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PREFACE

This is the first of two volunes of the Final Report of BPA' s study of the
federal definition of devel opnental disabilities. This volume presents a summary
of study findings and a discussion of the issues and potential scenarios relevant
to potential inplenentation of the definition in California. The second vol ure,
the Technical Report, provides detailed descriptions of study nethodol ogy and of
the state agencies included in the case review, copies of instrunents used in
data collection, and detailed anal ysis of study data.

Special thanks go to all of the individuals who have contributed their tine,
expertise, and ideas to this study, including the staff of the Departments of
Devel opnent al Services, Health, Education, Rehabilitation, Social Services, Mental
Heal th, Al cohol and Drug Abuse, and Enpl oynent Devel opnent; consultants Dr. Hinor
Gol lay and Val ery Bradl ey, nenbers of the State Council on Devel oprental D sabili -
ties, and the many Review G oup nenbers and individual s who shed |ight on the
conpl ex issues involved in assessing the potential inpact of adopting the federal
definition of devel oprental disabilities in California.
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[. | NTRCDUCTI CN

The purpose of this report is to sumarize the findings of BPA's
study of the federal definition of devel opmental disabilities for the
California State Council on Developnental Disabilities and the California
Heal th and V¢l fare Agency. The purpose of the study was to estimate the
total nunber of individuals in the State of California who nmeet the federal
definition of devel opnental |y disabled set forth in P.L. 95-602, to esti-
mate the total nunber of those who are currently receiving services from
various state agencies, to identify gaps in services currently avail abl e
to those meeting the definition, and to anal yze the potential inpacts on
the state service systemof adopting the federal definition in California.

BACKGROND

Services targeted to the devel opnental |y disabled (DD have their
roots in federal legislation adopted in 1963 and 1967, providing services
tothe mentally retarded. The Devel opnental D sabilities Services and
Facilities Construction Act of 1970 conpletely revanped this program by
diversifying the purposes of the program and by expandi ng the target
"popul ation. The 1970 Act (PL 94-103) defined "devel opnental disabilities
to include mental retardation, cerebral pal sy, epilepsy, as well as other
neurol ogi cal conditions. This act narked the begi nning of a nove toward

an enphasis on simlar service needs rather than clinical categories or
inmpai rments. Later legislation took this concept a step further by
including autismas a "devel opnental disability,"” and by including indi-
viduals with intellectual functioning, behavior, or service needs simlar
to the mentally retarded, resulting fromsone other neurol ogi cal condition.

Even with these changes, the definition continued to use a categorical
basis for defining "devel opnental disabilities" and was found to permt
varied interpretations, which nade it difficult to establish programpar a-
meters and set programpriorities. To some, the definition was interpreted



toinclude all individuals who fell into the four specified inpairment
categories, regardl ess of the degree of severity. To many, the definition
was interpreted as excluding all those who did not fall into the four cate-
gories. By 1978, there was concern that scarce resources were not being
focused on those nost in need of services and that many with [imtations
and service needs simlar to the DD popul ati on were not bei ng served.

This led to the new functional approach to defining the DD popul ati on set
forth in PL 95-602. This new federal definition enphasized the conplexity,
pervasi veness, and substantiality of the disabling conditions to be
addressed by the DD programby focusing on functional limtations rather
than specific clinical categories. The newdefinition, as contained in

PL 95-602, is:

The term"devel opnental disability" means a severe, chronic
disability of a person which:

A is attributable to a nental or physical inpairment
or conbi nation of mental and physical inpairments;

w

is manifested before the person attai ns age twenty-two;
C is likely to continue indefinitely;

D. results in substantial functional imtations in three
or nore of the followng areas of major life activity:..

sel f care,

recepti ve and expressive | anguage,

| ear ni ng,

mobi lity,

sel f-direction,

capacity for independent |iving, and
econom c¢ sel f-sufficiency; and

NoOA~WONE

E reflects the person's need for a conbination and sequence
of special, interdisciplinary, or generic care, treatnent,
or other services that are of lifelong or extended duration
and are individually planned and coor di nat ed.
At the federal level, the inplenentation of the new functional definition
of DD was i ntended:
e to focus scarce resources on that segment of the di sabl ed popu-
lation nmost in need of services (i.e., the severely disabl ed);
e to enphasize that the devel opnental |y di sabl ed have in comon a
need for an individually planned conbination and sequence of
speci al |y coordi nated services, which are of lifelong or extended

duration;



e to enphasize the need for special efforts to ensure that service
agenci es are responsi bl e to the uni que needs of the devel opren-
tally disabl ed, through: conprehensive planning, inproved
| everage on existing nonies, increased access to existing ser-
vices, interdisciplinary services in avariety of service
del i very nodes, advocacy to ensure the above, and coordination
of services at the delivery point to ensure that needs are net;
and

e to encourage access to services on the part of individuals with
conditions or disabilities other than the four listed in PL 94-103,
but who, neverthel ess, share the functional limtations and

servi ce needs of this group.

California, like all other states receiving federal DD pl anni ng noni es,
has been required to adopt the new federal functional definition of devel -
opnental disability inits planning activities. The state, however, has
far nore discretion in deciding howto respond to the federal definition
in shaping its ownstate-supported DD service system This service system
consists of service provided or admnistered by a wide variety of state
agencies including the Departnents of Rehabilitation, Social Services,
Educati on, Enpl oyment Devel opnent, Mental Health, and Heal th Servi ces.

That portion of the services specifically targeted towards the devel opnen-
tally disabled, admnistered by the Departnent of Devel opnental Services
(CD5) withinthe California Health and Vel fare Agency, currently offers:

e institutional care to approxinmately 8,000 individuals in eight
state hospitals;

e case nanagerent services and purchase of other needed services

to both the institutionalized popul ati on and devel oprental | y
disabled individuals residing in their local communities through
21 Regional Centers located throughout the state; and

e continuing care services to individuals making the transition

frominstitutional settings to community living (in all but two

These concerns are cited in U S Departrment of Health and Hunan
Services, Special Report on the Inpact of the Change in the Definition
of Devel opmental Disabilities, Washington, D.C, May 1981.




catchnent areas, these services are provided by the Regi onal
Centers t hensel ves); and

« "habilitation" nonies set aside for the provision of pre-
vocational and vocational rehabilitation services to the

devel opnent al |y di sabl ed by the Departnent of Rehabilitation.

Qurrently, the definition of DD used for the state's own DD service system
targets services to individuals with a substantial handi cap who neet

one of the five qualifying conditions stated in previous federal DD defini-
tions (i.e., mental retardation, epilepsy, cerebral pal sy, autism and

ot her neurol ogical conditions resulting in sinlar service needs), and who
became disabled prior to age 18.

PURPCBE CF TH S STWDY

The current study is intended to provide the California State Legi s-
lature, the Health and Wl fare Agency, and the State Council on Devel op-
nental Disabilities with sufficient information: (1) to estimate the
extent and service needs of the DD popul ation identified by the federal
functional definition, and (2) to nake a deci sion about whether to adopt
the federal definition to establish eligibility for its own state-supported
DD service system The study has been broken down into several conponents,
whi ch are designed: (1) to establish an agreed-on conceptual approach to
followin operationalizing the federal functional definition of devel op-
nental disability for California;, (2) to estimate the preval ence of devel op-
nental disabilities anong California Sate residents; (3) to estimate the
present |evel of demand for and utilization of state-supported services by
devel opnental |y di sabl ed individuals, and to estimate the costs and funding
sources of these services; (4) to assess the extent to which the current
i nter-agency configuration of service delivery responsibilities for the
disabled is neeting or failing to neet the needs of California s devel op-
nental |y disabled residents; and (5) to analyze the inplications of this
information for policy decisions and alternative inplenentation strategies.



Study |ssues

The issues to be tackled by this study are highly complex and hi ghly
controversial. Wile the current study is intended nerely to provide
background information to support subsequent policy decisions about who
should be eligible for state-supported DD services and what the state-
supported DD service systemshould look |ike, it has been inpossible to
conpl etely avoid reference to these issues in devel oping data on the
state's DD popul ation and the inpact of adopting the federal functional
definition. It is our intent to present choices or point out the inpli-
cations of alternative scenarios, wherever possible, rather than to
advocate for one or another of the "alternative futures" for DD services
in Clifornia.

Research issues addressed during the conceptualization and i npl enen-
tation of the study design included the follow ng:

(1) How should the federal definition be "operationalized"?

That is, how should specific terns within the definition
such as "substantial” or "onset" be further defined in
order to determ ne whether these conditions are met by an
i ndividual or target group?

(2) 1s the operational definition of devel opnental disability
primarily a tool for planning services for the DD popul ati on,
or can it be expected to also serve as an eligibility deter-
mnation tool for actual service delivery; and

(3) What are the differences between preval ence estimates of
the extent of devel opnental disabilities anong California
residents, and service-denmand estinates based on act ual
utilization of state services, and how shoul d these dif-

ferent sets of estinmates influence. California s service

syst em r esponse?

Each of these issues is discussed briefly bel ow

perationalizing the Federal Definition

The federal definition of devel opmental disabilities has been subject
to much criticismby those who perceive the age cut-off and the requiremnent



of three substantial functional limtations to be arbitrary. There has
been much concern that the definition enconpasses too broad a popul ation
to be useful as a planning or eligibility tool. The overriding assunption
guiding this effort has been that the intent of the federal definition
is to describe a target popul ati on whi ch, because of the occurrence of
functional limtations during devel opnental and formative years, has a
di stinctive need for case managenment and support services that differs from
the need of those whose disabilities are |ess severe or have occurred |ater
in life. It has been argued that for some types of disabilities, age of
onset is relatively uninportant. For exanple, in the case of blindness,
the relative di sadvant ages of blindness during childhood may be of fset by
t he di sadvant ages of having to adjust to blindness later in life, and
that, in fact, the attitudinal barriers that nmust be overcome and the
need for services such as nobility training represent simlarities that
far outwei gh the differences between those with early onset and onset in
adul t hood. However, others suggest that |owered expectations, linited
opportunities for social devel opnent, barriers to community participation,
burden on the famly, that characterize those disabled early in life do,
in fact, set the devel opnental |y disabled apart fromother disabled groups.
QGher issues related to operationalizing the definition include:
* to what extent should the determination of specific
criteria be specified through standards in the definition
versus reliance on professional judgenent?
* how stringent should the definition be? Should it seek
to identify only those with the nost substantial limta-
tions or should it seek to identify the |argest target
group who may need an individualized "coordinated package
of services?

The first major conponent of the study sought to address these and ot her
related i ssues. The operational definition used in this study is included
as an appendix to Volume 11 of this study. A summary appears later in
this chapter.



Use of the (perational Definition

The interpretive framework set forth in the (perational Definition

of Devel opnental Dsability (Berkel ey P anning Associ ates, Cctober 1982),

di scusses the various possible situations in which the operati onal
definition can be applied: (1) to devel op popul ation estimates of the
preval ence of devel opmental disabilities within the California state popu-
lation as a whol e, using published data and avail abl e data tapes on
aggregat e popul ati on characteristics; (2) to determne the proportion

of state agency casel oads that neet the DD definition, through case

file reviews; and (3) to deternmine whether an individual seeking services
falls within the target DD popul ation, through the collection of new data
inan eligibility determnation procedure. Wile the interpretative
framework laid out in the oerational Definition offers a guideline for
each of the applications, we have found that the actual inplenentation

of the definition needs to be designed anew for each type of situation,
based on the availabl e data and the specific objectives. For exanple,

i n devel opi ng preval ence estimates, the descriptive data can represent
rough approxi mations of the definitional criteria,'because we are interested
i n popul ati on aggregates, rather than know ng whether a specific individual
neets the definition. In contrast, in using the definition for maki ng
eligibility determnations, the need for detailed docunentation expands,

as does the need to design a nunber of different instruments, each of
which is relevant to the data naintained by a particul ar agency, or the
particul ar measures of functioning relevant to a particular type of inpair-
nent or age group. The inplication of this phenonenon is that it appears
that no single instrunent can be devel oped to operationalize the DD defi -
nition for all the different subgroups within the DD population. In the
present study, we developed a different case file review instrunent for
each of the different state agencies for which case file reviews were
per f or ned.



Preval ence Estimates Versus Service Wilization Estinates

Inthe original RFP, the state requested a research design that
woul d utilize a cross-agency conparison of specific DD individual s
receiving state services to develop an unduplicated estimate of the
nunber of DDindividuals in the state and the current |evel of service
utilization within the state's DD popul ati on. However, the proposed
case file reviewdid not suffice to obtain these estinates because
it proved infeasible to collect data fromevery agency and program
that serves individuals who may rmeet the DD definition (due to |ack of
avail abil e and sufficient data, and the sheer nunber of different pro-
grans) , and because cross-agency tracking of individuls using case iden-
tifiers proves cunbersone in terns of coordination, confidentiality issues
and tine burden on the agencies involved. Therefore, case file review
data were suppl enented wi th popul ati on preval ence estinmates, based on
existing popul ation statistics for a sense of the total potential denand
for DD services. It rapidy became apparent that these preval ence estinates
are far larger than agency estinates of the nunber of devel oprentally dis-
abl ed currently receiving services. |If taken seriously as an indication
of the potential denand for state-funded DD services, these estimates woul d
suggest the possibility of up to a four-fold increase in the service demand.

These statistics make it clear that the actual denand for services
at any given time falls far short of the total nunber of functionally
limted individuals in the state and leads to the suppositions: (1) that
i ndividual s are being served by famly, church, and other sources that
are keeping themout of the public service system and (2) that the denand
for services waxes and wanes for a given individual over tinme, leading to
a snaller proportion of the total popul ation receiving services at any one
time. V& do not anticipate that the popul ation estimates represent a
latent denmand that coul d be awakened by the inplementation of the federal
functional definition. Rather, these estinates nmust be anal yzed in the
context of utilization data, to be useful as a planning tool.

Primarily data fromthe 1976 Survey on Incone and Education (S E)
for California collected by the Bureau of the Census.



DESCRI PTI ON CF STUWDY COMPONENTS

The work perforned as part of this study has been organized into four
conponents: 1) a study design phase; 2) the devel opnent of estimates on the
preval ence of developnental disabilities anong California residents; 3) the
devel oprent of estinates of the frequency with which DD individuals utilize
a nunber of different state agency prograns; and 4) an assessnent of unnet
servi ce needs anong di fferent subgroups within the DD popul ati on.

Study Design

The study design phase consisted of three mai n conponents:
« the devel opnent of an operational definition;?

« the design of case file review instrunents'? and

* the devel opment of a needs assessnent approach to

followin assessing unmet needs.®

The first of these, developing an operational definition for use in the
study, was a critical step on which the rest of the design was built.

The operational definition devel oped was designed to provide sufficient
clarification of parameters in the definition to allow for devel opi ng case
review instrunents for determning retrospectively the preparation of
agenci es' casel oads neeting the definition. The operationalization for
this purpose was necessarily different than woul d be required for deter-
mning eligibility of individuals through current assessnent because of
the data availability and level of data specifically decreases significantly
using retrospective case file data. The case file reviewprocess relied
to some extent on proxies or influences that could be made fromexisting
data. In contrast, use of the definition during eligibility reviewre-

qui res specification of the specific neasures that would be used in col -
lecting client data, conplicated by the follow ng factors:

Y'ncl uded as Appendi x Ain Volune |1, Technical Report.
%I ncl uded as Appendi x Hin Volunme |1, Technical Report.

3 ncl uded as Appendi x J in Volune |1, Technical Report.



e the need to apply different standards in defining substantial
functional linmtations for different age groups;

e the need to utilize different assessnent procedures and tests
for individuals with different types of inpairnments;

e the need to bal ance the desire for consistency of application
of the operational definition across geographic service sites
and across different inpairnment types with the desire to permt
both individual site flexibility and professional discretion.

The operational definition used in this report is a study franmework
describing the different conponents of the definition of devel oprent al
disability set forth in PL 95-602. This framework includes a brief state-
nent of each of the definitional criteria (all of which must be satisfied
for an individual to nmeet the federal DD definition), followed by guide-
lines to be used in interpreting each criterion and in determ ning whet her
it has been satisfied. The sane guidelines are appropriate for each of
the different types of applications of the operational definition, though
the procedures for testing whether each criterion has been satisfied wll
vary fromapplication to application, depending on the availability of
data, as described earlier.

This work built on previous work conducted by Hinor Gollay, Ph.D.,
and Morgan Managerment Systens, and incorporated comments received on the
draft by a variety of sources including the National Association of Devel -
opmental Disabilities Councils. BPA's revision of the operational defi-
nition for use in California was presented to menbers of the Sate GCouncil
and the Project Review Goup along with a list of issues for their con-
sideration as a vehicle for focusing discussion and comments. The nost
not abl e nodi fi cations i ncl uded:

e a change in the order in which the criteria are presented

to reflect a nore |ogical sequence;

e abroader interpretation of the age at onset criterion in

whi ch retrospective determination in the case of severely
di sabl ed adults requires the disability to have "manifested"

B inor CGollay, Qperational Definition of Devel opnental D sabilities,
ol lay & Associ ates (June 1981).




itself (begun to limt functioning) prior to age 22 but
not necessarily to have reached a "substantial" degree
of limtation prior to age 22;

e an age-specific application of the substantial limtation
criterion which reflects the different degree of rel evance
of each of the functional areas to different age groups
(based, in large part, on a simlar approach in the draft
Gol | ay docunent), requiring only one of four limtations
for the under-5 age group and two of five limtations for
the 5-21 age group;

e a consideration of the hypothetical functional limtations
the individual would have had wi thout the support of any
services that are currently bei ng provided;

e an interpretation of the age-at-onset criterion to include
mani festation of inpairment with sone functional limta-
tion prior to age 22 without requiring functional limta-
tions to have been substantial prior to age 22;

e the selection of 2.0 standard deviations and 2.5 standard
deviations fromthe normas alternate indicators of age-

i nappropriate functioning, rather than the three standard
deviations proposed in the Gllay operational definition.

(In fact, few standardi zed measures of functional limtations
exist or are used consistently. For the purposes of case
file review, "needs assistance" was a useful rule of thunb
for substantiality in some of the functional areas.)

These aspects of the operationalized definition played an inportant
role in the subsequent design of case file review instruments, in the

training of the case reviewers. Instruments devel oped to coll ect case
review data were pretested in the appropriate agency by doubl e revi ew
of 5-10 cases by two reviewers. Inconsistencies in coding or recording

of case infornati on were di scussed and resol ved and, in sone cases, the
instruments thensel ves were revised. The review of Regional Center
cases, which involved a high degree of reviewer judgnent to determne
age-appropri ateness of functional data, were reviewed by the sane study
teamin all four sites to ensure consistency across subsanpl es.



The Devel opnent of Preval ence Estimates

The prinmary data source used to devel op preval ence estinates has been
the California survey responses to the 1976 Survey of |ncone and Education
(SIE), conducted by the U S. Bureau of the Census. The availability of
actual SIE data tapes for California has enabled this study to go beyond
several previous efforts 1) because the data on DD preval ence are based on
actual California responses, rather than applying national | y-derived popu-
lation estimates to general California popul ation statistics, and 2) because
the availability of the actual tapes has made it possible to conpare the
i npact of several alternate specifications of the DD definition. The
description of prelimnary findings fromthis study conponent in the next
chapter addresses the follow ng study issues:

 the preval ence of devel opnentally disabled in California

as estinated using S E data;

e characteristics of the devel opnentally disabled in California

as described by SIE data; and

 a conparison of devel opnental |y di sabl ed, other severely dis-

abl ed, and ot her di sabl ed.

The Devel opment of Estimates of Service Wilization

After a careful review of the progranms admnistered by eight different
state agencies —the Departnent of Social Services, the Departnment of
Mental Health, the Departnent of Education, the Departnent of Devel opnental
Services, the Department of Rehabilitation, the Department of Health Ser-
vices, the Department of A cohol and Drug Abuse, and the Enpl oynent Devel op-
nment Departnment —a group of prograns was selected to be included in a
case file review process used to estinmate the extent of DD representation
in existing agency casel oads. The prograns were selected for case review
on the basis of the sufficiency and availability of data and the Iikelihood
that sorme nunber of the cases reviewed woul d be DD.

Five prograns offered sufficient data to nake reasonabl e deterninations
of DD status anong a popul ation sufficiently likely to include DD individ-
ual s. Those selected for case file review included Special Education



(Department of Education); California Children's Services (Department of
Heal th); Regional Centers (Department of Devel opnental Services); In-Home
Supportive Services (Departnent of Social Services); and Rehabilitation
Services (Departnment of Rehabilitation).

The findings included in this InterimReport consist of the prelimnary
results froma univariate analysis of the information on 566 individuals
whose case files were randony selected for review

Questions addressed by this conponent include:

« WWat proportion of all service recipients in these five

progranms neet the federal definition of devel opnenta
disability?

« \Wat are the characteristics of the DD popul ations being

served in these programs?

Addi tional bivariate analyses performed on the service demand data
before the subm ssion of the Final Report will include a look at the range
of services received by devel opnental |y disabled individuals enrolled in
state agency casel oads, and will attenpt to estimate the costs of these
services relative to other client groups

An Assessnent of Service Needs and Service Gaps

The RFP expressed a hope that it would be possible to infer or devel op
an assessment of service needs frominformation in case files on service
needs and gaps or fromdetailed information on the functional limtations
of a particular individual. Unfortunately, little data on assessed needs,
service utilization across agencies, and service gaps was available in
case files, which would support the devel opment of an individually derived
servi ce needs nodel. A deductive service needs nodel (inferring service
needs froma description of functional limtations) is also not possible,
since an individual's service needs at a given tine are influenced not
only by the existence of a particular functional limtation but also by
the individual's living situation, service history, prognosis, ability
of parents, friends, or relatives to assist in the provision of services,
and the range of existing services available in the community.

Thus, the approach selected for assessing service needs anong differ-
ent subgroups of devel opnental |y disabled depends on interviews with key



informed observers representing service programadmnistrators, |ine
service workers and casework supervisors, as well as advocacy groups
and consuner representatives.

The follow ng chapters provide a summary of the findings of each of
these study conponents. The final chapter offers alternative scenarios
for inplementation of the definition through the state service system
Additional detail on study methodol ogy, preval ence estimtes, and case
review findings can be found in the, Technical Report, Volune Il of this
Final Report.



1. ESTINATES CF THE S ZE AND CHARACTER STI CS
CF THE DP PCPULATI ON I N CALI FORN A

The data presented here are estinmates, and thus are reported to the
nearest thousand and, where applicable, confidence intervals (at the 95%
confidence level) are given. Al figures are derived fromthe 1976 Survey
of Incone and Education conducted by the Bureau of the Census, unless other-
wi se specified. The follow ng pages present a summary of two different kinds
of data, estimates of the preval ence of devel opnental disabilities, and des-
criptive information about the characteristics of the DD popul ati on.

ESTI MATES OF THE PREVALENCE CF DEVELCPMENTAL DI SABI LI TI ES

The SIE data indicate that approximately a quarter mllion individuals
(245,000 + 67,000) in California neet the federal definition of devel op-
mental disability. This represents just over 1% (1.17 £ .3) of the al nost
21 mllion people in the state at the tine of the survey. An additional
25 mllion (2,485,000 + 202,000) are disabled (limted in a major life
activity due to alimting health condition), but not DD. Thus, according
to these figures, the devel opnental |y disabl ed represent approxinately 9%
of the total disabled population in the state. These figures differ slightly.
fromthe national SIE estinates in which the DD represent approxi mately
1.22%of the general poul ation, but only 8. 6%of the disabled.

For the purposes of this analysis, we have defined the severely dis-
abled as those who frequently need help in at least one functional area or
occasionally need help in at least two areas. Using this definition, about
28% of the disabled are severely disabled, representing an estinated three-
quarters of amllion (775 000 £ 115,000) people, or just under 4% (3. 7%+
.5%of the state population. Thus, the devel opnental |y di sabl ed represent
about 30% of the severely disabled population. Figures 1-3 illustrate the
rel ati onshi ps of these subpopul ations.

National figures are fromGllay, Estinates of the Sze and Character-
istics of the DD Population in the U S., June 1981.




Figure 1 .
Estimated Prevalence of DD Among Total Population

Age of Onset - — S
- .

DD _1.17% | Severely Disabled 3.7%

Disabled 13% i

Total Population (21 million)

Severity of Limitation




. Figure 2
Estimated Prevalence of DD Among the Disabled
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Table 1 illustrates the preval ence of devel opmental disabilities
anong different disability or inpairnent groups. Note that 100%of the
mentally retarded are counted as devel oprmental ly disabled. It is assuned
that the SIE estinate may tend to undercount the mentally retarded, partly
due to the stigma attached to the label (disabilities are self- or famly-
reported) and partly to the fact that the SIE does not include institutions,
nursi ng hormes, or group hones. Thus, all reported as nental ly retarded
are counted in the DD estinmate. This should not be interpreted to
inply that all retarded persons, in fact, neet the federal definition.
Note also the high proportion of speech inpaired that are DD. The SIE
did not count all individuals with speech inpairments, only those with a
condition limting a major life activity. Thus speech inpairnents, which
are less likely than other conditions to limt amjor life activity, are
probably generally reported for individuals who al so have anot her, nore
di sabl i ng condi ti on.

Perhaps the nost interesting observations about the preval ence of
devel oprrental disabilities among specific disability groups as estinated
by the SIE are the relatively high proportion of the enotionally disturbed
considered to be DD (44% and the relatively small proportion of devel op-
mental |y di sabl ed anong the physical disabilities (2-10%. It is also
interesting to note that, although the proportion of physically disabled
who are DD is |ow, the nunber of physically disabled is so large that it
still nmakes up the largest disability group within the DD popul ati on.

CHARACTER STI CGS CGF THE DD PCPULATI ON

Age

As shown in Table 2, the largest group of devel opnental |y di sabl ed
is the 6-17 age group representing approxi nately 46% of the popul ati on.
This may be partly due to the fact that the age of onset criterion can be
nore clearly determned for this age group than for the ol der popul ati on.
However, this is also consistent with the definition's focus on functional
limtations, such that adults who have overcone their disabilities suffi-
ciently to work woul d not be considered devel opnental |y di sabl ed even if
they had a disabling condition that mght have qualified themat a younger
age. This is somewhat different fromthe "once DD, always DD' phil osophy
that has been previously coomon in the DD system



Table 1

Prevalence of DD Among Disability Groups

Total Number With

Number of DD With

Limiting Health Condition |Impairments Impairments Percent
Mentally Retarded 70 70 100%
Emotionally Disturbed 77 } 34 44
Visually Impaired/Blind 153 23 15
Deaf 35 11 31
Orthopedic 257 26 10
Nervous Disorder 159 16 10
Respiratory 301 23 8
Hard of Hearing 117 12 i0
Speech Impaired 44 30 68
Heart Trouble 488 30 6
Arthritis/Rheumatism 474 21 ) 4
Back or Spine 552 11 2
Stomach Trouble 133 4 3
Other 775 26 3
Total Number of
Impairments 3,634 337 9.3%
Total Number of

| Individuals 23730 245 9.0%
Average Number of
Impairments 1.3 1.4




Table 2

Age Distribution Across Subpopulations

DD - Severely Total Total

Disabled Disabled Disabled Population
Infant (0-2)% . - - 45
Preschool (3-5) 4% © 4% - 1% 5

, : \

School Age (6-17) 46 31 11 21
Adult (18-64) 32 43 62 ' 61
Elderly (65+) ' 17 21 26 9
Total 99%b 99% 100% 100%

aDisability data was not collected on this age group.

bTotal is less than 100% due to rounding error.

Source: Survey of Income and Education, Bureau of the Census, 1976 (Cali-
fornia data).



In conparing the total disabled to the general popul ation, one finds
a disproportionately |arge nunber of disabled among the elderly, reflect-
ing the many disabilities associated with aging. However, when | ooking
at the nore severely disabled, the distribution shifts to the younger age
groups reflecting a higher proportion of those severe disabilities that
occur in higher proportions in the younger age groups (e.g., nentally
retarded, deaf).

Sex

As shown in Tabl e 3 bel ow, devel opnental disabilities appear to be
relatively evenly distributed across nales and females with a slightly
hi gher proportion of nales than found in other subpopulations or in the

total popul ati on.

Table 3

Comparison of Sex Distribution Across Subpopulations

Total All Severely

Population | Disabled Disabled Db -
% Male 48.7% 47.1% 47.1% 50.7%
% Female 51.3% 52,9% 52.9% 49.3%

Wien vi ewed across age groups, however, the difference is nore apparent.
Wthin the DD popul ation, nales account for 64%of the 18-64 age group;
while 95%of the relatively snall group of DD elderly are female. Wile
it is true that fermales predomnate- in the ol der group of the general
popul ation, Table 4 shows that anmong the total popul ation this effect

i s nuch |ess pronounced than anmong the DD.



Table 4
Sex Distribution by Age Group

Total Population DD
Male Female Male Female
3-5 ' 489 472 7 ' 4
(51%) (49%) (68%) i (32%)
1
6-17 : 2,257 2,167 64 i .48
(51%) {(49%) (37%) {43%)
18-64 6,278 6,468 .50 29
(49%) (51%) (64%)* (36%)
65+ 822 1,167 2 41
(41%) (59%) (3%)* (95%)

*
Difference between males and females is significant at the .05 level.

Source: Survey of Income and Education, Bureau of the Census, 1976
(California data).



Ethnicity

Gven that the largest ethnic response category anong all subpopul a-
tions was "other," little can be said about the ethnicity of the DD popu-
lation. It is not known why so rmany respondents were categorized as "other,"
nor is any breakdown of the specific responses included in this category
available. If one assumes the sane response bias among the DD as the non-
DD, Table 5 suggests that bl acks are sonmewhat nore likely to be DD than
other groups. Wiile the national Sl E data suggest that bl acks are nore
likely to be reported nentally retarded or DD physically inpaired, and Native
Anericans are nore likely to be reported as nentally retarded or DD sen-
sory inpaired (than the popul ation as a whole), these data are subject to
the same cautions regarding high response in the "other" category.

Educati onal Level

The SIE includes a nunber of data itens related to educational status.
The nost sinple and straightforward of these is "highest grade attended. ™"
As shown in Table 6, the DD are nore likely than other subpopul ati ons
or the total population to have had no education. They are correspondi ngly
less likely to have finished high school or continued on to college than

are the other groups.

Functional Limtations

The functional areas in which the highest proportion of devel opnen-
tally disabled are limted are economc sel f-sufficiency (94%, |earning
(78%, capacity for independent living (70%, and |anguage (64% . Table
7 illustrates the preval ence of functional |limtations across different
age groups within the DD population. In addition to the high preval ence
of limted economc self-sufficiency across all age groups, DD preschool ers
show a hi gh preval ence of learning and mobility limtations, DD school
children show a hi gh preval ence of learning and |anguage |imtations, DD
adul ts show a hi gh preval ence of |anguage and self-direction limtations,
and the DD elderly are all limted in capacity for independent living and nmobility.

ol lay, Estinmates of the Sze and Characteristics of the DD Popu-
[ation inthe US., June 1981.




Table 5
Comparison of Ethnic Distribution Across Subpopulations
(In Thousands)

Frequency: ' All : | Total
Row Percent: _ . Severely | All Popula-
' DD Disabled | Disabled | tion
White 46 171 670 4,557
1.0% 3.8% 14.7% !
Black : 32 92 296 1,535
: ) 2.1% 6.0% 19.3%
Hispanice 30 85 318 3,348
' : 0.9% 2.5% 9.5%
Asian/Pacific 6 19 . 48 - 787
0.8% 2.4% 6.1%
Native American 2 17 31 109
<0.1% 15.6% 28.4%
Other ' 129 383 1,337 10,519
1.2% 3.6% 12.7%
Unknown | -- 7 30 134
-- 5.2% 22.4%
Total 245 774 2,730 20,987
1.17% 3.69% 13.01% | 100.0%

Source; Survey of Income and Education, Bureau of the Census, 1976
(California data).




Table ¢
Comparison of Highest Grade Attended Across Subpopulations
(In Thousands)

Frequency: All Total
Severely | All Popula-

Column Percent: DD Disabled | Disabled { tion
Children Under 14 | f.- 60 162 217 4,703

i

26.8% 20.9% 8.0% 22.4%
None 40 39 69 143
16.4% 5.1% 2.5% 0.7%
Some Elementary 13 45 156 444
5.5% 5.9% 5.7% 2.1%
Finished Elementary 9 24 86 335
3.8% 3.2% 3.2% 1.6%
Junior High 36 118 474 1,802
. 14.8% 14.9% 17.4% 8.6%
Some High School 41 126 404 1 - 2,152
16.9% | 16.2% | 14.8% | 10.3%
Finished High School 23 144 709 4,786
9.3% 18.7% 26.0% 22.8%
Some College -8 R 398 3,891
_ 3.2% 9.5% 14.6% 18.5%
Finished College 8 44 216 2,737
- 3.3% - 5.7% 7.9% 13.0%
Total 245 774 2,730 20,087
1.17% 3.69% 13.0% 100.0%

Source: Survey of Income and Education, Bureau of the Census, 1976
(California data). C




.Table 7
Activity Limitation by Age -- DD Persons Only
{In Thousands) ’

65 and

o 3-5 N 6-17 18-64 - Over
Activity Limitation Years Years Years Years TOTAL
Self-Care ) -
$ Individuals : 2 23 24 2 78
% Perzons in Age Growp 17.3% | 20.7% 36.8% 61.9% 31.0%
Languapge _
¥ Individuals [ 97 57 6 . 165
% Persons in Age Group | 51.1% 86.3% 72.2% 13.4% 67.4%
learning . . |
¥ Individuals 9 110 68 3 191
% Persons in Age Group 82,.7% 98.3% 86.3% 7.1% 77.8%
Mobility
# Individuals ] 9 9 18 43 79
% Persons in Age Group 84.9% 7.8% 22.6% 100.0% 32.1%
Self-Direction
# Individuals 4 33 62 3 102
% Persons in Age Group 36.0% 29.0% 79.1% 7.1% 41.7%
Capacity for Independent Living )
# Individuals 6 47 76 43 171
% Persons in Age Group 53.2% 41.7% 95,.8% 100.0% 69.8%
Economic Self-Sufficiency
# Individuals 11 112 72 35 231
% Persons in Age Croup 100.0% 100.0% 91.8% 81.8% 54.2%
Total Limitations : 47 431 377 159 1018
Total Individuals 11 112 79 43 245
Average # Limivations . 4.5 3.8 4.8 3.7 4.1

Source: Survey of Inct}me and Education, Bureau of the Census, 1976 (California data).



[11. U LI ZATI ON ESTI NATES

O the initial eight agencies considered for inclusion in the case
review, three were elimnated because of difficulties experienced in
obtaining sufficient data to determne DD status. These were:

e Enpl oynent Devel opnent Departnent;

e Departnent of A cohol and Drug Abuse; and

e Departnent of Mental Health.

The Enpl oynent Devel oprment Departnent estinmates that just over 3%
of their 1.8 nillion applicants in FY 1982 were di sabl ed, or approxi nmately
60, 000 individuals. The proportion of these who are devel opnental ly di s-
abl ed is unknown. However, it is reasonable to assune that the proportion
who are DD woul d be somewhat |ess than the 9% suggested by the SIE data,
since the devel opmental |y disabl ed, nost of whomare linmted in economc
self-sufficiency, are probably less likely than other disabled to be
seeki ng enpl oynent .

The Department of A cohol and Drug Abuse estimates that about 1,900
individual s 22 years of age or under will enter residential or prison drug
prograns during FY 1983. An estimated 1,000 youths of age 22 or under
enter residential al cohol prograns each year. |In addition, some propor-
tion of the 6,500 adult entrants into residential prograns nmay have had
onset prior to age 22, and sone of the estimated 120,000 youths and adults
who will enter detoxification or outpatient facilities may nmeet the defi -
nition. Wile the nunber is difficult to estimate, probably 2-5% of
al cohol and drug abuse clients woul d neet the new definition.

The Departrent of Mental Health data suggest that approxi nately
16, 500 yout hs under age 22 receive 24-hour care or partial day-care through
state hospitals and coomunity nental health services. Wile this may in-
cl ude sone individuals wth unknown chronicity and some doubl e-counti ng
of individuals who use both the state hospitals and community nental health

These figures represent admissions during the year, thus excl udi ng
longer termclients but doubl e-counting individuals who are adnitted nore

t han once.



services, it probably still represents a conservative estinmate since it
does not include any adults who may have had early onset.

The renai ning five agencies fromwhi ch specific prograns were sel ected
for case review incl uded:

e Departnent of Health Services, Califonria Children Servcies;

e Departnent of Social Services, |In-Honme Supportive Services;

e Departnent of Rehabilitation, Vocational Rehabilitation Services;

e Departnent of Devel opnental Services, Regional Centers; and

o Departnent of Education, Special Education Services.

The nature of the client data available varied trenendously anong
prograns sel ected for case review This necessitated devel opnent of a
different review instrunent for each agency reviewed. Sanpling procedures
al so varied across agencies. It is especially inportant to reviewthe
case review data in the context of the characteristics of each sanpl e and
the casel oad fromwhich it was selected. Table 8 offers a summary of the
nmaj or differences between sanples for reference in review ng the findings.

CALI FORN A CH LDREN SERM GES

Description of GCS Sanpl e

Arong the clients in our case file review sanpl e, over one-quarter
(26-30% fall within the federal DD definition, an increase of 11 to 14
percentage points inrelation to the proportion (15-16% of clients neet-
ing the current state DD definition. As shown in Table 9, over half (53%
of this sanple are between the ages of 6 and 17, and over one-fourth (26%
are under age 6. This is consistent with the age distribution of the agency
casel oad. Mal es outnunber feral es by 56%to 42% Race is unknown for a
fairly large proportion (20% . Wiites account for alnmost two-fifths (39%
of the group, and H spanics just over one-fifth. No one in the sanple is
known to receive SSI, and in fact, for alnost four-fifths (78%, SSI status
is unknown. This is as mght be expected, since nost individuals would not

receive SS until after age 18.

The hi gher percentage includes those judged "likely" to neet the
federal DD definition.



Table 8

Characteristics of Case Review Samples

% of Population. | Groups Agency % of Estimated
mm%ﬁwm Age of | Served by Excluded Caseload | Agency Number of DD
Agency Program |DD Sample | Agency From Sample Size Caseload DD¥ | Individuals®
Cces 26-30% |0-21 Physically 34cc 54,000 45% £ 10% 25,000 *
disabled (22% of caseload) 5,300
THSS 33-36% 60 All dis- Age 60+ 93,000 8% £ 5% 7,700 %
abilities, (77% of caseload) 4,600
all ages
Regional 88-92% | A1l 01d DD At-risk infants, 63,000 92% t 4% 58,000 *
Centers ) . ages cases open longer of recept 2,500
than two years intakes
Special 14-45% [0-21 All dis- pIs? (32% of case-| 358,000 |48% * 14% 171,000 =
Education abilities load e 50,000
SCC and NPS® (31%
of caseload
Vocational 14-25% |Adults |All dis- Severe MR + other Nm»woom 27% * 9% 8,000 *
Rehabilitation abilities groups assumed DD 2,600
(7.4% of caseload)

mccvmu percentage includes those judged "likely' to be DD ('liberal™ estimate),

b

“prevalence of non-DD among total caseload mdy be a little higher, but since the expecta

Medical Therapy Unit participants are assumed to be DP:

they wouldbe "grandfathered in," percentage of recent intakes is a more useful estimate,

d

Designated Instruction and Services Program - assumed to be non-DD,

mmwmnwmu classes and centers and nonpublic schools - assumed to be DD.

f

Total number of cases closed in status 26 or 28 over last two years,

wwmmma on "liberal™ estimate; range represents 95% confidence interval.

tion is that




As shown in Table 10, physical disabilities are by far the nost
frequent among the GCS clients, occurring in 87%of the cases. The next
nost frequent in incidence, at only 15% occurs for sensory inpairnents.
Cf those eligible under the old definition, cerebral palsy shows the
greatest incidence (99 .

dients who meet the federal DD definition are nmost frequently physi -
cally disabled (75% and/or multiply disabled (50%. Asignificant ninority
of these DD individual s have sensory inpairnments (23%, are nentally re-
tarded (23%, and/or have neurol ogi cal inpairnents (17% as a second di s-
ability. The devel opnentally disabled in the sanple are nore likely than
other CCS clients to be nentally retarded or |earning disabled, and multiply
di sabl ed.

Preval ence of DD in the GCS Casel oad

As nentioned above, an estimated 26%to 30% of the cases sanpl ed reet
the DD definition. However, this sanple only includes non- MU parti ci pants,
about 54,000. Thus, roughly 12,000 individuals were counted as DD from
the outset. |f 30%of the remaining 42,000 children are DD, then this
nmeans an estinated additional 12,600 individuals are defined as DD. The
total estinmated population of DD clients is then about 25,000, for a
preval ence among CCS clients of roughly 45%

The nunber of individuals served by CCS who nmeet the current (old) state
definition of DD is unknown. However, it has been suggested that a reason-
abl e proxy is the nunber of individuals with cerebral palsy (and rel ated
di agnoses) as the prinmary disabling condition. Wile it may be true that
ot hers woul d meet the categorical definition al so, since they are identi -
fied by primary orthopedic inpairnent, it is inpossible to deternine how
many that mght be. OCS staff estinate the nunber potentially excluded by
use of this proxy to be very small. Thus, we mght estinate that 9, 000,
or 12%of the OCS casel oad neet the "ol d" definition in contrast to 45%

who are estinmated to neet the federal definition.

The higher figure includes "likely" DD.



Table 9

California Children's Services

Demographic Characteristics of Sample

{N=100)
Percent Percent
Age 851 Status
0-2 12% Not receiving 22%
3-5 14 Unknown 78
6-17 53
: Total - 100%
18-21 19
22-23 2
Eligible Under 01d
Total 100% . Definition®:
MR 7%
Sex .
— cp 9
Male 56% )
. Epilepsy 3
Femnale 42 .
CP and Epilepsy 1
Unknown 2 .
Autism 0
Total 100% Developmentally Delayed 1
Not Categorically eligible 89
Race 4
White 39%
Black 16 percents total more than 100% because of multiple
Hispanic 21 disabilities,
Other 4
Inknown 20
Total 100% _ :




Table 10

" California Children's Services

Disabilitv Tvnea

Total CCS Sample

DD Cases in CCS

(N=95) Sample (N=30}
Nisability Tvpe n (%) n {%)
Mental retardation T 7% 7 (23%)*
Emotional disability 2 (2%) 1 (2%)
Sensory impairment 18 (lﬁ%) 7 ‘_(23%)
Physical disability 83 (87%) 29 (97%)
Neurclogical impairment 8 (8%) 5 (17%)
Learning disability 4 (4% 4 (13%)*
Multiply disabled 18 (19%) 15 (50%)*

aPercentages total more than 100 because of multiple disabilities.

*
Disability categories in which the DD subset of 2ll clients is signifi-
cantly different from the non-DD subset at the .05 confldence level.




Service Wilization

The DD clients in the case review sanpl e used nore services on the
average than did non-DD clients. The nost dramatic difference was in the
use of nedication and treatnment services where 75%of the DD were receiving
the service conpared to 25% of the non-DD.

I N-HOME SUPPCRTI VE SERM CGES

Description of IHSS Sanpl e

Based on our case file review sanple, the adoption of the federal DD
definition woul d appear to increase the proportion of IHSS clients defined
as devel opnental |y disabled from13%to 33-36% As shown in Table 11,
al nost 95%of the IHSS sanple fall within the "adult" years of 22-64, and
almost two-thirds (65% are fenale. Approxinately half (46% are white,
with bl acks and H spani cs accounting for about one-fifth additional each.
Over four-fifths (81% of the IHSS sanple receive SSI. As with the CCS
sanpl e, physical disabilities exhibit the nost frequent incidence anmong
IHSS clients in our sanple (83%, with enotional disabilities next nost
frequent at 17% (Table 12).

& those eligible under the old definition, nmentally retarded are the
largest group, with 13%of the sanple; epileptics are the next |argest
group, with 8%of the sanple. The subset of the IHSS sanpl e who neet the
federal DD definition are nost frequently physically disabled (72% and
nental ly retarded (37%. |In contrast to the total |HSS casel oad sanpl e,
the DDrecipients of IHSS services are nore likely to be nental |y retarded
or neurologically inpaired and less likely to be physically disabl ed.

Preval ence of DD in the | HSS Casel oad

As nentioned above, an estinmated 33%to 36%of the cases sanpl ed reet

the DD definition. I—b\gever, this sanpl e does not include the 60+ age group
whi ch accounts for 77% of the total casel oad. Thus, 36%of the 23% (under

The hi gher percentage includes those judged "likely" to meet the DD
definition.

2 . .
State survey of IHSS recipients, April 1980.



Table 11.

In-lHome Support Services

Demographic Characteristics of Sample

{(N=100)
Percent Percent
Age S$81 Status
6-17 4% Receiving 81%
18-21 2 Not receiving ’ 11
22-64 94 Pending 2
65+ ) 2 Unknown 6
Tetal 100% Total 100%
Sex Eligible Under O1d
Male R 34% Definition®
woamum_ 65 MR 138
Unknown 1 cp 3
Total 100% Epilepsy 8
Race: Autism 0
White ;.Amw Developmentally delayed - 0
Black 21 Not categorically eligible 78
Hispanic 18 a :
Other 7 Percents total more- than 100% due to multiple
disabilities,
Unknown 8
Total 100%




" Table 12

- In-Home Supportive Services

Disability Type

Total IHSS Sample DD Cases in IHSS
Sample (N=35)
Disability Type n (%) n (%)
Mental retardation 13 (14%) 13 (37%) *
Emotional‘disability 15 (16%) 4 (11%)
Sensory impairment 7 (8%) -2 ©(6%)
Physical disability 79 (85%) ) 26 (72%)*
Neuroleogical impairment 11 (12%) 3 (25%)
Learning disability 0 (0%) 0 (0%) *
Multiple disabled 25 (27%) 12 (33%)

aPercentages total more than 100 because of multiple disabilities.

Dlsablllty categories in which the DD subset of all clients is 51gn1£1cant1y
different from the non-DD subset at the 95% confidence level.



60) of the total caseload is DD (8%, or roughly 7,700 clients, the majority
of whomare assuned to be in the under-60 popul ati on.

Service Wilization and Service Costs for IHSS dients

| HSS service utilization estimates based on a 1980 survey of 1,200
reci pients conducted by the Department of Social Services indicate that
by far the nost frequently used services are domestic and rel ated services
foll oned by personal care. Transportation (prinarily for medi cal appoint-
ments) is also a heavily used services. Protective supervision has the
hi ghest average nunber of hours per recipient, followed by personal care.
Approximately $270 nillion annually is spent on I HSS services to
about 93,000 recipients. This yields an average cost of $242 per person
per month. The" average cost per participant in the case review sanpl e
of recipients under 60 is simlar to that of the casel oad as a whol e.
However, there is a clearly higher cost attributable to those deternined
to meet the DD definition. This is accounted for by a substantially higher
use of personal care services anong severely physically disabled. The
utilization of other services does not appear substantially different
bet ween persons with and w thout devel oprental disabilities.



REA ONAL CENTERS

Description of Regional Center Sanple

The great najority of Regional Center clients neet both the old and
new definitions, though switching to the federal definition would generate

a snmall drop in the proportion defined as DD from 95% to 88-929%.

As shown in Table 13, the bulk of the sanple falls within either the
"adult years" of 22-64 (43.5% followed by the "school years" of 6-17 (22%.
Mal es out nunber fenal es by 55%to 45% Wites make up 65%of the sanpl e,
with the remai nder relatively evenly split between bl acks, H spanics, and
other races. S xty percent receive SSI, which is the second- hi ghest pro-
portion (after IHSS) among the five agencies sanpl ed.

By far, mental retardation has the largest representati on anong these
clients, 85%of whomare nentally retarded. S gnificant proportions of the
clients possess physical disabilities (37.5% and/or neurol ogical inpair-
nments (28.5% (Table 14).

Preval ence of DD Anong Regional Center Casel oads

The vast majority of Regional Center clients would continue to be
defined as DD if the federal definition were adopted. Qher states have
experienced a dramatic decrease in the "old DD' popul ation that is defined
as DD under the federal definition. In sone states, it appears that this
decrease nore than offsets the inclusion of new popul ations. However, in
California, this is not the case. Because California Regional Centers
take seriously the substantial handicap criteria of the current definition,
fewrecently accepted clients would be excluded if the definition were
adopt ed.

As nentioned previously, an estinmated 88-92%of the recent intakes
were judged to neet (or likely to meet) the DD definition.  the current
63, 000 cases, this would represent 57,960 individuals (using the 92%esti mate)
if the sane preval ence were true anong earlier intakes. In actual fact,

Therewere actually a nunber of clients judged by our reviewers
as not neeting the current state definition of DD. However, rather than sug-
gesting that Regional Centers are out of conpliance with current state
nmandates, this probably reflects lack of adequate case file data.

*The hi gher percentage includes those judged "likely" to neet the definition.



Table 13

Regional Center

Demographic Charactevistics of Somple

{N=200)
Percent Percent
Ay ) SST Status
0-2 -8.5% Receiving 60.0%
_

M;wu ww.w Not receiving 26,5
18-21 17.0 Pending 3.0
Mwwma . am.w tnknown 11.5
Total ©100% Total 100%
Male 55.0%

Female 45,0

Unknown 0.0 ,

Total 100%

Race:

White 65.0%

Black 12.0 .
Hispanic 14.0

Other 8.5

tnknown .5

Total 100%




Table 14
Regional Center Disability Typea'

(N=200)

Total R.C. Sample DD Cases in R.C.
Disability Tvoe n(N=199} - Caigi?ad (N:;?S)
Mental retardation 169 (B8S5%) .161 {89%)
Emotion%l disability - 9 {5%) 9 (5%)
Sensory impairment 12 . (6%) 11 | (6%).
Physical disability 74 (38%) 67 (37%)
Neuroclogical impairment 57 (28%) 52 (29%)
Learning disability 18 (9%) 16 (9%)
Multiple disabled 101 (51%) 95 (52%)
Non&isabled or missing .2 (1%) - -

®percentages total more than 100 because of multiple disabilities.

*

There are no disability categories in which the DD subset of all clients
"is significantly different from the non-DD subset at the 95% confidence
level. '




there may be a slightly higher proportion of non-DD anong "ol d* cases.
However, since it is anticipated that these individuals would retain
eligibility for service through "grandfather" provisions, the estimate

of preval ence anong current intakes is nmore useful (and, in any case; "old"
cases represent a relatively snall proportion of the current casel oad) .

Regi onal Centers are expected to spend $205, 866, 000 during FY 1983, with
37%of this total going towards the operations of the Regional Centers
t hensel ves and the remai ni ng 63% ($129, 545, 000) used to purchase services
"for their clients. C the purchase-of-service total, by far the |argest
portion is used to purchase out-of-hone care for clients, with large amounts
al so devoted to the cost of day prograns and "ot her" services.

During the sanpl e month of June 1982, the Regional Centers purchased
services for 30,535 different clients —nearly 50%of their total casel oad.
The nost frequently purchased service was out-of-hone care in a group hone
or famly home (provided to 14,721 clients), followed, in decreasing order
of frequency, by transportation services (11,068 clients), "other" services
(6,607 clients), adult day activity prograns (6,283 clients), in-home respite
care (2,610 clients), and specialized out-of-hone care services (2,358 clients).

The average nonthly cost of different services ranged froma | ow of
$109 for transportation to a high of $496 for specialized out-of -hone care
services. The total average nonthly service cost per client for all Regional
Center clients who received services that month was $339. 34.

The cost of supporting devel opnentally disabled clients in state hos-
pitals is part of the budget of a separate State Hospitals division of the
Department of Devel opnental Services. During FY 1984, it is expected that
$314, 000, 000 wi Il be spent in the support of 7,600 devel oprental |y di sabl ed
individuals in eight different state institutions. The per-client daily
rates at these different state hospitals currently range from$93 to $231
for in-patient services, depending-on the facility and the type of treatnent
received (e.g., the nost expensive daily rate is for a special project
treating the mentally disordered). Supplenentary charges are nmade for
ancillary services received by state hospital patients, such as radiol ogy,
clinics, surgery, laboratory work, dentistry, physical therapy, and podiatry.



SPEG AL EDUCATI ON

Description of Special HEducation Sanpl e

Qur sanpl e of special education clients suggests that adopting the
federal definition will generate an increase in the proportion of special
education clients neeting, or likely to neet, the DD definition from11%
to 14-45%*

As shown in Table 15, all special education clients in our sanple are
under the age of 18, with 98.4%falling wthin the "school years" of 6-17.
Mal es account for alnost two-thirds of the sanple (62.5% . Wites nake
up one-quarter of our case review sanple, with blacks and hi spani cs
accounting for about one-third each (35.9%and 31.3% respectively). None
of the special education clients in our sanple were reported to receive
SSl.

Bligibility under the old definition occurred prinarily as a result
of nmental retardation (9.4%of the total sanple), though the great majority
(90.6% were not eligible under the old definition. As Table 16 shows,
learning disabilities were by far the nost prevalent disability wthin our
sanpl e, occurring in 87.5%o0f the cases. Physical disabilities, the next
nost frequent, occurred in only 15.6%of the sanple. The preponderance
of learning disabilities reflects the method of sanpling fromthe Resource
Speci alist Programonly, which excluded the nost severely disabled special
education clients in special classes and special schools who mght be nore
likely to possess other disabilities. Like the Special Education casel oad
sanpl e as a whol e, the DD subset of the sanple were nost likely to be
learning disabled (79% and/or nultiply disabled (31% . Not surprisingly,
the DD subset differs fromthe total sanple because of a hi gher represen-
tation of the mentally retarded.

Preval ence of DD anong the Special Educati on Casel oad

An estinmated 14-45%of the Special Education case review sanple is
DD, or 59,600 individual s (using the Decenber 1981 estimate of pupils in
the Resource Specialist Progranm). This estinmate, conbined with the estinmated

*The hi gher percentage includes those judged "likely" to neet the
federal definition.



Table 15

Special Education

Demographic Characteristics of Sample

(N=64)
Percent : _ Percent
Age , 851 Status
3-5 1.6% Receiving -
6-17 98.4 Not vreceiving ‘ -
. Pending . --
' (nknown -
Totaf : " 100% Total --
Sex : .. nzeozoewn:ﬂdw.m_mnm:_o in the
Male . : 62.5% rﬂmwmﬂ”.ﬂm%.zhn_oz. Mee to
Femalce 37.5 AR . - 9.4%
Unknown 0.0 cp . 0.0
Total : 100% tpilepsy : - 1.6
Ruce: Autism : . 0.0
white _ 25.0%, Bevelopmentally delayed - 0.0
Blsck " 35.9 Mot cateporically cuwnwcﬁo 90.6
Hispanic . 31.3 a : :
Othor . _ 4.7 ] vmuowsnm.ﬁwﬂm~ more than 100 because of
multiple disabilities.
Unknown S _ 3.1
Totual _ 100% ] L




Table 16

Special Education

Disability Tyne"

Total Special Ed. | DD Cases in Special

Caseload (N=61) Ed. Caseload (N=29)
Nisability Tvpe n (%) n %)
Mental retardation 6 (10%) 6 (21%)*
Emotional disability 4 (7%) 1 (3%)
Sensory impairment 2. (3%) 1 %)
Physical disability 8 (13%) 5 (17%)
Neurological impairment 2 (3%) 2 (7%)
Learning disabiliry 54 {89%) 23 (79%)
Multiple disabled 15 (25%) 9 (31%)

aPercentages total more than 100 because of multiple disabilities.

*
Disability category in which the- DD subset of all clients is significantly
different from the non-DD subset at the .05 confidence level,



107,000 in special classes and centers and 4,400 in nonpublic school s,
yields an estimated total nunber of 171,000, or 48%of the total Special
Education casel oad. V¢ suspect, however, that total inclusion of all

speci al classes and exclusion of Designated Instruction Services clients in
estinmating the DD popul ati on may have been an oversinplification. Review
of case files fromthese prograns al so woul d produce a nmore accurate esti -

nat e.

Service Wilization and Service Costs for Special Education Qients

Data provided by the Departnent of Education suggest that the nentally
retarded, deaf, seriously enotionally disturbed, orthopedically inpaired,
deaf -blind, and multi-handi capped are nore likely to use special day classes
and speci al schools than other, nore integrated settings, while speech-
inpaired and |earning disabled are nore likely to use the resource speciali st
program :axd the visually-inpaired and other health-inpaired are nmore likely
to use designated instructional services only. The |owest cost programis
that in which clients receive designated instructional services only. The
nost expensive is that in which clients are served in special classes for
nore than half of the timne.

VOCATI CNAL REHABI LI TATI ON

Description of Vocational Rehabilitation Sanple

Qur sanple of rehabilitation clients contained one of the snall est
proportions neeting either DD definition anong the five agencies sanpl ed.
The federal definition increases the proportion defined as DD from 10%to
14- 259 .

As shown in Table 17, the great najority (92% are wthin the "working
years" of 22-64. There is an approxi mately 50-50 split between nal es (53%
and females (47% . A nost seven-tenths are white (68%, about one-tenth
are black (99, and about two-tenths are hispanic (18%. Oly 13%are
known to receive SS|.

*The hi gher percentage includes those judged "likely" to neet the
federal DD definition.



Table 17

Rehabilitation

NDemogiraphic

Characteristics of Sample

(N=100)

Percent Percent

Age SSI Status

6-17 2% Receiving 13%
18-21 4 Not receiving ' 86
22.64 92 Pending 1
65+ 2 Unknown 0
Total " 100% Total 100%
Sex Eligible Under the 0ld
Male 53% Definition

Femalé 47 MR . 8%
Unknown i 0 op 0
Total 100% Epitepsy 3
Rave: Autism 0

aeed

Whi te 685% NDevelopmentally delayed 0
Black 9 Mot eategovicully cupmjcuo 90
Itispanic 18
Other T %percents total more than 100 because of

muttiple disabilitics.

{nknown 0
Totul 100% )




Ten percent of the rehabilitation sanple are eligible under the old
DD definition. C these, 8%are nentally retarded and 2% are epil eptics
(1%are both retarded and epileptic). As shown in Table 18, the greatest
representation anong the total sanple was found anong clients with enotional
disabilities (44% and physical disabilities (37%. Qher disabilities
occurred i n between 7%and 14%of the cases. At 16% rehabilitation had
the lowest proportion of multiply disabled among the five agencies sanpl ed.

Preval ence of DD Among the VR Casel oad

O the 29,351 clients closed in statuses 26 or 28 fromJuly 1981
through Decenber 1982, 2,184 clients (7.4% were excluded from sanpl e
sel ection because of having a diagnosis which could reasonably be assuned
to neet the definition. The universe fromwhi ch the sanpl e was sel ected
total ed 27,167 clients. Case review findings suggest that as nany as 25%
of these, or 6,800 clients, neet the DD definition. Together wth those
excl uded fromthe sanpl e, approxinmately 8,000, or 20%neet the DD definition

Service Wilization and Service Costs for Departnent of Rehabilitation

dients

The Departnent of Rehabilitation spent approximately $90 nmllion on
vocational rehabilitation services in fiscal year 1982. The najority of
these funds covered counselor time spent with clients and adninistrative
costs. However, approximately one-fourth or 23 nmillion was used to purchase
services for individual clients. Wile the najority of services purchased
were for vocational evaluation or training, transportation and other sup-
port services are al so widely used. Like the Regional Centers, the Depart-
nent of Rehabilitation will purchase needed support services unavail abl e
to clients through other sources. Wiile nmost of these are related directly
to vocational preparation (e.g., tools, union dues, transportation to
training, job seeking, skills training, job placenent services), others
are inportant to vocational success but not directly vocational in nature
(e.g., physical restoration/nedical, famly counseling, independent I|iving
servi ces, driver eval uation).

The nost frequently provided service last year was diagnostic and
eval uation services provided to 64%of the year's casel oad. The average



Table 18

Rehabilitation

A a
Disabilitv Tvpe

Total VR Sample DD Cases in Sample
{(N=99) {N=25)

Nisability Tvpe n (%) n (%)
Mental retardation 8 (8%) 8 (32%)*,
Emotionai disability 43 (43%) 9 (36%) ;
Sensory impairment | 14 (14%) s | 16%)
Physical disability 37 (37%) 4 {16%)*
Neurologicol impairment 7 (7%) 4 (16%)*
Learning disability 7 (7%) 5 (20%)*
Multiple disabled 15 (16%) 8 (32%)*
Ncndisabled or missing 1 (1%) - -

8percentages total morTe than 100 because of multiple disabilities.

o
Disability categories in which the DD subset of 21l clients is significantly
different from the non-DD subset at the .05 confidence level,



length of tine as a client of 21.7 nonths suggests that approximately 45%

of the caseload is carried over fromthe previous year. Thus, the high

percentage receiving this service in one year suggests that virtually al

clients receive this service at some time. It is also interestingto

note the high utilization of transportation services such that nore indi-
vidual s use this service than receive vocational training services.



I'V. SERVI CE NEEDS CF THE
DEVELOPMENTALLY DI SABLED

| NTRCDUCTI ON

The conceptual franework we propose for an analysis of the service
needs of the developnentally disabled in California is a service taxonony
whi ch exami nes six elenents of a generic DD service network:

e services relating to service network access, i.e., case

finding, case managenent, and information and referral

e the selection of and access to appropriate residential place-

ments (e.g., state hospital, skilled nursing facility, inter-
medi ate care facility, group honme, fanily home, residential
care by personal fanmly nenbers, or independent |iving);

e the selection of and access to appropriate day treatnent

pl acements (e.g., adult activity centers, educational prograns);

e services ainmed at enhancing individual functioning for individuals

living in the comunity (e.g., educational and training prograns,
t herapeutic services, nedical treatnment);

e services aimed at assisting an individual to performdaily

living tasks which would otherw se be beyond his/her functiona
capacity (e.g., honermaker services or personal care services,
adaptive physical devices, personal advocacy or protective
servi ces, and specialized transportation services); and

« famly support services, such as famly education and coun-

seling, or respite services for famly menbers caring for a

relative with DD. .

As described in the previous chapter on current service utilization
patterns, there is no single coordinated conprehensive service systemfor
the devel opnentally disabled in California, even for the current clients
of the Regional Centers. Rather, clients find their way to services admnis-
tered by a nunber of different state agencies, and paid for fromnultiple

state and federal funding sources. Wat is unique about the current state-



funded DD service systemis 1) its ability to provide |ong-term ongoi ng
case managenent for Regional Center clients, as they move through different
devel oprental and life cycle transitions, and 2) its ability to fill in
sone of the nost inportant service gaps -- services that are necessary

to maintain clients in a community setting, and that are not avail able
fromany other agency or funding source. Snce there is no parallel
systemfor other disability groups, there is concern that these gaps may
not be filled for non-Regional GCenter groups. The extent to which

the service needs of the "new' devel oprnental |y disabled popul ation differ
fromthose of current Regional Center clients and the extent to which their
needs are already being net by other agencies will determne the potential

i npact of adopting the federal definition upon service denand.

SERMI GES UTI LI ZED BY OURRENT REG ONAL CENTER CLI ENTS

Tabl e 19 summarizes the proportion of Regional Center clients for
whom servi ces were purchased in a sanple month (June 1982). e can see
that between the purchased services |listed here and the case nmanagenent
services provided directly, the Regional Centers are providing services
fromevery one of the six major service elenents listed previously, although
in several areas, services are provided to only a very few individual s.
The nost frequently purchased services are out-of-home community care,
adult activity prograns, in-hone respite care, and transportati on.

In addition, as shown in Table 19, nentally retarded who nmeet the DD
definition (thus Regional Center eligibles) utilize services provi ded by
ot her agencies including Special Education and California Children's Ser-
vi ces where they make up a high proportion of the total agency casel oad,
and | n-Hone Supportive Services and Vocational Rehabilitation, where they
are a snaller proportion of all clients served.

UNMET SERVI CE NEEDS OF QURRENT REA ONAL CENTER CLI ENTS

Through its role as the "provider of last resort,” the Regional Center
system does ensure that the devel opnentally disabled clients eligible for
its services have access to the najor services they need by purchasing



Table 19
Number of Regional Center Clients for Whom

Services were Purchased by the Regional Center

June 1982

Total Clients of Regional Centers:

Approximately 60,000

Approximate

}Percentage of .

. E : Number Regioﬁal Centers’'
Services Purchased Served Caseloads
Qut-of-Home Care
Community Care Facility 14,721 25%
Skilled Nursing Facility 495 .8%
Specialized Services 2,358 4%
Day Programs
Adult Activity Programs 6,283 10%
Day Nursery/Family Day Care 323 5%
Medical Services
Medical Programs 521 1%
Medical Equipment 83 .i%
Medical Professicnals 1,043 2%
Camp/Respite Care -
In-Home Respite Care 2,610 4%
- Qut-of-Home Respite Care 723 1%
Camp 470 7%
Other
Home Care 116 .2%
Transportation 11,668 18%
Prevention 130 2%
Other 6,607 11%
Total Clients for Whom Services .
Were Purchased ' . 30,5835 51%

Source: State Department of Developmental Services




directly services not avail able through other sources. This is not to say
that there are not inportant service gaps remaining for those neeting the

current state DD definition, nor that the Regional Centers have sufficient
resources to respond to all individuals in need of their services. On the
contrary, the Regional Centers cite resource constraints as a serious and

i ncreasi ng problem Respondents associated with the Regional Centers con-
tacted during this study cited the following specific service gaps for the
"old DD" (state-defined) popul ation:

e case nanagenment services for state hospital clients, if a
proposed cutback of this service on the part of Regiona

Centers takes pl ace;

i nadequat e nedi cal services available to those who no | onger
quality for the Medi-Cal nedically indigent program since
t hat program was abol i shed;

* inadequate psychol ogi cal evaluations, since there is now
pressure on the Regional Centers to save noney by using
out si de eval uati ons;

* insufficient independent living services in the local com
muni ties;

e insufficient ability of community resources to respond to the
needs of the mentally ill/nmentally retarded subgroup; and .

* Jlack of space in local residential or day treatment facilities,

in sone geographi cal areas.

SERVI CES UTI LI ZED BY NEW GROUPS WHO ARE DEFI NED AS DEVELOPMENTALLY DI SABLED
UNDER THE FEDERAL DEFI NI TI ON

Like the nentally retarded, other devel opnentally disabled Californians
al so receive services across a variety of prograns and agencies. The case
file reviews conducted for four state agencies (in addition to the Regiona
Centers) permitted us to estimate the extent to which all devel opmentally
di sabl ed are currently receiving services froma variety of prograns serving
the disabled -- California Children's Services, Special Education, Voca-
tional Rehabilitation, and |In-Home Supportive Services. As shown in Table 20,

the physically disabled represent the |argest subgroup of DD individuals



State’

Tahle 20

Current Utilization of the

Service Systém

by the Developmentally Disabled

Agency or Program
, . In-Home California
Regional Special Supportive |Vocational Re-|Children's
Centers Education Services habilitation |Services
Estimate of total number of
agency clients who meet DD . .
definition: 58,000 171,000 7,700 8,000 25,00C
Number/{Percent of Total Caseload) (92%) (48%) (8%) (27%) (45%)
By Disability oﬂoﬂﬁ”m
Mentally Retarded 51,500 40,000 2,500 2,100 5,500
Mentally Disordered 3,000 9,500 800 2,400 700
Sensorily Impaired 3,500° 7,500 400 1,400 5,500
Physically Disabled 21,500 16,000 5,500 2,100 . 24,000
Neurologically Impaired 16,500 4,000 1,800 900 4,300
Learning Disabled 5,000 102,000 ~0- 1,200 3,300
{Multiply Disabled) 30,000 23,000 2,300 2,600 12,500

2 . PR s .
Disability categories are not nutually exclusive.

Source:

agpregate data on state mmm:ow caseloads,

Population estimates are projected from sample case file review musausmm and other




currently receiving services fromln-Hne Supportive Services, Vocational
Rehabilitation services, and California Children's Services, while, not
surprisingly, the learning disabled are the |argest DD subgroup receiving
Speci al Education services, and the nmentally retarded are the | argest sub-
group currently receiving Regional Center services.

Tabl e 21; which conpares the total estinated nunber of devel opnental |y
di sabl ed individual s receiving services across the five agencies to the
preval ence estimates for each disability subgroupi ng, shows that, in the
five agencies reviewed, the nunber of DD clients wthin each subgroup cur-
rently receiving sone public services ranges froma |ow of 60%of the esti- .
mat ed physically disabl ed DD popul ation to a high of 162%of the esti nated
neurol ogi cally inpaired DD popul ation. The fact that the mentally retarded
and neurol ogically inpaired DD percentages exceed 100%is probably due to
the fact that the Regional Center casel oads have close to conpl ete penetra-
tion of these popul ations receiving services, so that the additional agency
casel oads are "doubl e-counted. "

Tabl e 21 al so suggests that the nmentally retarded, and possibly the
| earni ng disabled, are the two DD subgroups whi ch receive a service share
which is at or above their proportional representation in the DD popul ati on,
while the nentally disordered and physically disabled DD may be substantially
underrepresented in the current state service system 2

Wth the infornmation available fromour case file reviews, we cannot
make the anal ytic leap fromanal yzing service utilization patters to anal y-
zing unmet service needs. ne barrier is the absence of any data which
woul d enabl e us to arrive at an unduplicated count of individuals currently
receiving services. Another is the absence of any infornmation on the total

This estimate assunes that the clients of the different agencies do
not overlap. Since we expect that some overlap does occur (particularly
for those subgroups where the percentage of the preval ence estinates
recei ving services exceeds 1009, these should be treated as liberal esti-
nat es .

2Several cautions are in order. First, the fact that an indi vi dual
receives a single public service does not guarantee that all his/her
service needs are net. Second, the mentally disordered are primarily
represented in the mental health system whose records were not revi ewed
as part of this study.



Table 21

Comparison of Estimated Prevalence of DD

by Disability Group with Service Utilization Patterns

Subgroup Subgroup
Served as Served as
Subgroup as |[Service %.of % of
Prevalence |% of Utilization |Prevalence [Utilization
Estimate Total DD Totals Estimate Total
By Disability mao:v“c
Mentally Retarded 70,000 29% - 10T°.600 145% 38%
"Mentally Disorder-ad 34,000 14% 16,400 48% 6%
Sensorily Impaired 46,000 19% 18,300 40% 7%
Physically Disabled 141,000 58% 69,100 49% 26%
Neurologically Impaired 16,000 7% 27,500 172% 10%
Learning .Disabled Not availabld from-S.I.E.| 111,500 N/A 415%
(Multiply Disabled)® 92,000 38% 70,400 77% 26%
Total Individuals 245,000 100% _ . 269,700 “T110% 100%
4These numbers assume no overlap across the five agency caseloads we reviewed. Since we expect

that some overlap does occur, these should be regarded as liberal estimates.

b

Disability groups are not mutually exclusive.

n>mmcaw:w that no individual has three or more disabilities.




i nt eragency package of services: currently utilized by any given individual.
V¢ suggest the need at sone future date for a survey of a sanple of devel op-
nentally disabled individuals to permt analysis of cross-agency service
utilization as well as to understand the role of privately funded services
and services provided by famly menbers.

At any rate, in order to anal yze unnet needs for the "new' DD popul a-
tion, we conducted a set of interviews with "infornmed observers" who consi st
of direct service workers, casework supervisors, programnanagers, and
advocacy and consuner group representatives, in addition to obtaining review
comrents fromexperts who have studied the inpact of the federal DD defi ni-

tion in other states.

UNMVET NEEDS CF THE NEWGEROUPS MEETI NG THE FEDERAL DEFI N TI ON CF DEVELCPMENTAL
D SABILITY

In the area of service network access, respondents suggested that groups
such as the severely physically disabled, nmentally disordered, and chronic

al cohol and drug abuse programclients mght benefit fromthe increased
advocacy and coordination associated with a |ong-term case nanagenent
approach. This approach woul d be in sharp contrast to the current crisis
interventi on mode of responding to energency needs for nental health and
subst ance abuse clients, and would fill a gap for the physically disabl ed

for whomno agency currently has full responsibility. However, program staff
cautioned that the "custodial" and "protective" overtones of |ong-term case
nanagerment mght be at odds with the desire for self-direction anong the
nentally alert, and the service philosophy of waiting for the client to

take the initiative in seeking treatnent anong prograns serving the nentally
ill and drug addicts. Increased infornmation and referral about service

avai lability and increased advocacy to gain access to services were al so
seen as desirable for the new DD subgroups. Goups with a need for gui dance
and case managenent during the particul ar periods when they nust make the
transition fromservices for children and adol escents to adult services

i ncl ude "special needs" children in foster care and special education clients.

The service areas of residential and day treatnent placements were not

nentioned as areas of high unnet needs by our infornmants. In general,



it was assuned that if an individual is in need of a specialized residential
setting, sonme agency (e.g., Departnent of Social Services, Departnent of
Mental Health) is already paying for that service. Neverthel ess, because
the services currently offered by the Regional Centers to their clients
frequently nake independent or community-based living possible to sustain,
there is a possibility of a pent-up denand for 1/ MR or community care

pl acenment s anong "new' DD subgroups.

In the area of individual enhancenent services, it is generally per-

ceived that each particular disability group (i.e., the physically disabled,
the mental |y disordered, the sensory inpaired, and the |earning disabl ed)

al ready have access to therapeutic services or treatnent services which are
distinctive to that subgroup's particular need, and that unmet needs in
these areas woul d not be well met by generic services designed for the

devel opnent al |y di sabl ed in general

In contrast, services to assist with daily living tasks woul d be of

nore general application to severely functionally linted individuals,

and mght receive a substantially increased demand from new DD gr oups,
particularly in light of funding constraints on the provision of Title XX
funded | n-Home Supportive Services by county wel fare departnents, Specialized
transportation, another of the services included within this category, would
al so probably be in great demand by "new' DD groups who have difficulty
accessing public transportation (eg. the physically disabled).

Fam |y support services are wdely nentioned as an unnet service need

of a nunber of the different DD subgroups, whose parents are helping to care
for themat hone. Regional Centers are currently the only organi zati ons whi ch
can purchase respite care for their clients.

In sunmary, agency representatives of service prograns where the
devel oprrent al | y di sabl ed make up only a snall proportion of the total agency
casel oad tend not to be able to distinguish the service needs of the devel op-
nmental |y disabled fromthose of other clients, particularly other disabled
clients. However, a nunber of these agencies did cite the need for services
whi ch they were not pernitted to purchase for their clients, but which
they were aware that Regional Centers could purchase for Regional Center

clients.



Q her service gaps nentioned focused on the need for services to
ease the transition for DD individuals as they pass fromone devel oprent al
or life cycle phase to another, particularly when such transitions involve
| eaving the jurisdiction of an agency whi ch has been a maj or service pro-
vider (i.e., "graduating" fromfoster care or special education), or changing
fromone residential setting to another.

The foregoi ng suggests that the prinary unnet needs of the new DD popu-
lation relate to service network access, daily |iving assistance services,
and fam |y support services. However, one outside expert! has suggested
that there may also be a "pent-up denand" for community residential place-
nments and day treatnent prograns on the part of certain subgroups within
the new DD popul ation, e.g., nentally alert/physically disabled in nursing
hormes who woul d Iike support to be able to live independently; other insti-
tutionalized individuals who would like to be able to live in the commnity;
| earning disabled graduates of Special Education who would like to continue
participating in day treatrment prograns. It is not clear to what extent
an agency desi gnated as case nanager/service purchaser for the new devel op-
nmental |y disabled groups woul d have a responsibility to provi de an expanded
set of services such as these to its clients.

Inthe follow ng chapter (Chapter V), we address a series of issues
related to howthe state mght alter its DD service planning, funding
patterns, and service coordination and delivery nechanisns in order to
address the service needs of the total popul ation nmeeting the federal defi-
nition. VW also review the various scenarios that mght be selected
for inplenmenting a revised DD definition and cooments on the cost inplica-

tions of each of these scenari os.

Val erie Bradl ey, President of Hunman Services Research Institute (HSR)
i n Boston, Massachusetts, a recognized specialist on planning and policy
issues relating to the deinstitutionalization of the nentally retarded.



V. I SSUES RELATING TO THE | MPLEMENTATI ON
OF THE FEDERAL DEFI NI TION OF DEVELOPMENTAL DI SABILITIES

| NTRODUCTI ON

The issue of whether California should adopt the federal definition
of a developnental disability isriot a single issue. Rather, it encom
passes a series of inplenentation questions, each of which needs to be
answered before it will be possible to determ ne what the inpacts of
adopting the definition wuld be. Sonme of these separate questions are:

» whether the federal definition should be used to define the
target population in planning for a state system of DD
servi ces;

» whether the federal definition should be used to define a
target population in need of cross-agency coordination
efforts;

» whether the federal definition should be used to define a
target population for advocacy and information and referra
servi ces

* whether the federal definition-should be used to define a
target popul ation for special state-funded services designated
as "DD' services (currently these services include habilita-
tion services admnistered by the Departnment of Rehabilitation
and services admnistered by the Departnment of Devel opnenta
Services, i.e., the Regional Center services and state hos-
pital care);

e whether a single version or multiple versions of an instrunment
applying an operational definition of DD should be used to
determine the eligibility of specific individuals to receive
DD services and, if so:

— whether eligibility determ nation should be centralized
or decentralized for different disability types, and

— how nuch discretion should be left to the service provider/



i ntake screener in determning whether an applicant
is eligible;

e if state-funded "DD' services were to be offered to all those
who neet the federal definition, whether service delivery
shoul d be consolidated or decentralized to different agencies
according to specific disability groupings; and

e if state-funded "DD' services were to be offered to all those
who neet the federal definition, whether the sane | evel of
resources and types of services should be nmade available to
each disability grouping.

I mpl ementation of the federal DD definition by Californiais a politi-
cally and enotional ly |oaded issue prinarily because of resource constraints.
Intheory, at |east, service providers, casework supervisors, program
adm ni strators, and advocacy groups are all in synpathy with the intent
of the federal PL 95-602 to focus scarce resources on that segnent of
t he di sabl ed popul ation nmost in need of services, and to recogni ze and
respond to the need of the devel oprental Iy disabl ed for conprehensive ser-
vi ce planni ng, increased access to services, advocacy to ensure the above,
and coordination of services to ensure that needs are net. The resistance
to altering the current state systemcones froma realistic desire to "con-
serve" what has been gained for those individuals who neet the state's
categorical definition of devel opnental |y disabled, and the desire to
avoid further overloading that systemor watering dow the services it
has been able to offer its nentally retarded, epileptic, cerebral palsied,
and autistic clients.

Thus, in discussions of inplenmenting the federal definition so that
a broader range and increased nunber of disabled individuals can benefit
fromadvocacy, service coordination and the opportunity to fill in critical’
service gaps, the state nmust clearly specify whether this substantially
increased target population is to be served within the same |evel of re-
sources currently devoted to those neeting the state definition of DD or
whet her additional resources will be nade available. In addition, a
careful distinction needs to be nade between "no-cost” or "l ow cost"”



i mpl ementation activities and activities which inply substantial service
or administrative costs.

In the previous sections of this report, we have tried to lay the
groundwork for this discussion by 1) describing the estinmted nunber of
"ol d" (according to the state definition) and "new' (according to the
federal definition) devel opnentally disabled individuals in the state and
describing their characteristics; 2) examning the extent to which both
"ol d" and "new' DD popul ations are currently utilizing services across a
vari ety of state progranms and agencies; and 3) exploring the extent to
whi ch "new' DD groups are experiencing unnet needs under the current system
Utimtely, however, we cannot offer a definitive answer to the question of
what denmand there would be for increased case managenent and/or specific
purchased services if these were made available to all individuals neeting
the federal DD definition. The level of increased denand woul d depend on
what agency or agencies offered the services, the types of services nmade
avai l abl e, and the extent to which requesting designation as a devel op-
nental |y di sabl ed individual was seen as stigmatizing. It would also
depend on whet her agenci es and providers who are presently serving these
clients are enthusiastic about the notion of increased cross-agency coordi-
nation of services for their clients and whether they would tend to refer
clients to the DD service systemor subunit.

In the follow ng sections, we first discuss sone of the issues which
arise in considering different inplenentation alternatives or scenari o0s,
and second, review each of the inplenentation questions set forth at the
begi nning of this chapter, with suggestions about different ways the state

m ght go about answering these questions.

| SSUES RELATED TO | MPLEMENTATI ON OF THE FEDERAL DEFI NI TI ON

The Character of the DD Service Systemas a "Protective Service" System

Versus A Systemto Further Independent Living Goal s

The current system of state-funded services for the devel opnental ly

di sabl ed has a certain "protective service" orientation as a rationale for

Aver age Regional Center costs of operations suggest that providing case
managenment and purchasi ng needed services to fill service gaps for approxi-
mately 60,000 clients costs $206 million or $3,433 per client per year.
However, |ower cost scenarios could al so be devised as ways to respond to
the unmet needs of "new' DD groups.



provi di ng case nmanagement and servi ce advocacy and coordination to its
(primarily) mentally retarded clients, which grows out of current clients'
frequent limtations in self-direction and limtations in independent

living capabilities. A though concerned that clients receive therapeutic
interventions that will enable themto develop to their full potential,
Regional Center staff are nmore focused on stabilizing and maintaining clients
in living situations and day prograns that involve ongoi ng supervision than
woul d be appropriate if the target popul ati on were expanded to include, indi-
vidual s with physical, neurological, or sensory disabilities whose nental
functioning and judgnent was not inpaired. Thus, one question raised by
advocacy groups and service providers alike is howthis difference should
affect the inplementation of the federal definition. Cn the one hand, sone
argue that it may be a healthy influence on the current service systemfor
the nentally retarded to have an increased enphasis within this systemon
furthering independent |iving objectives. n the other hand, some respon-
dents stated that this difference in service orientations indicates that

the sane caseworkers should not be expected to work with both types of
clients, and that the case managerment systens for different disability
groupi ngs within the DD popul ati on should be distinct.

The Preval ence of Milti ply-Handi capped |ndividual s

The case file reviews perforned for this study, as well as the responses

fromthe Survey on Incone and Education (SIE), indicate that an extrenely

hi gh percentage of devel opnmental |y disabled individuals are identified as
having nore than one type of disability (i.e., nentally retarded and

physi cal | y handi capped, enotionally disabled and sensory inpaired, etc’) !
This situation suggests that dividing up the DD population for eligibility
assessment and/or service delivery strictly according to disability type

woul d | eave the multipl y-handi capped in an anbi guous category wth respect

The SIE estimates that the 245,000 devel opnental |y disabl ed individual s
outside institutions in California account for 337,000 different inpairnents,
for an average of 1.38 inpairments per person. Qur case reviews found that
the nunber of multiply-handi capped individuals ranged froma | ow of 32% of
all DD individual s receiving agency services (Departnent of Rehabilitation)
to a high of 52%of all DD clients (Regional Centers).



to nmeasuring severity of functional limtations and determning the
appropriate agency to take responsibility for case managenment. Watever
inplenentation scenario is ultimately selected, it wll need to provide
for away to adequately serve the multiply-handi capped.

Target Popul ations, Service Priorities, and Servi ce Rationi hg

Even if the state decides to include the entire devel opnental |y di sabl ed
popul ation (according to the federal definition) as the target popul ation
for the state DD service system it is not clear whether every individual
who nmeets the definition is equally entitled to receive special DD services
and to receive as nmany services as he or she needs, or whether the state
or various state agencies nmay further restrict access to services by estab-
lishing client priority criteria and/or rationing the vol ume of services
available. In the face of resource constraints and a denmand for services
whi ch exceeds the supply, DD service providers would be forced to inplenent
sone kind of client prioritizing schene (unless courts established that
access to DD services was an entitlement), or rationing. If client priori-
tizing is deternined to be feasible, a nunber of alternatives are possible
(e.g., priority to the youngest, to those with the nost severe functional

limtations, to clients with functional linmtations in learning or self-
direction, to clients who need services in order to reside in the community, or
first-come/first-served). |If access to DD services is determned to be an
entitlenment for all those who neet the federal DD definition, the state woul d
need to be nuch nmore cautious in expanding the eligible popul ation.

The Possibility of Continuing to Target Service SystemDollars to Categori cal

Dsability Goups

If it is deternined that the types of services needed by the nentally
retarded versus the enotionally disabled versus the physically handi capped
versus the |earning disabled subgroups within the DD popul ation are

An exanpl e of service rationing has been inplemented by county wel fare
departments in assessing client needs for linited i n-hone supportive service
resources. A ceiling of six hours of housekeepi ng support/nmonth and an
overal | service naxi rumhas been established.



substantially distinct, then it may nake sense to do sone pl anning for

t he devel opnental |y di sabl ed as a conprehensi ve group, while retaining

di stinct funding sources and service delivery systens for assessing and

addr essi ng service needs of specific disability groups. Thus, the current
state funding for DD services night be rel abel ed "services for the nental ly
retarded, epileptic, cerebral palsied, and autistic,”" and linited to these
categorical disability groups, even if centralized pl anning occurs for all
those neeting the federal DD definition. Separate funding sources m ght

be established for coordinating services for the physically disabl ed,
enotionally disabled, or learning disabled. Wth respect to the physically-
di sabl ed and enotional |y disabl ed where early age-of-onset is not a "given,"
services mght be limted to the devel opnental ly disabled (i.e., those with
severe functional limtations which occurred early inlife), or mght be
broadened to include all severely disabled. Under this approach, while

servi ce planning would use the DD definition, eligibility for state-funded
services woul d no longer necessarily be linked to whether an individual

nmet the federal DD definition.

Equity Between and Anong Disability G oups

The issue of focusing special attention and resources to ensure that
the devel opnental | y di sabl ed have access to needed services rai ses several
different questions of equity between and anong disability groups. The
first question is whether the devel opnental |y di sabl ed who are currently
receiving services under the state Regional Center systemare entitled to
special service priority as aresult of their particularly limted ability
to advocate for thenselves. n the one hand, one could argue that without
a particul ar enphasis on advocacy on behal f of the nentally retarded, the
nmenbers of this disability group woul d be unabl e to secure needed servi ces,
and that other disability groups are not as handi capped in this regard.

O the other hand, nenbers of the other disability groups who al so neet
the federal definition can justifiably argue that the devel opnental ly dis-
abl ed as a group have been desi gnated as deserving special attention to
nmake sure they do not "fall through the cracks" of the service network,
and that other DD subgroups should not be left out of state-funded DD

servi ces.



For disability groups such as the enotional |y disabled and physically
di sabl ed, where only a portion of all severely disabled individual s neet
the early onset requirenments of the federal DD definition, the DD definition
rai ses a second issue of equity of service access between those disabled at
an early age and those disabled later inlife. Wile the theory is that
disabilities during the devel opnental years will result in nore severe
functional limtations than those experienced |ater on, others would argue
that once adulthood is reached, there is not very nuch to justify differen-
tial treatnent of the devel opnental |y disabled and other disabl ed.

Wi ch Agency(ies) Should Have Primary Responsibility for Serving the
Devel opnental | y D sabl ed?

As the agency designated to serve the nentally retarded and ot her groups
neeting the current state definition of devel opnental disabilities, the
Department of Devel opnental Services and its field service delivery nechan-
isms, the Regional Centers, are the natural service systemto take prinary
responsibility for the nentally retarded. Simlarly, for the emotionally dis-
abled DD, it seens logical that the Department of Mental Health has a prinmary
responsibility, although it may not be inclined to treat clients with early
onset nental disorders differently fromother agency clients.

For a nunber of other disability subgroups within the (federal) DD
popul ation, it is less clear whether the prinary service agency concept
nmakes sense. For exanpl e, although Special Education has a special respon-
sibility to serve the learning disabled, this responsibility ends abruptly
when clients turn 22. As a "lead agency," Special Education would not be
able to followits DD clients through the inportant life transitions when
service coordination is so critical, i.e., through the transition fromliving
at honme with parents to independent living or living in a supervised setting
away fromone's parents, through the transition fromschool to adult day-
tine activities (ie., work, work activity, or training) and through the
increasing functional limtations that acconpany the agi ng process.

Physi cal | y handi capped DD i ndivi dual s have even less of a prinary
agency responsible for their well-being. A though a nunber of physically
di sabl ed children becone clients of California Children's Services, this



agency does not tend to broaden its focus beyond physical heal th issues

nor to follow clients beyond the period of actual service intervention.
After adulthood is reached, there is currently little effort made by service
providers to distinguish between adult physically disabled with early onset
(DD and those who becarre disabled later inlife (non-DD). In addition,
rather than becomng the clients of a particul ar service programor agency,
physically disabled tend to continue to need special support services (e.g.,
transportation, daily living supports) in order to access a broader range

of mai nstream servi ces.

ALTERNATI VE SCENAR G5 FCR | MPLEMENTATI ON

Shoul d the Federal Definition of Devel opmental Disability Be Used to
Establish a Target Popul ation for Planning for DD Services?

To this degree, California has already inplemented the federal defin-
ition. Because DD planning funds originate at the federal |evel, the state
has been required to use the federal DD definition for planni ng purposes
since PL 95-602 was passed in 1978. The organi zational responsibilities
for state planni ng have been assigned to the State GCouncil on Devel opnent al
Dsabilities and to the Local Developrment D sabilities Area Boards. These
organi zati ons have had the somewhat |onely jobs of estimating the preval ence
of devel opnental disabilities (according to the federal definition) wthin
| ocal areas and for the state as a whole, and attenpting to determne the
extent to which devel opnental |y disabled individuals are currently bei ng
served by Regional Centers as well as by other state agencies.

As we can attest, fromconducting our reviews of other state agency
casel oads, this can be a very frustrating task so long as those agenci es
responsi bl e for direct service delivery to the devel opnental |y di sabl ed
have no reason to keep track of DD clients separately fromother clients
and have no speci al services or service approaches that distinguish the
devel oprrent al | y di sabl ed fromother severely disabled clients or fromthe
total client population. The case review instrunents devel oped for specific
agencies as part of this research project have provided the first readily
avai | abl e net hod for determning whether an individual agency client neets
the federal DD definition and for estinmating the extent to which the



devel opnental |y disabled are represented across different state agency
prograns. Depending on the extent to which being identified as devel op-
nmental |y di sabl ed becones relevant in determning access to services (as
described in later sections), service agencies and the state DD Counci |

wi Il have greater or lesser incentives to refine these estimation procedures.

Should the Federal Definition of Devel opnental Disability Be Used to
Establish a Target Population in Need of O oss-Agency Coordination
Bforts' ?

e possi bl e response to the miltiple service needs of the devel op-
nmental ly disabled, and to their frequent need for advocacy and assi stance
in accessing existing services would be to attenpt (1) to educate state
agency personnel about the needs of the devel oprental |y di sabl ed; and,

(2) to provide special state support to establish cross-agency service
coordi nati on mechani snms. | f cross-agency coordination were to be effec-
tive, it would need to consist both of an inter-agency DD service delivery
task force at the headquarters level, and regul ar case staffings with
agency representatives at the local service delivery level to deal with
particul ar probl em cases for whom accessi ng services fromseveral dif-
ferent agencies has proven problenmatic. Wile stopping far short of pro-
viding each DD individual with a permanent case nmanager, the inplenentation
of aregular local "DD Round Tabl e" mght create a mechanismfor dealing with
the nost difficult case coordination problens, provided they cone to some
service provider's attention. Aternatively, an "onbudsnan" position could
be established on an interagency basis to advocate for the devel oprental |y
di sabl ed who are having difficulty accessing needed services. In this
scenari o, devel oprental |y disabled individuals or their caretakers could
initiate action thensel ves.

A though there woul d definitely be some costs associated with inple-
nmenting either of these scenarios for cross-agency coordination, such
coordination woul d be relatively inexpensive conpared to either duplica-
tion of the Regional Center case nanagenent service for all DD individuals,
or purchase of services to fill service gaps' for the devel oprental |y di s-
abl ed.



Should the Federal Definition of Devel opnental Disability Be Used to
Establish a Target Population for Advocacy As Wl | as Infornation and

Referral Services?

This |level of response to the service needs of the devel opnental |y
di sabl ed suggests a slightly nore than routine provision of advocacy, and
information and referral services, in contrast to the crisis-oriented
coordi nati on described in the precedi ng section.

Scenarios for this level of service response could include either
centralized service delivery for all devel opnentally di sabl ed, or ser-
vi ce decentralized by agency affiliation or disability type. Under the
advocacy and | & Rnodel, a client would have to initiate a request for
services (differentiating this response fromgeneralized case managemnent)
and case activity would be short-termand oriented to probl em sol vi ng,
rather than long-term as in Regional Center case managenent. The costs
of inplementing an advocacy, and infornation and referral service system
woul d vary, dependi ng on whet her these activities could be assigned to
existing staff within certain state agencies (including as one possibility
current Regional Center staff), or whether new staff positions woul d have
to be added within one or nore "l ead" agenci es.

Should the Federal Definition of Devel opnental Disability Be Wsed to
Determne Who is Higible for Special State-Funded Services for the

Cevel opnent al | y D sabl ed?

Currently, individuals who nmeet the state's categorical definition
of developnentally disabled are eligible not only for the assessnent and
| ong-term case nanagenent services offered directly by the Regional Cen-
ters, but also for Regional Center purchase of necessary services that
are not available fromany other source. Approxi mat el y 60, 000 i ndividual s
are ongoing clients of the statew de systemof Regional Centers, and,
during FY 1982, an average of 30,000 Regional Center clients received
pur chased servi ces each nonth. The purchase-of -service budget for the
Regional Centers for FY 1983 is $129 nillion.

They are also eligible for special "habilitation" services fromthe
Departnent of Rehabilitation.



If the state were to decide to extend eligibility for state-funded
"DD" services to all individuals neeting the federal definition of devel -

opnental disability, there would be major cost questions and maj or service

del i very design questions to be answered. The mmjor cost questions would
be:

e Wuld there be an increased level of state funds to devote
to the delivery of case management and purchased services to

the devel opnmental |y di sabl ed residents of California, or
woul d the sane approxinate | evel of funding be expected to
"go further"?

e Wuld funding be generalized for all devel opnmentally disabl ed,
or would there be separate "set-asides" for different disability
subgroupings within the target population (e.g., the nentally
retarded, the physically disabled, the enotionally disabl ed)

to ensure that each group received its "fair share"?

The maj or service delivery design questions are:

e« Wuld the same set of services be available to all devel op-
mental | y disabled state residents, or would the set of
pur chasabl e services differ according to the particular func-
tional limtations of different disability groupings?

e Wuld assessnent, case managenent, and approval of purchased
services for all developnentally disabled occur in a central -
ized service delivery system or would "lead" responsibility
for serving different disability groupings be assigned to

di fferent agencies?

Tabl e 22 summarizes alternative scenarios for the delivery of state-funded
DD services. Although it is not possible to predict with certainty the

i ncreased denmand for case managenment and purchased services anong the "new' DD
(i.e., those who would becone newWy eligible for state-funded DD services

if the federal definition were used to define service eligibility), it is
highly likely that there would be significant costs associated with any
meani ngf ul expansion of the state-funded DD service systemto address

currently unnet needs.

As described in Chapter |V, the services for which there is likely to
be an increased denmand include, anong others, respite care, transportation
servi ces, prevocational services, and placenment in community care facilities
as an alternative to nore restrictive settings.



Table 22

Alternative Scenarios for Providing Case Management and Purchased "Services of Last Resort"

for the Developmentally Disabled

Available
Resource Level

Centralized Lead Agency
Responsibility

Samé Services Available
to all DD

Centralized Lead Agency
Responsibility

Differentiated Service
Packages or Budgets for
Different DD Subgroups

Different Lead Agencies
for Different DD Subgroups

Differentiated Service
1mnxmmom

Current

(1) Extend case management
to new DI population,
but water down,
ration, or eliminate
purchased services

(2) Limit case management
and purchased services
to current state- .
defined DD population

Some Increase

(3) Offer centralized case
management for all DD
-individuals; differen-
tiate services avail-
able to different

disability groups

Substantial
Increase

(4) Expand Regional Center
system to accommodate
those who meet fed-

eral DD definition

{(5) Same as (4), but with
separate funding allo-
cations or quotas by

disability group

{(6) Creation of a separate
service assessment,
case management, and
purchased services
system for different
disability types, with
a different "lead
agency" for each type




Thus, if there is not a very real coomtnent on the part of the state
to devoting an increased level of resources to nmeeting the needs of the
devel oprrent al |y di sabl ed, then the alternatives scenarios to be considered
— (1) through (3) on Table 22 —need to be devoted to sonehow ration-
ing services or limting eligibility to arrive at a reasonable set of
priorities describing howthe limted resources should be expended.

Scenario 1 on Table 22 is the scenario nost feared by current Regi onal
Center staff —that the Regional Centers would be assigned responsibility
for serving all individuals who neet the federal DD definition wthout
any substantial increase in funding. The result, they warn, woul d be the
inability of the Regional Centers to serve anyone adequately, and a result-
i ng wat eri ng-down of both direct and purchased services: case nanagenent
woul d be reduced to "paper pushing," and purchased services would have to
be limted and/or rationed. Scenario 1 would have the virtue of serving
all devel opnental |y disabl ed individual s equitably.

Scenario 2, on the other hand, would attenpt to preserve the progress
nade by the Regional Center systemin neeting the needs of the mentally
retarded, and would limt eligibility for Regional Center services to the
nental ly retarded (wth or without the additional disability groups cur-
rently included in the state definition of devel opnental disability).
This coul d be acconplished in tw ways. First, the state could decide
toretainits current state DD definition for all but federally funded
pl anning efforts. Aternatively, the state could "adopt" the federal
DD definition for advocacy, service coordination, and infornation and
referral activities, as described previously, but coul d rel abel the Re-
gional Center service systemas a systemto serve a narrower target
popul ation -- e.g., persons with nental retardation.

Scenario 3 woul d designate the delivery of case nmanagement services
as the key elenent in a DD service system and would attenpt to extend
this service to all developnental |y disabled individuals with only a nod-
erate increase in total state resources allocated to the devel opnental |y
disabled. In order to ensure that the denand for purchased services
remai ned within resource constraints, Scenario 3 woul d probably require
that services be rationed. This mght be done by treating all DD indi-
vidual s equitably and providing everyone a reduced range or vol urme of



services, as in Scenario 1, or it mght be done by designating a different
set of available services for different disability groups.

Scenarios 4 through 6 describe alternative organi zati onal approaches
for addressing the needs of all individuals nmeeting the federal DD defin-
ition, where resource constraints are not the overriding consideration.
Under Scenario 4, the state woul d decide to expand the systemof Regional
Centers to accomodat e the unmet case nanagenent and purchased service
needs of all those who neet the federal definition of devel opnental dis-
ability. Cne can imagine a variety of staffing patterns that mght be
used to acconplish this expansion. Under sone patterns, caseworkers m ght
specialize in serving individuals with particular types of disabilities
(e.g., the nentally retarded, the enotionally di sabl ed); under others,
caseworkers mght be specialists in particular types of services, which
woul d be useful to individuals with a variety of disabilities (e.qg.,
transportation, respite care).

Scenario 5 is simlar to Scenario 4 in assigning the responsibility
for delivery of case nanagenent services and filling service gaps for the
entire DD target popul ation to a single agency. However, under Scenario 5,
the state woul d pay nore attention to the extent to which individuals
with different types of disabilities (e.g., nentally retarded, physically
di sabl ed, emotionally disabled, |earning disabled, sensory inpaired,
mul ti pl y handi capped) actual |y make use of the DD service system either
through prospective budget ceilings for different disability types or
through retrospective nmonitoring of service utilization. As in Scenario
3, the services available to each disability category mght vary.

Scenario 6 woul d invol ve the nost extensive changes fromthe current
service system by designating and funding nore than one "l ead agency" to
of fer case managenent and to authorize and arrange for the delivery of
services not available fromother sources. Such designated | ead agencies
mght include: the Departrment of Education (for |earning disabled youth);
the Departrment of Mental Health (for enotionally disabled youth and adults)
the Departnent of Health (for the physically handi capped); and the

It would renmain to be seen whether this type of deliberate differ-
ential access could withstand a | egal chal |l enge.



Department of Devel oprmental Services (for the nentally retarded). To neet
the needs of individuals who have multiple disabilities or who do not fit
neatly within a disability category, one agency woul d need to be desig-
nated as a generalized case managenent agency. The decentralized service
systeminplied by Scenario 6 woul d probably have significant variations
fromagency to agency and thus fromdisability group to disability group
inthe range and intensity of services provided. Supporters of this
scenari o woul d enphasize that this decentralized pattern builds on exist-
ing agency expertise in serving individuals with specific disabling con-
ditions, and thus permts the service response to be sensitive to the needs
of the particul ar group.

The case managenent and purchase- of - servi ce arrangenents descri bed
in Scenarios 1 through 6 are conpatible with, and are envisioned as bei ng
suppl ement ed by, the |ess expensive advocacy, coordination, and information
and referral activities described previously. 1t is perhaps inportant to
enphasi ze once again that the state-funded DD service systemis not a com
pr ehensi ve service system but is, instead, a strategy for filling the
gaps left by a variety of nmainstreamstate prograns for social and health
services. For this reason, state agency coordination and inter-agency
troubl eshooti ng shoul d be seen as an essential part of the state inple-
nentation of the definition, even if special DD services are al so provided.

Shoul d the Federal Definition of Devel opmental Disability Be Used to
Focus the Attention of Miinstream Sate Agencies and Prograns Toward
the Needs of This Target Q oup?

Because the devel oprmental |y disabled receive the najority of their
servi ces fromnai nstream agencies or prograns or fromprograns that tar-
get a broader disabled client popul ation than just DD (e.g., all severely
disabled, all enotionally disabled), the federal definition mght al so
be used to focus attention on the extent to which devel oprental |y di sabl ed
i ndi vidual s are successful ly accessing nai nstream servi ces. Inanld

Wil e the purpose of this activity is. to ensure that DD individuals
are abl e to access services on the sane basis as other state residents,
there is a danger that increased visibility of the extent to which DD are
served across a variety of state agency prograns mght lead to a denand
that state agencies be reinbursed by the state DD systemfor the cost of
t hese servi ces.



form this use of the federal definition would lead to a request (or
requi rement) that state agencies keep track of the extent to which they
are serving devel opnental |y disabled individuals. 1In a stronger form

it mght lead to the establishnment of quantified service goals for serv-
ing DDindividuals, or to a specific request that some percentage of
funds be set aside for serving the devel oprental |y disabled. Mst state

agencies woul d be likely to resist fornal DD "set asides,” unless the
DD systemitself was providing a separate source of funding. Just such
a separate funding arrangement supports the current "habilitation set-
asi des" for the developrental |y disabled within the state Departnent of

Rehabi l i tati on.

If the State Decides It Wants to Wse the Federal Definition of Devel op-
nental Disability to Establish Higibility for Special DD Services or to
Keep Track of the Extent to Wiich the Devel opnental |y Disabled Are Being
Served by Mainstream State Agencies, How Should Individual Higibility
Be Established?

V¢ found in designing and inpl enenting our case file review of cur-
rent service utilization and DD eligibility patterns across five state
agencies that it was necessary to refine the operational definition of a
devel oprrent al disability each time it was applied to a different type of
client with a different service history and different disabling condition.
Partly this was due to the fact that we were dependent on review ng witten
information already present in the case file, and that this data set varied
fromagency to agency. More inportant, however, the types of functional
limtations assessed as well as the nmeasures of severity of limtations
varied fromagency to agency and fromdisability to disability. This
suggests that it would be difficult to arrive at a single eligibility
assessnent tool that could be applied to all devel opnental |y di sabl ed
individuals to certify that they met the requirenents of the federal
definition.

Even with nultipl e assessnent tools, the state could choose between
acentralized eligibility assessment process, whereby a central agency
woul d assess the DD status of all applicants for DD funded services, and
a decentralized process whereby individual agencies woul d deternine



whether their own clients or prospective clients net the federal defini-
tion.

SUMWARY AND RECOMMENDATI ONS

The study findings discussed in previous chapters of this report can
be sunmarized as foll ows:

1) Contrary to the expectations in sone other states that the
adoption of the federal definition would not substantially
i ncrease the total nunber of individuals |abeled as DD, "
California can expect an increased total target popul ation
to result fromthe adoption of the federal DD definition.
This is largely due to the fact that the state has al ready
focused attention on the nost severely disabl ed anmong
those categorical disability groups neeting the state DD
definition, leaving little roomfor "trimmng away" the
| ess severely inpaired.

2) The adoption of the federal definition of devel opnental
disability would result in a reorientation of the DD target
popul ation, with the largest representati on fromthe
physical |y disabled (who would conpri se approxi nately
58%of the total DD popul ation), the second I argest
representation fromthe nentally retarded (who woul d
conprise 29%of the total), followed by the sensory
inpaired (19%, the emotionally disabled (14%, and the
neurol ogical ly inpaired (7% .

3) Al though new groups of individuals would be |abeled as
devel oprental |y disabled if the federal definition were
adopt ed, these groups are al ready accessing services from
one or nore state agencies, for the nost part. The areas
of anticipated increased demand (where needs may not be

‘Dueto a bal ance between the exclusion of the |ess severely inpaired
nentally retarded and the inclusion of those severely inpaired at an early
age with other types of disabilities. See U S. DHHS, Special Report on the
Inpact of the Change in Definition of Devel opnental D sabilities, \ashing-
ton, DC, My 1981.

’These nunbers do not control for double-counting those with nultiple
handi caps; thus they sumto nore than 100%



adequat el y met under current service delivery arrange-
ment s) i ncl ude:

* |ong-termcase managenent services, for those who are
not currently eligible for services fromthe Regi ona
Centers;

« famly support services, such as respite care, and education
of famly menbers about specific disabilities and specific
functional limtations;

* prevocational services for the enotionally disabl ed,;

e transportation, for all severely disabled groups; and

* community-based pl acenents, for those who woul d be able
to live in comunity settings, if additional community
supports were avail abl e.

4) In the absence of services targeted specifically to the devel op-
mental |y di sabl ed, nost state agencies have little incentive to
identify what specific clients are devel opmental |y di sabl ed or
even what proportion of all agency clients fall into this category.

The previous description of the different options available to the
state relative to the adoption of the federal definition of devel oprenta
disabilities is intended to enphasize that adoption of the federal definition
is not a sinple "yes-no" decision, but enconpasses a range of different
possi bl e responses. Wile it is not within the scope of this study to
recommend what action the state should take on this issue, we do hope
that we have provided a franework which will help clarify discussion on
the part of policymakers. Furthernore, we would urge the state to acknow
| edge and respond to the needs of all (federally-defined) devel opnentally
disabled, at least to the extent that interagency coordination and advocacy
activities can neet those needs, even if the state decides it is not able
to or desirable to offer a full case nanagenent/ purchase-of - servi ces option
to all developrental |y disabled state residents. CGherwise, it will be
difficult to justify continuing a state service response whi ch focuses on
only one discrete portion of the devel oprental |y di sabl ed popul ati on.

In estimating the potential unnet service need/latent service denand
anong the "new' DD popul ation subgroups, this study has rai sed as nany



guestions as it has been able to answer. Anong the unanswered questi ons
are the foll ow ng:
e To what extent do "new' DD subgroups need the | ong-term
case nmanagenent approach currently provided to nentally
retarded individuals by the Regional Centers? and
e To what extent would "new' DD subgroups seek out and access
case nmanagenent services if they were nade avail abl e?

I n designing service responses to neet the needs of the "new' DD popul ati on,
the state needs to be able to assess the need for case nanagenent in general,
as well as to distinguish between 1) the need for short-termcross-agency
coordination of multiple services, and 2) the need for ongoing | ong-term
case managenent to ease major |life transitions for the devel oprmental ly dis-
abled (e.g., leaving school, transitioning fromliving with parents to inde-
pendent or supervised living situations, groming old and infirm etc.).

In order to better assess the case managenent needs of several new
DD subgroups, we recomrend that the state undertake additional data col -
lection and analysis on three topics. The first topic recomrended for
further study is an exploration of the service needs, service access and
utilization, and perception of unmet needs anong the adult physically dis-
abl ed DD popul ation in the state. This is one group whi ch has ho obvi ous
state agency which mght take "lead agency" responsibility for case manage-
nment or service provision.

A second topic recommended for further study is an exploration of the
transition that occurs when devel oprental |y di sabl ed yout h who have been
served by the special education program "graduate" from special education
and enter the adult service system This transition is reputed to be one
of the most difficult transitions to make in the absence of case nanagenent
to ensure service continuity. By observing whether special education
"graduates" are currently able to access the services they need, the state
will be able to better estimate the extent of unmet needs anong this popu-

[ ation.

The third topic area in which we recommend further study concerns the
extent to which there is an unnet need for |ong-termcase nmanagenent ser-
vices on the part of the enotional |y disabled DD subgroup. Wile client
surveys are probably not appropriate for this last group, case file reviews



and in-depth discussions with sel ected service providers should shed |ight
on both the need for |ong-termcase managenent, as well as the |ikelihood
that clients would take advantage of this option if it were offered.

Inthe final analysis, we believe that projections of the increased
demand for DD services by the expanded target popul ati on must remai n guesses,
in the absence of actual inplenmentation. GOne approach to devel opi ng nore
accurate projections mght be inplenentation of the new definition in one
or nore pilot counties. Wth careful selection of counties where both popu-
lation mx and service mx are fairly representative of the state as a
whol e, much coul d be | earned about how the conpl ex systemof services and
case nmanagerent mght best be coordinated to serve the needs of persons
wi th devel opmental disabilities as defined in P.L. 95-602.
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