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Summary of Fi ndi ngs

The transition fromschool to adult services for devel optnental |y

di sabl ed young adults is an energing issue in many parts of the
United States and will continue to grow. Famlies that have kept
their children at home and received quality services fromthe public
school s have increased opti msm about what their DD children can
achi eve. Parents are now expecting that appropriate community based
services will be nade available to their adult children

The public schools have no formal responsibility to plan for services
for DD young adults after they | eave school and the adult service
systemusual |y has no single point of responsibility for case
nmanagenent or coor di nati on.

Gps in the availability of adult services for DD clients still exist
and waiting lists are not uncommon. |In sone states DD young adul ts

| eavi ng school face conpetition for services with those being
deinstitutionalized. Those DD young adults w th behavior probl ens
often face the greatest difficulties in receiving appropriate

servi ces.

Debat es continue regarding what the adult service delivery system
should | ook like and approaches vary widely. Sone states have nade
significant efforts to put together conprehensive systens to serve
their DD population. At the commnity |level, alternative approaches
stressing community pl acement, use of generic services, independent
living and conpetitive enploynent are being inplemented. But these
i nnovative prograns often have limted resources conpared with
segregated special purpose prograns such as | CF/ MRs and shel tered
wor kshops.

The Departnent of Health and Human Services makes a substantia
contribution each year ($6.62 billion) to support services for the
devel opnental |y disabled. A large share of the HHS budget for DD
services goes to support institutional care, a needed service for
sore of the DD popul ati on. However, respondents felt that current
Federal policy still provides too great an incentive to states and
commnities to use these services in place of potentially |ess
expensi ve alternatives.

The Medi cai d wai ver provisions of the OQmibus Budget Reconciliation
Act of 1981 allow states to devel op alternative approaches in

provi ding hone and community based care. Many states are hopef ul
that the waiver will help bring about nmore cost-effective services
for a portion of the adult DD popul ati on.

Sone advocates believe that additional savings can al so be achieved
t hrough increased reliance on small, commnity based | CF/ MRs and
greater use of prograns which seek to expand the DD client's
potential for independent living and conpetitive work.
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I nt roducti on

At the request of the Assistant Secretary for Human Devel opment Servi ces,
the Ofice of the Inspector General conducted a programinspection on the
transition of devel opnental |y disabl ed young adults fromschool to adult
services. |n sone states, this issue has al so been referred to as "the
agi ng out process". During Septenber 1983, face to face di scussions and
t el ephone conversations were held with 252 respondents in 28 states.

I ncl uded anong the persons contacted were state and | ocal officials,

servi ce provi ders, educators, parents, and other experts.

The pur pose of these discussions was to:

Determne the extent of the problemw th the transition of

devel opnental |y di sabled young adults fromreceiving services in the
public schools (nandated under P.L. 94-142) to seeking services from
a variety of local, state and Federal programs serving the adult DD
popul ati on.

Identify program nodel s which have successfully dealt with transition
from school and which have inproved the adult service delivery system

Overvi ew

P.L. 94-142, (The Education for Al Handi capped Chil dren Act of 1975),
requires that public schools provide free appropriate public education
for all children between the ages of 5 and 21 regardl ess of handi cap.
The Act was adopted within the context of an energi ng social policy,
reinforced by legislation and court decisions on deinstitutionalization,
whi ch sought to expand the opportunities for all handi capped people to
function in their own communities at the maxi numof their capabilities
and in the | east restricted surroundi ngs.

In each of the next fewyears there will be about 90, 000 DD students
| eavi ng school and seeking adult services of sonme type. Wile severa
states have been dealing actively with the transition problemas an
urgent matter, in nmost places it is seen nbre as an energi ng i ssue
related to the convergence of three factors:

I ncreased parental expectations for appropriate community services
Fragnented nature of the existing adult service delivery system

Continued limted availability of certain adult services.



D scussion of the |ssue

A

Transition from School

Responsi bility for coordination and delivery of services for

devel opnental |y disabled children rests in a single source, the
school district. The children served by the public schools may still
receive a variety of other health and social services fromstate DD
agenci es, other Federally funded efforts, and voluntary prograns.
But the parents know that until their child either graduates from
school or reaches the age of 21 there is at |east one centralized
source, the public school, to which they may turn and agai nst which
they can seek admnistrative or judicial relief, if they are not
satisfied. There are now about 1,120,000 devel opnental |y di sabl ed
children and young adults enrolled in special education prograns in
the public schools. This nunber has been sonmewhat increased by the
rubel | a epi dem c of 1963 - 1965 whi ch affected over 20, 000 children
who are currently in the process of nmaking the transition to adult
servi ces.

In tal king about the services provided by the school s and what occurs
at the tine of transition, respondents noted:

Parents now have nuch greater incentives to keep their children
at hone during their school age years. The array of available
school services varies in quality and quantity by school
district, but often includes everything fromspecial classes and
pre-vocational training to physical and occupational therapy,
psychiatric counseling, and special prograns for children with
speech, hearing, or nobility problens. Were school districts
are unable to provide or obtain appropriate services, they nay
contract with private residential facilities out of the district
and sonetinmes out of state, although this is the exception
rather than the rule.

Each devel oprental |y disabled child in the public schools has a
yearly individualized education program (IEP) which details his
or her special needs and presents specific steps which will be
taken to neet a series of achievenent goals. Thesewitten

pl ans are available to parents, who are encouraged to
participate in the planning process and to carry out activities
at honme to supplement the school program By working closely
with the schools and by seeing their children progress (often
beyond their earlier expectations) many parents devel op a
growi ng optimnm smabout what their child nmay someday achi eve and
t he degree of independence that may be possi bl e.

The schools have no formal responsibility for developing a
programof services for the child after he or she | eaves school
or for assisting the parent in nmaking contact with other case
managers or adult service providers. Some educators expl ai ned
that their day to day resources were so linited and nandat ed
school responsibilities so great, that soneone el se woul d have
to coordinate transition.




In many pl aces, parents and famlies of devel opnental |y di sabl ed
children face a tine of crisis when their children turn 21 and
are no longer eligible for public school services. Many of the
parents rejected the option of institutionalizing their child at
an early age and instead worked to raise their child' s | evel of
i ndependence and integration within the "normal" community. But
these parents now find few appropriate non-institutional nodels
available for their grown children. Their other children | eave
hi gh school and go to work or on to further education. Parents
ask the same questions about their devel opnentally di sabl ed
children as they do about their normal children: Were wll
they live? Wat will they do? Howw |l they obtain support
services?

Per haps the nost necessary (and often nost | acking) services at
transition are case nmanagenent and vocational eval uation. These
were seen by respondents as particularly critical because they
present the famly with a full range of options in relation to
the DD young adult's potential. |If the famly does not have
case managenent services available or an accurate thoughtfu
evaluation, the client may be placed in an inappropriate setting
or tracked into a dead end option which can Iimt his or her
hopes for a full and independent life.

I ncreasing nunbers of parents are asking not only "where can |

pl ace ny child?" but "what is the best and fullest life that ny
child can live?" Quality services and individualized packages
of services are nore and nore in denand. In this context, some
of their concern about transition issues reflects society's
progress in serving the devel opnental |y di sabl ed because parents
are not willing to settle for just any service.

Adult Service Delivery System

The adult service delivery systemwhich DD young adults and their
parents nust confront at the tinme of transition is conpl ex, diffuse
and often uncoordinated. There continue to be gaps in the
availability of necessary and appropriate services, with waiting
lists for many services that are in place. Al though the outreach
efforts of service providers vary considerably, parents still have
the primary responsibility to seek out appropriate alternatives and
negotiate their children's eligibility. As one respondent put it,
"Its up to the parents to go shag for services"

It is estinmated that al nost 80% of the DD popul ation |ive at hone but
many of these are school aged children and young adults under 21. As
DD young adul ts grow ol der, parents seek alternative living
arrangenents, day activities or work opportunities and appropriate
support activities such as income mai ntenance (SSI/SSDI), nedical

assi stance (Medicaid), case managenent, transportation, etc. (See
Figure 1 on next page.) Options for living arrangenents include
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stayi ng at hone, sem-independent living, group homes, adult foster
care, nursing homes, ICF/ Ms and state institutions. Day and work
activities include achi everrent centers, sheltered workshops, on site
trai ning, and conpetitive enployment. Under optinal conditions, a
tail or-nmade package of living arrangenents, day and work activities
and support services is put together by a parent or |ocal agency case
manager. But where services are lacking or parents do not have ful
know edge about avail able options, the outcome may be | ess
satisfactory.

Overall comments nade about this intertw ned package of where to
live, what to do, and how to obtai n support services included:

tony respondents in the study observed that DD clients are often
eval uated and classified into the eligibility categories of
avai l abl e prograns instead of receiving a package of services
appropriate to meet their individual and particul ar needs.

Vocational Rehabilitation prograns constitute the I|argest
potential source of evaluation services. Coments on these
services varied considerably fromsevere criticism (e.g.
enployability criteria) to praise for some recent innovative
practi ces.

There is often conpetition for avail abl e services between young
adul ts who have |ived at hone and persons bei ng di scharged from
state institutions. Sonme state agencies put pressure on
providers to serve the deinstitutionalized clients first.

Devel opnent al | y di sabl ed young adults with enoti onal and
behavi or probl ens are reported to be the nost difficult to serve.

Parents seeking a richer, nore independent life for their grown
chil dren sonetimes nust nmake serious, difficult choices between

i ndependence and longer termsecurity for their DD child. This
choi ce is made necessary because some of the npost innovative,
integrated service delivery prograns do not have the assured
funding base provided to established institutions or

Intermediate Care Facilities for the Mentally Retarded (1CH MRs).

Exanpl es of Program Model s

States and communities are attenpting to address the interrel ated issues
of transition and adult services in varying ways. Particular solutions
depend on such factors as avail able financial resources, general soci al
phi | osophy, existence of |ocal centers of innovation and expertise, and
strength of |ocal advocacy or parents organizations. Wile an

i nnovat i ve approach which works well in one situation may not be
appropriate or acceptable to people in another, it is possible to
identify sone program nodel s whi ch respondents consi der worthy of
replication. A brief overviewof a few of these prograns (discussed at
further length in Appendix 1) illustrates the range of approaches which
have been adopted to deal with the transition fromschool and the adult
service delivery system



Transi tion from School

Several prograns are focusing directly on transition mechani sns and
are experinenting with ways to inprove the link between hi gh schoo
and adul t servi ces.

In the Lane County, Oregon, Transition Project, an individua
affiliated with the University of Oregon serves clients from age
16 on, neeting with parents, attending |EP staff neetings, and
providing parents with a transition manual. At the beginning of
the final school year, the parents, school, and transition
project participants conpl ete a conprehensive transition plan.

In the Wica, New York, vocational Qccupational Rehabilitation
in Special Education (MCRSE) project, a Vocational

Rehabi litation counsel or works in each special education
district to a) develop a vocational plan for each child and b)
provi de summer work experience through CETA (now the Job
Training Partnership Act). VORSE, run and operated by the
Dstrict Gfice of the State Gfice of Vocati onal
Rehabilitation, is able to habilitate and pl ace these clients at
a cost of $1,200 per job placenent, while traditional VR

pl acements are costing $2, 000 each.

The Madi son, Wsconsin, school district enploys a transition
teacher and several vocational teachers to facilitate the
transition of noderately and severely handi capped students
directly fromschool into non-sheltered work- The school s work
closely with Vocational Educational Alternatives (VEA), a
habilitation/rehabilitation agency which arranges or provides
trai ni ng, placenent, job supervision and other support services
at integrated community work sites. Between 1971 and 1978 only
one of the schools' 53 severely handi capped graduates went on to
a nonsheltered workday environment. As a result of the
transition and VEA prograns, 35 of the 50 | eavi ng school between
1979 and 1983 have been pl aced in nonsheltered situations. This
turnaround has inportant cost inplications. As of January 1983,
it cost $5,251 a year to maintain a Madi son School D strict
graduate in a sheltered environnent, but only $1,681 ($2,203 if
one corrects for the somewhat shorter work-day) under the
nonshel tered al ternati ve.

In other cases, partly as a result of the deinstitutionalization
novenent, states are taking greater responsibility for providing a
nor e conpr ehensi ve approach to transition fromschools. This
sonetimes includes sonme continuing responsibility for systemw de
coordi nati on and case managenent even after the young adult enters
the adult service delivery system



California has established a statew de network of 21 Regi onal
Centers, funded alnost entirely fromstate noney, which provide
a single point of entry to the adult service system The
centers provide an extensive array of nandated services

i ncl udi ng soci al devel opnent centers, respite care, recreation
prograns and wor kshops. Stress is placed on independent |iving
arrangenents and case nanagenent. Fornal arrangenents exi st
bet ween the Centers and the public schools to ensure transition
of the DD young adult, and school |EPs becone the first step in
further planning for the DD client.

New Jersey has a statew de, state/school-financed day program
for school age severely and profoundly nentally retarded
children and an adult training programfor anyone judged

unenpl oyable by VR,  CQurrently they serve 1,000 children and
2,300 adults and have a large fleet of buses to get persons to
and fromthese prograns. Every child in day training
automatically noves into the adult program thus assuring that
at least for this group there is no loss of service at age 21.
In addition, because there is a working rel ationshi p between
school districts and DVR, school officials have a nechani smfor
referring any educable or trainable nentally retarded child who
does not fit VRenployability criteria.

North Dakota had at one tine one of the highest rates of
institutionalization in the United States. As the result of a
court order which required drastic changes in the nunbers of
persons in institutions, the state increased funding for
comunity based services from $500,000 to $10 nillion in one
year. |In order to rationally inplenent an accel erated program
to build facilities and increase |ocal services, a planning
process was started involving representatives of Vocationa
Rehabi l'i tati on, Vocational Education, DD, Departnent of
Education and others. A centralized case nmanagenent systemwas
inplemented to nonitor and track DD clients leaving state
institutions and those in the public school s.

Adul t Servi ces

Even the best transition programis inadequate if appropriate adult
services are unavailable in the community. As noted earlier, parents
increasingly are seeking not sinply a transition mechani smbut a
package of adult services conparable in quality to the services
provided under P.L. 94-142. Their search is conplicated by the fact
that service providers and other professionals in the field are still
debati ng what an appropriate coordi nated set of services for the ,
devel opnental |y di sabl ed shoul d | ook Iike.

In a nunber of places around the country, cost effective, usually
smal l er, prograns are energing which offer alternatives to the
traditional service delivery systemor which seek, in interesting
ways, to make the traditional systemwork better. These prograns
pl ace heavy enphasi s on independent or seni-independent |iving,
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community integration, maxi numuse of generic services, on the job
training and conpetitive enployment. Mich of their effort is based
on the philosophy of nmoving the client into the real world, rather
than building a sheltered environnent, filling it up and buil ding
another. Although not all DDclients are able to take full advantage
of these opportunities for independence, these prograns have a record
of often accepting clients others have refused and nmoving themto

| evel s of achievenment that are beyond previ ous expectations.

In Mnnesota there are over 313 commnity based | CF/ MRs, al nost
all of which have fewer than 15 beds. Residents are encouraged
to receive habilitation and other services in Devel opnenta

Achi evenent Centers during the day, rather that having al
services provided at the ICF/ MR The average per di emcost at
an | CF/ MR here is about $67 as conpared with $110 at a state
hospital. State policy makers are al so seeking to reduce cost
further and inprove community integration by applying for a

Medi cai d wai ver to provide additional sem -independent |iving
services, supervised living arrangenents, devel opnental training
honmes and in-hone famly services to persons who woul d ot herwi se
be placed in an institution. As part of the waiver proposal,
the state will seek to limt inappropriate increased demand by
targeting a specific nunber of persons to be served and using
obj ecti ve screening mechani sns to choose these clients.

ptions in Community Living, an apartment |iving and support
programin Madi son, Wsconsin, hel ps devel oprmental |y di sabl ed
clients find an apartnent, |ocate a roonmate, nove in, and | earn
to function as independently as possible in this environment.

It then finds or provides whatever support services are deened
necessary. Wiile the costs per client vary considerably, the
average client cost is $240 a month per person. Aclient
receiving $400 a nonth in SSI and $240 in Qptions services woul d
be costing only $640 a nmonth in public nmoney, at a time when
smal | group hone placenents in Madi son are costing $750 to $800
a nmonth (including SSI).

The Boston Center for |ndependent Living, a private non-profit
agency, provides training in health naintenance skills,

i ndependent living skills and transition living. At an average
cost of $112 per nonth, the program hel ps devel opnental |y

di sabl ed adults |ive independently, thereby avoiding nore costly
alternative arrangenents such as group homes or ICFH/ M. Wth
the help of funding fromthe Admi nistrati on on Devel opnent a

D sabilities of HHS, BCL is planning a new servi ce,

Envi ronmental Support Assistance, to help 12 clients stay in
their hones and avoid institutionalization.




The Maconb- Gakl and Regi onal Center (MORQ in M. denens, an
agency of the M chigan Departnent of Mental Health, has been
described as "the institution that becane a community system™
MORC serves 90%of its 900 clients - nost of whomwere
previously institutionalized - through group homes, foster
hones, or sem-independent living situations. By dispersing
clients into group homes ($80-$100 per day versus $150 per day
inan ICH/ MR and other less costly residential alternatives,
MORC provides a nore "nornalized' environnent at a considerably
| ower public cost.

The Eugene, O egon, Supportive Enpl oyment - Specialized Training
Program provi des paid, |ong-term community-based structured

enpl oynment in electronics, electrical and mechani cal benchwork
assenblies for severely and profoundly retarded adults. This
nodel STP program in operation 10 years, has been replicated 14
tinmes in 4 states. A 1980 study of five STP s showed t hat
participants were earning an average of $1.93 an hour, while
their counterparts in work activity centers and sheltered

wor kshops earned $. 43 and $. 58 respecti vel y.

Usi ng the supported work met hodol ogy and denonstrati on fundi ng
fromthe Manpower Research and Devel oprent Corporation, the Vera
Institute of Justice "Job Path" in New York Gty seeks to nove
devel opnental | y di sabl ed young adults from sheltered workshops
to conpetitive enpl oynent. The project uses two "account
executives" to identify and develop job sites, often with the
assi stance of a Busi ness-Labor Advisory Council. Then training
consultants work with the trainee and on-site supervisor to
introduce the trainee to the job. The average training period
is about six nmonths and costs $8,000 to $10,000. After one year
70% of Vera trainees were still enployed and 83% of those

pl acenents were in private sector jobs.

Transition | and Il in Barre and Burlington, Vernont are
conpetitive enpl oynent projects for the severely handi capped who
are mentally retarded and have at | east one other disability.
Funded by EDJRSA as a 3 year denonstration project, they
identify job opportunities, break the job down into its
essential conponents, and then conduct on-the-job training, at a
total cost of $7,000 per placerment. Over a three-year period,
this $7,000 conpares favorably with the $15,000 costs of a
traditional day/work activity program Approxinately 65% of the
pl acenents from Transition Projects will still be on the job
three years later, conpared with 41. 5% of severely di sabl ed RSA
Vocational Rehabilitation clients.

Bay State Skills Corp. (BSSO is a quasi-public state-funded
corporation in Boston that awards grants to educati onal
institutions which link up with one or nore private firns and,
since 1981, jointly train people for jobs in high growh
fields. Wth an initial grant of $500,000 fromthe state, BSSC




began "Supported Work for the Mental |y Retarded®™ —a program
providing nentally retarded adults with work in a structured
private-sector work environment to develop their skills and work
habits to the point where they can work independently in

unsubsi di zed jobs. At a cost of $5,000 per client, the program
trains and places clients into conpetitive enpl oynent.

Estinmated Federal and State Expenditures for the Devel opnental ly D sabl ed
(See Table 1 and Figure 2)

The conbi ned Federal and state expenditures for services to the

devel opnental | y disabled are estimated to be $14.33 billion. Federal
expenditures are $6.93 billion (48% and state expenditures are $7-40
billion (52%.

The Departnent of Educati on adm nisters school prograns for DD children
with a Federal cost of $200 mllion and vocational rehabilitation
services prograns for DD adults with a federal cost of $110 million
(together, 5%of all Federal DD costs).

The Departnent of Health and Human Services admnister prograns with a
Federal cost of $6.62 billion (95% of all Federal DD costs):

HCFA

The Health Care Financing Admni stration has the |argest share of Federal
prograns serving the devel opnental |y disabled with a total cost of $3.63
billion (52%of all Federal DD costs).

Institutional costs for DD clients constitute 40%of all Federal DD
costs while serving only 6% of the DD popul ati on. Average state
costs for ICF/MRs range from$24 to $167 per day or $8,760 to $60, 955
per year.

Most respondents felt that many of the DD clients now placed in
expensive institutional care could be served nmore appropriately in

| ess costly and less restrictive settings, and that a portion of the
growi ng | CF/ MR budget should be diverted to alternative | evels of
care.

Litigation and voluntary efforts ained at deinstitutionalization are
expected to continue to reduce the nunber of persons in large state
institutions. This in turn will put a greater demand on adul t
service agencies in the coomunity, particularly | CF/ MRs.

Under the Omi bus Budget Reconciliation Act of 1981, states now have
sone authority to develop alternative hone and conmunity based
service systens for DD clients who woul d otherwi se be placed in
institutions. As of Gctober 20, 1983, 31 states had filed a total of



46 mul ti-purpose or MR DD wai vers, of which 24 had been approved.
During the states' third year of using the waiver, states report they
will be serving 9,044 ED people at an estinated average cost of

$16, 500 per annumnot including SSI or non-institutional nedical
costs.

SSA
The Social Security Administration admnisters income nai ntenance

programs (SSI, SSDI) which amount to $2.3 billion (33%of Federal DP
cost s).

SSI and SSDI, coupled with Medicaid, food stanps. Title XX and state
prograi mati ¢ funds, provide the basic neans of support for DDclients
living at horme, independently, in adult foster care, group honmes and

other non-institutional environments.In a state with a well devel oped
service systemthe total cost ranges between $22 and $40 per day, or

S8,030 to $14, 600 per year.

Roughly 30% of the DD population (1.1 million out of 3.7 million)
recei ves SSI/SSDI, which constitutes 33%of federal DD costs.

oS

The G fice of Human Devel opnent Services admi nisters prograns for the
devel opnental |y disabled with a cost of $619 mllion (9% of Federal DD
costs). Included in OHDS prograns are Title XX, $500 million; the DD
Program $62 mllion; AFDCJ Foster Care, $50 million; and Head Start (for
DD children), $7 mllion.

OHDS prograns provide the Departnent's prinmary inpetus toward the
devel opnent and mai nt enance of community based services. States have
used Title XX and DD funds, along with [ ocal contributions, to
support day activities, case managenent, respite care, planning,
advocacy and other services. AFDC Foster care funds are used to
maintain DD children in famly settings outside their natural hones.

To the extent that agencies and prograns (outside the education
establ i shment) supported by Federal funds are thinking about the
issue of transition, it is OHDS noney that in part supports them

PHS

The Public Health Service adninisters progranms with a cost of $67 mllion
(1% of federal DDcosts). This prinmarily goes for such services as PKU
screening, lead content screening and crippled childrens' services

provi ded under the Maternal and Child Health Services Bl ock Gant.
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Table 1

Devel oprental D sabilities Services

Estimated Costs in MI1lions

- State &

Pr ogr am Feder al Local Tot al
DHHS

HCFA

SNF, | CF, $ 790 $ 640 $ 1,430

| CF MR 1, 990 1,620 3,610

Non- | nstitutional MA 701 574 1, 275

Medi car e 150 0 150

(Total HCFA) (3,631) (2,834) (6, 465)

SSA

SSI, SsDi 2, 300 530 2,880

(Total SSA) (2, 300) (530) (2, 880)

oHDS

Title XX 500 300 800

DD 62 14 76

AFDC Foster Care 50 130 180

Head Start 7 0 7

(Total COHDS) (619) (444) (1, 063)

PHS

PHS 67 7 74

(Total PHS) ( 67) (7 ( 74)
TOTAL DHHS $6, 617 $3, 865 $10, 482
ED

RSA 110 35 145

Speci al Educati on 200 1,400 1,600
TOTAL ED $310 $1, 435 $1, 745
C her

Community MR 0 1, 200 1, 200

State Institutional 0 900 900
TOTAL OTHER 0 $2, 100 $ 2,100
TOTAL $6, 927 $7, 400 $14, 327

NOTE: These figures are derived fromthe |atest FY data available. They do
not include costs for HUD Section 8 or 202 prograns, food stanps, Targeted Job
Tax Gredits or Job Training Partnership Act (fornerly CETA) prograrns.



FI QRE 2

Estimat ed Annual Federal Expenditures For

DP Services

$6, 927, 000, 000

Health Care Financing Administration
(Title XVIII and XIX)
52%
$3,631,000,000

Sccial Security Administration
(SS1/SSDI)
3%
$2,300,000,000



VI .

Cost Inplications

The debate now taking pl ace regarding the nmake up of an appropriate
communi ty based DD service delivery systemhas cost as well as quality
inplications. It is expected that parents of DD young adults |eaving the
public schools will continue to nake increased demands for appropriate
services. But questions remain regarding where to find the noney to fund
these services. SSI/SSD and Medicaid are the only entitlement funds
avail able for non-institutionalized DD adults. The cost of additional
prograns to support these clients (such as day activities, workshops,
rehabilitation, case managenent, respite care, etc.) cone primarily from
Title XX, Vocational Rehabilitation and other state and | ocal grants.

But major increases in these sources are not expected. |In addition, the
total cost of institutional care in |ICF/ Ms continues to increase,
growing from$602 mllion in 1976 to over $3.6 billion today. This also
places a strain on the ability of nany states to put additional funds
into non-institutional care.

There are two emergi ng approaches to the financing and delivery of adult
DD services that may help alleviate this situation

I ncreased reliance on snaller community based | CGF/ MR and on honme and
communi ty based care allowed by the Medicai d wai ver provisions.

H storically, large state institutions were the prinary source of
care for the devel opnentally disabled. Over the |ast 20 years, the
nunber and proportion of DD clients living in these facilities has
steadily declined and there are pressures to reduce this occupancy
futher. Many of the people |eaving these institutions were noved to
community located | CH/ MRs. Al though somewhat smaller in size, these
facilities continued to treat residents as patients according to a
nmedi cal nodel of care. HCFA (which admnisters the | CF/ MR program
has issued regul ati ons whi ch sone feel have reinforced t he nedical
nodel approach and kept costs fairly high. Some states have tried to
nodi fy this situation by using Medicaid | GF/ MR funds to purchase sone
services for residents in |locations outside the actual facility.

Alittle less than half of the DD persons in private | CF/ MRs now |ive
infacilities of 15 beds or |ess. Advocacy groups and ot hers believe
that significant cost savings can be achieved if DD persons |eaving
state insitituions and nmany of those in larger private facilities are
pl aced in snaller comunity based institutions. They support the
proposed "Community and Fanmily Living Arendnents of 1983" which
woul d, over time, limt the payment of Medicaid | G/ MR and SNF funds
to care provided in snaller facilities. Even if this proposed
legislation is not passed, these groups will continue to pressure
states to make increasing use of smaller 1CH/ MRs, and to take ful
advant age of the Medi caid wai ver provisions.
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The wai ver provisions of the Omibus Reconciliation Act of 1981,

whi ch gave states the option of providing alternative hone and
communi ty based services to DD clients, are beginning to have sone

i npact. Although the nunbers of persons now served are rel atively
smal |, and include mainly persons being discharged fromstate
facilities, the waivered services provide exanpl es of alternate

appr oaches whi ch can be nmade available to DD young adults | eaving
school. In addition, they provide a funding source to begin to build
up resources in commnities where they have previously been | acking.
The actual results of these waiver actions have not yet been wel |
publicized. Wile nost respondents saw these provisions as a good
first step in redesigning the service delivery system others were
concerned about the inplied tenporary nature of a "waiver" and saw
the need for the Federal government to nmake a nore pernmanent
coommtnent to this approach.

QG ow ng use of prograns which seek to enhance the DD clients'
potential for independent living and conpetitive work.

The innovative special prograns, discussed above and in nore detai
in Appendi x 1, can be viewed as alternatives to the nore traditiona
nodel which places enphasis on the buil ding and operation of
segregat ed speci al purpose prograns. The advocates of these newer
approaches mai ntain that, in many cases, they can provide better
services at |ess expense by working to place the DDclient in already
available private living and work environnents. Projected cost
savings would cone fromthe limted capital investnent required to
start these prograns, the absorption of overhead by al ready existing
organi zations, and the expectation that nmany DD young adul ts,

previ ously thought unenpl oyabl e, can eventually attain conpetitive
enpl oyment. By placing nore persons in these situations, slots can
be opened in existing service prograns for those clients truly
needi ng a sheltered environnent.

There are a nunber of current Federal incentives which have the
potential to encourage or support these approaches. (See Appendix 2
for a fuller description of Federal prograns affecting the

devel opnental | y di sabl ed.)

In sone pl aces, Vocational Rehabilitation agencies are begi nning
to give additional consideration to expanded use of on-site
training and habilitation for DDclients.

The Departnment of Labor admnisters several prograns to provide
incentives to industry to train and enpl oy handi capped wor kers,

including the Job Training Partnership Act and the Targeted Jobs
Tax Credit program
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The Social Security Admnistration has authority under Section
505. of the Social Security D sability Anvendnents of 1980, P.L
96- 265, to develop and carry out experinental projects to
determne nore effective ways of encouraging SSI and SSD
beneficiaries (including the devel opnental |y disabled) to return
t o work.

In addition, Section 1619 of the Social Security Act contains
provi sions for extending Medicaid eligibility for persons no
 onger receiving SSI benefits, if losing coverage woul d
seriously inhibit continuing enploynment or if earnings are not
great enough to provide a reasonabl e equi val ent of SSI and
Medicaid. This availability of Medicaid coverage is
particularly inportant to the DD client because of the frequent
i nci dence of associ ated medi cal probl ens which require adequate
heal th insurance.

Finally, the mainstreamng of adult DD clients requires that al
Federal and state generic service prograns be truly open to these
persons so that they get a full and equal share of the benefits for
which they are eligible.
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APPENDI X 1

PROGRAM MCDELS

Transition Project
Lane County, O egon, School System

An individual affiliated with the University of Oegon is under contract with
the county school district to assist parents of devel opnmental |y di sabl ed
students with transition plans. dients are served fromage 16 on. Wile
school s are not legally obligated to continue this service beyond age 21, the
transition advisor continues to assist program graduates past this age when
necessary because Adult Services does not performthis function.

This transition counselor neets with parents at the begi nning of each school
year (in the hone, if necessary), attends Individualized Educati on Program
(IEP) staff neetings, provides parents with a transition manual, and
encourages parents to join advocacy groups in order to | obby fox appropriate
adul t servi ces.

At the beginning of the final school year, the parents, school and transition
project participants conplete a conprehensive transition plan delineating tine
l'ines and assigning responsibility for assuring income support, vocational and
residential placenment, leisure activity, transportation, nedi cine,

guardi anshi p, long-termcare, insurance, and maintenance of fanily

rel ati onships for the young adult.

Vocati onal Qccupational Rehabilitation in Special Education (VORSH
New York state (Ofice of Vocational Rehabilitation - Uica Ofice

Vocati onal QCccupational Rehabilitation in Special Education (VORSE) is a
denonstration project originally funded by EDRSA to facilitate the transition
of mentally retarded students fromhigh school into conpetitive enpl oynent.

It conbines VR, vocational education, and special education by putting a VR
counsel or in each of the BOCES (special multi-county school districts) to
devel op a vocational plan for each child in special education. They begin

pl anni ng by age 16 and nmake the Individual Witten Rehabilitation Plan (1WRP)
alink to the Individualized Educati on Program (1 EP). Another i nportant
conponent is the summer job experience nmade possi bl e through CETA (now Job
Training Partnership Act). During the sumrer of 1981, 339 disabl ed yout hs
were enpl oyed, and 156 of these received on-the-job training through "job
coach" instructions. As of Cctober 1, 1983, VORSE is fully funded by O/R as a
normal conponent of the Wica office.

VORSE is able to habilitate and place these clients at a cost of $1,200 per
job placenent, while traditional VR placenents are costing $2, 000 each.
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Madi son, Wsconsin School District and
Vocati onal Education A ternatives

For the past three years, the Madi son, Wsconsin, school systemhas enployed a
transition teacher and several vocational teachers to facilitate the
transition of noderately and severely handi capped students fromthe Madi son
school systeminto nonsheltered work.

By the final year of school, nost students are at the training site
(potentially their post-school work site) on a full-time basis, often on a
paid basis. During this final year of school, the vocational teachers and
transition teacher work closely with Vocational Education A ternatives (VEA),
a new (1980) type of vocational habilitation/rehabilitation agency funded by
the County Unified Services Board which in turn receives state and Title XX
noney. VEA arranges or provides training, placenent, job supervision and
other support services at integrated community work sites. Al though the
school's legal responsibilities end when the student |eaves school in June,
the school s have been paying transition teacher salaries during the sumer so
they can work with VEA during the student's first few nonths out of school

Wile only one of the school's 53 severely handi capped 1971 - 1978 graduat es
went on to a nonshel tered workday environment, 35 of the 50 | eaving schoo

bet ween 1979 and 1983 have been placed in nonsheltered situations. This
turnaround has inportant cost inplications. As of January, 1983, it cost
$5,251 a year to maintain a Madi son School District graduate in a sheltered
environment, but only $1,681 ($2,203 if one corrects for the somewhat shorter
wor k- day) under the nonsheltered alternative.

Qptions in Coomunity Living
Madi son, Wsconsi n

ptions in Conmunity Living is an apartrent |iving and support program for
devel opnental |y di sabl ed adults wi shing independent or seni-independent
comunity living arrangenments. Since 1974, the programhas grown to serve 95
clients (77 with a primary or secondary MR diagnosis ranging frommild to
severe) in apartrments rented on the open narket and scattered throughout the
city. Options staff help the client find an apartnent, |ocate a roonmate,
nove in, learn to operate the appliances, etc., and then find or provide

what ever support services are deened necessary. This package varies

consi derably over tine and fromclient to client.

Wi le the costs per client also vary considerably, the average client cost is
$240 a nonth per person, paid by the county's Unified Services Board. A
client receiving $400 a nonth in SSI and $240 in Options services woul d be
costing only $640 a nonth in public nmoney, at a tine when small group hone

pl acements in Madi son are costing $750 to $800 a nonth (including SSI).
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