that the process of applying
for waivers, the necessity to renew waivers periodically, and the
need to docunent cost savings create uncertainty about the reli-
ability of continuing federal participation, thereby hanpering w de
use of the program as a neans to devel op new systens of community
care.

In addition, states vary considerably in their ability to use
wai vers. Essentially, states that have had a higher proportion of
people placed in ICFs-MR are able to benefit from wai vers because
they can nore easily denpnstrate new cost savings for their Medi-
caid prograns, while those with nore extensive state-funded systens



of community-based services already in place may be penalized be-
cause few new savings will revert to their Medicaid prograns.

As a result of these constraints, federal expenditures have
been relatively low for MR DD wai vered prograns conpared to those
for the ICF-MR program (in FY 1986, $145 million and $2.9 billion,
respectively) . In addition, relatively few people are served hy
MR/ DD wai ver prograns (21,100, according to a HCFA survey conduct ed
in Septenber 1985), whereas nmany nore, approximately 146,000, are
served in both public and private I CFs-MR

While states al so have the option of anending their regul ar
Medi caid plans to offer some kinds of comunity services, such an
approach offers less flexibility in the choice of services (wth
fewer habilitative and devel opnental services permtted), as wel
as in geographic areas and the types of individuals covered. Thus,
states have been left to shoulder a large part of the financial
burden for expandi ng community services on their own.

O her Medicaid Services

HCFA estimated that in FY 1985 approximately 140,000 indivi-
duals with nmental retardation were receiving Medicaid-reinbursable
care in skilled nursing facilities and in regular internediate care
facilities. HCFA continues to accept such placenents in cases
where MR/ DD individual s have reached their capacity of intellectua
and soci al developnent or require primarily skilled nmedical care.
However, HCFA recently increased conpliance nonitoring of inappro-
priate nursing hone placenents.

Many devel opnental |y di sabled people living in the comunity
qualify for Medicaid-rei nbursed nedical services because they are
eligible for Supplenental Security Incone and neet other state-
specific requirenments. The federal share of Medicaid going to
provi de noninstitutional nmedical services to the devel opnmentally
di sabled in FY 1985 has been estimated to be approximately $929
mllion.

Educati onal Services

The federal government, primarily through PL 94-142, the
Education for Al Handi capped Act of 1975, finances several types
of educati onal services used by children and youth with MR/ DD
These include special education services in a variety of settings,
transportation services, and other support services. Speci al
education services accounted for over 90 percent of the $354
mllion spent by the federal governnment in this area in FY 1985,
with approxi mtely 98,000 children served in community school

The availability of special education day classes in the
community has played a mpjor role in reducing the popul ation of
institutions as nore youngsters renain at hone rather than enter
institutions. The availability of these comunity-based services
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for children has led to increased expectations on the part of
parents regarding both the potential of their children and the
nature of services designed for them This, in turn, has contri -
buted to the demand for comunity-based adult habilitation and work
programs to absorb young adults |eaving special education prograns.

Human Devel opment Services

Federal expenditures for human devel opment services both in
and out of institutions totaled $347 mllion in FY 1985. Hunman
devel opnent funding has three mjor conponents: (a) Social Services
Bl ock Grant nonies (accounting for 64 percent of federal human
devel opment funding), which support a w de range of social services
to people with MR'DD living in the community; (b) state grants
aut hori zed under the Devel opmental Disabilities Act, which provide

funds for various service programs (including community [i ving
programs, enmploynment-related activities, and child devel opment
services) , planning activities carried on by state councils, and

protection and advocacy programs; and (c) the Foster G andparent
Program which serves children with MR/DD both in institutions and
in the comunity.

The extent to which Social Services Block Grant nonies are
available to fund services for the MR/ DD population varies con -
siderably among states, depending on where such services fall in a
state's range of priorities.

Vocational Rehabilitation

In FY 1984 the federal government provided approximately $125
mllion for vocational rehabilitation services for people with
MR/ DD both in the comunity and in institutions. Federal funds are
allotted to state vocational rehabilitation agencies to provide
services such as evaluation, physical and mental restoration, voca-
tional training, special devices required for enployment, and other
services required by the handi capped for enploynent.

Vocational rehabilitation services are available to mentally
di sabl ed people whose disabilities act as a substantial handicap to
their becomng enployed. Approximately 26,000 individuals wth
mental retardation (nmost with mld to noderate retardation) were
served by state vocational rehabilitation agencies in FY 1984 112
percent of their total caseload). Because nmore severely disabled
I ndividuals with mental retardation require ongoing support in work
settings, and since state vocational rehabilitation agencies have
not been authorized to provide such services, nmost of these indivi -
dual s have been rejected as candidates for vocational rehabilita-
tion agency services. The Rehabilitation Amendments of 1986 give
state rehabilitation agencies both a mandate and new funding to
devel op supported enployment services for people with severe dis-
abilitres (including those with severe levels of MR/ DD).
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The Forum Sessi on

In many cases, the sane people who were once | abel ed
"retarded” and warehoused in substandard institutions are now found
living full and productive lives in their comunities. The ap-
proaches and techni ques that have led to this change have only been
developed in the last two decades. VWhile the full potential of
t hese new approaches has yet to be realized, many states have noved
substantially toward conplete reliance on comrunity-based |iving
arrangenents for their MR/ DD popul ations. Yet, there continues to
be controversy over the extent to which such settings are both
appropriate and practical for individuals with nore severe forns of
disability and related controversy over the proper role of the
| arge institutions still used in many states.

To facilitate an understandi ng of the nature of the diverse
and changi ng MR/ DD popul ation and to help sort through the equally
di verse and changing nature of the state Medicaid programs that
serve them we have invited two individuals with considerable ex-
perience in research and programdesign in this area.

Col l een Weck, Ph.D., will lead off the program by providing
an overvi ew of the devel opnentally disabl ed popul ati on, a review of
the extensive progress made in treatnent and habilitation prograns,
and a brief discussion of issues yet to be resolved in program
desi gn.

Dr. Weck has been the executive director of the M nnesota
Devel opnental Disabilities Council for six years. Prior to this,
she spent three years at the University of M nnesota conducting
research on costs associated with group hones and state institu-
tions. Dr. Weck has published extensively on a variety of MR DD-
related topics, including papers on |CF-MR program costs, the
establ i shnent of day prograns for people with MR/ DD, and the
econom c inpacts of institutional closure.

Valerie J. Bradley will present an overview of current Medi-
caid-related policy issues, including concerns about the costs and
quality of services delivered in both institutional and comunity
settings, the use of waivers to fund honme and conmunity-based care,

and issues arising fromattenpts to alter the program s present
focus on institutional care.

""" Ms. Bradley has been the president of the Hunan Services Re-
search Institute in Canbridge, Massachusetts, since its beginning
in 1976, overseeing research projects in developmental disabili-
ties, nmental health, substance abuse, and other human service
prograns. She has also served as a consultant on devel opnent al
disabilities and nental health issues to federal agencies and
numer ous state governments and has authored many articles and
policy papers relating to the devel opnental |y di sabl ed popul ati on.

Fol | owi ng these presentations, our two speakers will be joined
by a panel of representatives fromstates that have enpl oyed a
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vari ety of approaches and strategies in designing and financing
progranms to serve their citizens with MR/ DD. Donald N. Mise,
Ph.D., principal analyst with the Congressional Budget Ofice, wll
serve as noderator for this panel discussion anpbng representatives
of prograns in New York, Mnnesota, Mchigan, and Texas.

New York, a state accounting for a significant proportion of
nati onal Medicaid expenditures for MR services, has enployed the
| CF- MR program and its state Medicaid plan to make heavy use of
both institutional and comrunity-based services. M nnesota heavily
utilized the ICF-MR program as part of an aggressive policy to
reduce the population of its state institutions but finds that re-
strictions on the use of waivers largely prevent placenent of nore
severely disabled people in alternative community settings. Mchi-
gan has used state funds to develop the npbst extensive community
service systemin the country while using its state Medicaid pl an
to develop many small comunity | CFs-MR, however, the state stil
finds an unacceptably |arge nunber of individuals residing in
| arge, state-operated |ICFs-MR and nursing honmes. Finally, Texas
continues to rely heavily on its large, state-operated ICFs-MR to
provide care to MR/ DD individuals while beginning to devel op nore
community placenents through use of both the |ICF- MR program and
state funds.

The speakers and panelists will explore a variety of pressing
policy questions, including the follow ng:

e \What barriers have states faced in attenpting to devel op com
muni ty-based services? What is the nature of state and
federal inpedinents to the further devel opnent of comunity-
based prograns?

e \What has been the experience of states with program costs?
How are capital costs handled for I CFs-MR and for various
alternative community homes?

e How can quality of care be nonitored in ICFs-MR, in small
group homes, in home care delivery and in other comunity-
based services? How is quality assurance |linked to federa
and state requirenents? What are appropriate neasures of
qual ity?

e What proposals exist for altering federal and state policies
in these areas?

Susan Axl er oad Judith M1l er Jones
Research Associ at e D rector



