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PREFACE

This paper is one of a series prepared under HEW Cffice of Human Devel opment, Gant of National Significance # 54-P-71220/2-01,
on pertinent issues on planning, adninistration, nonitoring and evaluation in the devel opnental disabilities formula grant program
(DDFGP) of Public Law 94-103.

Issues to be addressed in the series are:

+  Prevalence of the Developmental Disabilities

+ PRates of Prevalence of the Devel opmental Disabilities

¢ Characteristics of the Devel opnental ly Disabl ed

+  Developrental |y Disabled Popul ation Service Needs

+  Approaches to Devel opnental Disabilities Service Needs Assessnent

+  Developnental Disabilities Service UWilization

o Characteristics of Developnental Disabilities State Planning Councils
+ Caps and Barriers in the Devel opnental Disabilities Service Network

+ (pals and Qbjectives of the Devel opnental Disabilities Program

+ Designs for Inplenmentation

The anal ysis presented in each of the issue papers is based on information in Fiscal Year 1978 devel opmental disabilities state
plans. As aresult, what is presented in each paper is defined, to varying degrees, tg/ the data recorded In the state plans. The
nature and effect of limtations on specific analyses due to source data problens are described in each paper.

- The preparation of devel opnental disabilities state plans for Fiscal Year 1978 was a monunental effort nation-wide as well as at all
jurisdictional |evels. The state plans thenselves attest to the diligence and care of the investment: over 75% of the 54 state

plans contain 50% or nore of the information requested in the State Plan Quidelines and over 30%of the plans provide 70% or nore of
the information.

In the Devel opmental Disabilities Programthe "who" is equal in inportance to the achievements themselves. Many national, regional
and state constituents of the programhave contributed to the overall excellence of the devel opmental disabilities state plans by their
direct support, assistance and spirited debate of planning issues. 'Franklr, it would be difficult to acclaimeach of the over 150 per-
sons at national, regional, and state levels who were instrunental in devel opnent of the state plans.

I't should be recognized that state level planners and council nenbers who garti_ci pated in devel opnental disabilities state plan
devel opment have gathered a substantial information base for the Devel opmental Disabilities Program In many instances situational and
resource difficulties had to be overcome by the councils to produce this meaningful and inportant document in their states. The Devel op-
nental Disabilities Programcouncils and staff are the principal contributors to the content of these papers.

The staff of each regional developnental disabilities office has contributed guidance as well as many hours of assistance to both
the states and EMJ techinical assistance staff. Regional officers of the Devel opnental Disabilities Programshared in the primry devel op-
ment of the devel opmental disabilities state plans.

At the national level there has been continued direction, awareness of the inportance of the conprehensive planning mandate and sup-
ort f6r the operational effort to enhance state and regional offices' capability to inplement the EI anning guidelines. The Devel oprental

sabilities Ofice Director, executive staff and those in the Prqqr_am Qperations and Research and Evaluation Divisions were key contri-
butors to the nmomentum of the Fiscal Year 1978 devel opmental disabilities state plan devel opnent effort.

_Final conpilation and anal ysis of the information in devel opmental disabilities state plans is the result of effort by the EMC

Institute staff. Data conpilation and paper devel opnent were conducted by:

Irwin SchFok, Project Director

Joan Geller, Task Leader
RoserrarY Davi s Lee Koeni gsherg
Janet Elfring John LaRocque
Sarah Grannis Qoria Schlosberg
Mary Rta Hanl ey Marion Val sh
Consul tant s

Frank Leonard
Ned Vitalis

The manuscript was typed by Teresa Deni.



| NTRCDUCTI ON

GAPS & BARR ERS I N THE DEVELCPMENTAL Di SABI LI TI ES SERVI CE NETWCRK

This Issue Paper, one in a series prepared by EMC I nstitute, contains an
anal ysis of gaps in devel opnental disabilities services, using information from
Fi scal Year 1978 devel opnental disabilities state pl ans.

The variables examned in this paper are as foll ows:
e The major gaps and needs identified by the states;
e Barriers that affect the alleviation of these probl em areas.

In the context of this paper, a gap is the difference between avail abl e
services and the need or demand for those services. A the state and national
| evel, identification of gaps in devel opnental disabilities services is a
necessary precursor to councils' setting of |ong-range goals, plan year objec-
tives and priorities. Know edge about the barriers which affect these gaps is
an inportant basis upon which councils and adm ni stering agenci es can devel op
practical strategies for overcomng those gaps. A gap in one service can have
a mjor inpact on the rest of the service system Transportation is a good
exanpl e when a client |acks the means to get fromhone to the service |ocation,
the effect is the same as if no service existed. Special |iving arrangenents
is another exanple: wthout an adequately supervised place to |live, a person
who could otherwise |ive sem-independently rmay be forced to remain in an
institution; conversely, a group horme in a comunity w thout adequate treat ment
and habilitation services effectively becomes a small warehouse for peopl e.
Thus the identification and understanding of gaps in services and the barriers
whi ch affect themhave a primary influence on planning for the national program
goal areas (deinstitutionalization and institutional reform comunity alter-
natives, early intervention and adult prograns), and on state directions in
i nproving services for the devel opnental |y di sabl ed.

In addition, identification of gaps and barriers in services is inperative
for state councils in fulfilling their inplied nandate for advocacy. Under-
standi ng of the gaps and probl ens provides councils with the tools to influence
service providers and state legislatures to make adequate, appropriate, and/or
i nproved services available to all developnental |y disabled people in the state.

The remai nder of this Introduction provides a brief overview of the
requi renents of PL 94-103 pertinent to the identification of gaps and barri ers.



Legi sl ati ve & Pl anni ng Background

PL 91-517 as amended by PL 94-103 and its regulations required that state
devel opnental disabilities councils identify gaps in services and assess the
ef f ecti veness and acconpli shnents of the service systemin neeting the needs
of persons w th devel opnental disabilities.

In response to these mandates, the Devel opnental Disabilities State Pl an
Qui delines requested a display of gaps in services which included the foll ow ng:

« Anunerical estimate of gaps by service type

e« Anarrative analysis of these gaps including identification
of barriers to filling gaps and potential solutions for
filling the gaps

* Narrative analysis of barriers and special needs and
conditions in the state which affect national priority
areas (deinstitutionalization, comunity alternative,
early intervention and adult prograns), state prograns on
counci | operations.

O course, problemidentificationis only the first step in the devel opnent
of strategies to overcone those probl ens. The responsiveness of state plans
to identified gaps and barriers, and the distribution of Fornula G ant Program
noni es anong these probl emareas, will be discussed in "The Rel ationship of
Devel opnental Disabilities ProgramActivities to Gaps and Barriers." *

Thi s paper concentrates on the Fiscal Year 1978 state plan narrative

anal ysis of priority service gaps and related problens and the rel ati onship
of these problens to the mandates of PL 95-602.

* EMC Institute, Programlssue Review, 1979



CONCLUSI ONS & | MPLI CATI ONS:

GAPS & BARRERS | N THE DEVELCPMENTAL DI SABI LI TI ES SERVI CE NETWORK

Based on the analysis of Fiscal Year 1978 devel opnental disabilities
state plans, lack of community services is the greatest problemin state
Devel oprental Disabilities Prograns. Mjor gaps in these services prevented
states from achi eving the national programgoal areas (deinstitutionalization,
community alternatives, adult prograns and early intervention) of PL 94-103:

* Aneed to establish or inprove a wide range of commnity
prograns and communi ty-readi ness institutional prograns
was identified by over ninety (90% percent of the states;

» Mst states agree that special living arrangenents, such as
group hones and foster care, are a prerequisite for the
communi ty pl acerment of devel opnmental Iy di sabl ed peopl e who
need a sem -independent living situation. Over three-
fourths of the states which identified service gaps speci -
fied high-priority gaps in residential services, and nearly
two-thirds of those gaps were in special |iving arrangenents.

* Developrental day care services for all age groups are
necessary for sone consuners to remain with their famlies
or in a sem-dependent environnent in the comunity. Pre-
school devel opnental day care is often one of the conponents
of followthrough in early intervention programs. Fifty-nine
(59% percent of the states which identified gaps cited najor
gaps in day care services.

e Alarge nunber of states also identified program needs
relating to "prevention.” Prevention efforts were not a
mandat e of the Devel opnental DO sabilities Program under
PL 94-103. Prevention services include genetic counseling,
pre-natal and post-natal care and public awareness and
education - comunity services which al so inpact upon the
PL 94-103 priority area of early intervention.

This analysis identified six najor barriers to the provision and
i nproverent of community services within the states. |In order of nost
frequent nention by the states, these are:

1. Lack of public awareness of existing services and | ack
of advocacy and education which relate to the devel opnent
of new services. The public is insufficiently aware of the
needs and rights of the developnentally disabled. Lack of



under st andi ng about the handi capped has caused opposition
to zoning changes to allow small group homes and ot her
comunity facilities; it may also deny |egislative support
to appropriation of state funds for new services. Qdients
are inadequately informed about their rights and services,
and all too frequently services agencies do not have a
conpr ehensi ve know edge of viable service alternatives for
t he devel oprental Iy di sabl ed.

2. Lack of funds, inhibiting programexpansion, especially
in the devel opment of new community services designed to
further deinstitutionalization. Wile some existing ser-
vi ces can be expanded within reason, Federal and state
programfiscal constraints often prohibit the coverage of
startup costs of new services. Service grants by state
councils are often a naj or source of startup funds within
the states, as a result. However, given the mich-needed
pl anni ng, advocacy and qual ity assessment mandates of
councils, the concentration of Formula Gant Program
funds exclusively on service startup is not the answer.

I nstead, councils nust continue to explore other ways in
whi ch public and private sector funds can be tapped for
programstartup costs.

3. oordination of services and agency pl anni ng, whi ch was
identified as a barrier by nearly two-thirds of the states.
The service continuum for devel oprent al |y di sabl ed peopl e
ei ther does not exist or is inadequate because of unneces-
sary duplication of services and/or a |ack of coordination
anong agencies. |In the sane vein, major gaps in case
nmanagenment services were cited by seventy percent (70%
of the states which identified gaps. ce again, these
are barriers which affect all types of service delivery
in the Devel opmental Disabilities Program and nay require
a two-pronged Federal approach to renedy:

a) P ace extrenely strong enphasis on coordination of
exi sting Federal service prograns, at the Federal
and state | evel;

b) Provide technical assistance to state councils in the
devel oprent of attractive incentives for coordination
by service network agencies, in order to further
practical inplenentation of Federal policies on
coor di nati on.

4. Lack of transportation, and the existence of other problens
associ ated wi th non-urban areas, which create barriers to
utilization of nost services. In addition, a lack of trans-
portation isolates the handi capped fromsocial and ot her
commnity activities. Since roughly one-fourth of the
popul ation of this country is in non-netropolitan areas,*
transportation may be a priority for Federal action.

*Uhited States Bureau of the Census, Statistical Abstract of the Uhited States:
1976, Washington, D C




5. Lack of adequate information for planning for and
managenment of services, which block the delivery
of quality services. While nearly half of the
states which cited this need related it to Devel op-
mental Disabilities Programplanning, others cited
speci fi c needs which inpact on the other problem
areas cited above: client tracking systens,
information and referral systens and needs assess-
ments on which to base deinstitutionalization and
t he devel opment of new services.

6. Lack of adequate personnel devel opnent to ensure
the high quality of existing prograns. Frequently,
generic service staff |ack experience or training
in working with the handi capped and so are not able
to adequately respond to the needs of the devel op-
mentally disabled. As with other service conponents,
a lack of funds for professional salaries may inhibit
personnel upgrading. Rural areas often lack the
cul tural and economic attractions which are likely to
draw physi ci an specialists and ot her professionals.

A potential seventh major barrier concerned individual habilitation
plans (I HP's). Nearly one-fifth of the states indicated needs in this area.
Most of these needs were for devel opment rather than inplenmentation of the
use of IHP"s. Unfortunately, no details were given in the plans on whether
this need exists only in DDSA-funded prograns or in other agencies as well.
VWhile only a small percentage of all states cited this need, the enphasis
on the need for IHP devel opnment within these states has two possible inpli-
cations which inpact on all areas of services to the devel opnentally disabl ed:

1) If anunmber of state Devel opnental Disabilities Prograns
have not yet devel oped workable IHP's, it may be inmpossible
for these states to inplenent the proposed | HP-based eval ua-
tion system and/or

2) In sone states, prograns such as Vocational Rehabilitation
Special Education and Title XIX may be violating their man-
dates for individualized program pl anni ng.

State devel opnmental disabilities councils also expressed their own
needs for training, technical assistance and education in the scope and
performance of their responsibilities. Wile the wide range of potentia
council roles in advocacy inplies that technical assistance will continue
to be a council need, the large nunber of states which cited a need for
orientation of new council nenbers argues that council orientation
activities need to be packaged and internalized so that councils do not
need to rely heavily on outside assistance for this npst basic of roles.



Rel ati onship of Existing Gaps to the Mandates of PL 95- 602

Qbviously, the nost serious nationw de gaps in the devel oprrent al
disabilities services network - in residential services, case nmanagenent,
early intervention and devel opnental day care - can be dealt with directly
under the new priority service areas nmandated by PL ' 95-602. The choi ce of
apriority service area, however, will be a major issue in a state which
has |l arge gaps in nore than one category of services. In such a case, the
state devel opnental disabilities council must closely exam ne the source and
nature of all major gaps to determne which closely-allied gaps can best be
addressed through seed noni es and denonstration projects under one priority
service area, and which are likely to yield to council efforts in agency and
| egislative influencing and other advocacy activities.

The new | egi sl ati on does address sone of the major barriers to service
delivery in the states:

 The barriers caused by |ack of coordination and case
nmanagerent have their own priority area under PL 95-602.

e Gouncils still have the ability to use approxi mately one-
third of their funds for planning. Sone of these funds can
be channeled to alleviate states' needs for better infor-
mati on devel oprent; in view of the nodified definition of
devel opnental disabilities and the new focus of PL 95-602
on priority service areas and personnel skills assessnent,
the need for quality information is likely to be nore
pivotal to programsuccess in future years than under
PL 94-103.

* The council's nandate to assess the skills of service
del i very personnel, the increased strength of the nandate to
university affiliated facilities to provide inter-disciplinary
training, and the enphasis of Special Projects on projects
to attract and maintain professionals in rural areas, focus
attention on the need for quality personnel devel opnent.

* By linking needed transportation to priority area services, it
may be possible for the council to continue to address the w de
range of needs for this service; social-devel opnental services,
for exanple, appears to offer a wide potential for transportation
use and coordi nati on.

However, PL 95-602 does not directly address several major probl emareas
identified in this analysis: commnity alternative services (other than
residential); lack of funds for general programstartup and expansi on; and
| ack of general public awareness of the capabilities, needs, and services
for the devel oprental |y di sabl ed.



In Fiscal Year 1978 state plans, serious gaps in community alternative
living arrangenments were a nmajor barrier to the devel opment of a community
service system but they were not the only barrier. A place to live outside
of the institution does not in itself constitute quality care. In recent
years the news nmedia in nany states have publicized the deplorable living
conditions and | ack of commnity ties in unlicensed nursing and boardi ng homes.
G ven the restrictions of the priority service area, "community alternative
living arrangenents,” there are several ways in which state councils can
address the gaps in a quality manner:

1. Develop and advocate for statew de adoption of standards for
group hones which require formal agreenents for access to
nmedi cal , social, and other services in the coomunity, and
arrangenents for counseling and recreation services at the
hone itself.

2. ldentify needs for coordi nation between generic conmmunity
services and group home and/or famly support prograrns;
devel op, enact and nonitor coordi nati on agreenents anong
service providers on the state council and at the |oca
| evel .

3. Selectively use seed nonies to establish or expand community
services needed to support the quality of comunity |iving
arrangenent s.

4. If the availability of community |iving arrangenments is not
the maj or problem and gaining access to other existing
community services is, the council nay choose the "case nmanagenent
services" priority instead of, or in addition to, the comunity
living arrangenents priority area. The provision and ot her
support of such services can ensure that a client receives a
continuumof services to support commnity living. The case
nmanagemnment concept can also be a way for the council and ot her
groups to document unmet community service needs at the
local level - an extremely powerful source of data to use in
state legislatures to advocate for increased funds for housing
and ot her servi ces.

The above are nerely a fewvery general strategies for dealing with nore
gl obal problens in community services. Wth an understanding of the state
and | ocal Ievel nechanisns for service funding and delivery, a state counci
should be able to develop its own specific strategies for dealing with this
problemwi thin priority service area constraints.

The general |ack of funds for service start-up or expansion in many states
is also not addressed by PL 95-602 in a manner which applies to the whol e
devel opnental disabilities service network. The use of Fornmula Gant Program
doll ars as seed nonies for service start-up or expansion i s, of course,
inplied in the provision of direct services under each priority area. However,
conpared to the funds avail able to nost other prograns, the Devel opnenta
D sabilities Formula Gant Programhas too fewdollars available to make a



dent in major gaps, unless councils continue to exercise their genera
advocacy nandate to convince | egislators, other providers, and the genera
public to give fiscal support to new services for the handi capped. If
councils concentrate solely on the provision of direct client services, there
is also the danger that the council and the programwi || eventually becone
locked in their own categorical, special services niche and lose their ability
to effect systemw de change for all substantially handi capped. Judicious use
of Fornmula Grant dollars for client services will continue to be a need under
PL 95-602, but councils will need to strengthen their advocacy role - within
the service priority areas, "to expand the availability and use of services"
[Section 133 (b)(4)(B)(iv)], and as general advocates w thin the service
network, across all priority areas.

Thus, al though advocacy is only briefly nentioned in PL 95-602, public
awar eness and advocacy need to be nore vital than ever under the new |aw
The wider target population will require new strategies for public education
about the needs and capabilities of the severely handi capped - people who are
usual ly nmore visible (assunming they are located in the coomunity) than their
nmore mldly disabled counterparts, and are therefore nore likely to be
avoi ded, feared or rejected.

Publ i ¢ awareness canpai gns cost noney, sonetines a great deal of noney,
for filnms, TV and radio spots, slide shows, neetings, newsletters and ot her
efforts, including sensitivity training of public service workers, legislators
and the general public. Some wdely-targeted anwareness efforts nay be fundable
under the priority service areas. For exanple, in the coomunity alternative
living arrangenments area, the devel opnent of group homes or the community
accept ance of the handi capped in any community living situation may be bl ocked
by public m sconceptions about this group of people. In such a situation,
docurent ation of this problemcould justify funding of a public awareness
canpai gn to gai n acceptance of the handi capped living in the comunity.

The council has one nmore tool to use which transcends the priority service
areas and has the potential to raise public and provider awareness of the
disabled. Wth the nodified definition, the council can becone a resource to
federal recipients on conpliance with Section 504 of the Rehabilitation Act.
Provi di ng assi stance on 504 conpliance is likely to cost the council little
or nothing, but it may be both an awareness and an influencing activity which
can open the door to nore gap-filling than can direct service provision.



DATA & ANALYSI S:
GAPS & BARR ERS | N THE DEVELCPMENTAL D SABI LI TI ES SERVI CE NETWIRK

This section contains an anal ysis of programproblemareas cited in
fifty-three Fiscal Year 1978 devel opnental disabilities state plans.
The following types of data and information are revi ewed:

» Service gaps (as opposed to utilization gaps)
in devel oprental disabilities services

* Needs in the national program goal areas (dein-
stitutionalization, institutional reform com
munity alternatives, early intervention, and
adul t prograns)

* Special state needs and barriers to gap-filling
o State devel opnental disabilities council needs

Alnost all states identified gaps in all services and di scussed a variety
of needs in all national, state and council programareas; reviewof all
identified problens would not yield information on the priority probl em
areas which may require closer Federal attention. In order to concentrate
on the nost pressing gaps and needs, therefore, EMC Institute revi ened
state plan narrative gap anal yses to determ ne whi ch probl ens were nost
critical within each state.

Gaps in Services

Few states conducted an anal ysis of utilization gaps inservices;
therefore, this analysis concentrates on the service gaps which, in the
judgenent of EMC Institute, were the five nost critical gaps wthin each

state.

Tables 1 and 2 show the najor direct and support service gaps identified
by the states in Fiscal Year 1978 state plans. Thirty-nine (39) states
anal yzed gaps in direct services, and thirty-three (33) states anal yzed
support services gaps. The renainder of the states did not identify gaps.
Most of the states which did not anal yze gaps cited a | ack of information
on which to base such an analysis. This rationale is supported by the
fact that a need for information for planning was also cited by nearly
half of the states, as will be discussed bel ow (See Table 8). Sone states
only identified gaps in a broad service category, such as enpl oynent ser-
vices, and did not specify gaps in individual services, such as sheltered
enpl oynent and ot her enpl oynment; this nay also be related to the states'
need for better information for planning.

The nost frequently cited najor gaps occurred in residential services,
particul arly special living arrangenents; day care; and case managemnent

servi ces.



TABLE 1
GAPS IN DIRECT SERVICES

RESIDENTIAL DAY CARE EDUCATION TRAINING EDUCATION/TRAINING EMPLOYMENT
SPECIAL
LIVING DOMICILIARY PRE~ SCHOOL SCROOL PRE~-
TOTAL* ARRANGEMENTS CARE TATAL* SCHOOL ADULT TOTAL* _AGE TOTAL* AGPE TOTAL* SCHOOL ADULT TOTAL SHE RED O
Humber of states 30 18 2 23 3 5 10 ? 5 4 15 3 14 18 10 4
reporting paps
{39 states total)
Percent of states 76.9% (46.2%)%* {5.1%) 59,0% (7.7%) (12.8%) 25.6% (17.3%) 12.8%  (10.3%) 38.5% (7.7%) (35.9%) 46.2% 25.6% 10.3%
reporting gaps
(#/39)
TABLE 2
GAPS IN SUPPORT SERVICES
IDENTIFICATION CASE MANAGEMENT TREATMENT FAMILY /PROGRAM SUPPORT
INFORMATTION FOLLOW=- TRANS- RESPITE

TOTAL* DIACHOSIS EVALUATION REFERRAL TOTAL* COUNSELING PROTECTIVE ALONG TOTAL* MEDICAL OTHER TOTAL* PORTATION CARE
Humber of states 17 6 6 5 23 2 3

reporting gaps
(33 stares tocal)

RECREATION
11 12 1 1 17 8 4 3

Percent of states  51.5% (18.2%)*%(18.2%) {15.22) 69.7% (6.1%) (9.1%) (33.3%) 36.4%Z (30.0%) (30.0%)51.5Z (24.2%) (12.1%)
reporting gaps

(#733)

{9.1%)

Includes number of states which identified gaps in individual services, plus those states which were only able ro identify gaps in the broad
service category.

% Because not all states idencifled gaps iIn individual services, the actual percentage of states having gaps in individuval scrvices may be higher than
is reported here; for this reason, individual service percentages are given im parentheses.



Deinstitutionalization & Comunity A ternatives

The programarea of deinstitutionalization and its conpani on area of
appropriate alternative community care prograns conprised the single |argest
topic of need addressed by the states. Forty-eight (48) of fifty-three (53)
states and territories cited gaps in services related to these areas, as
shown by Tabl e 3.

Wiile "deinstitutionalization", i.e., elimnation of inappropriate
institutional placenents, is a high national priority for Federal human
servi ces prograns, the enphasis on community prograns in Table 3 indicates
that a lack of community alternative services was the largest single barrier
to returning the devel opnentally disabled to the community in Fiscal Year 1978.

It was not possible to identify specific community services which had the
largest gaps related to deinstitutionalization, because nmany states included
nost or all services in this programprobl emarea under "commnity alternatives."

TABLE 3
DEINSTITUTIONALIZATION & COMMUNITY

ALTERNATIVES NEEDS IDENTIFIED IN FY 1978
DD STATE PLANS

AREA OF REED PERCENT/WUMBER OF STATES

Improve or Establish 68.7%

Community Programs (33)

(general)

Establish Community 64.6%

Placements or Residential (3L

Facilities

Institutional Reform 48.3%
(26)

Non-Specific 37.7%
(20)

Upgrade Services 31.2%

(15)



Adult Programs

Thirty—-four (34) states addressed gaps in adult programs and related
community support programs. The results are given in Table 4.
TABLE 4

ADULT PROGRAM/COMMUNITY SUPPORT SERVICE NEEDS
IDENTIFIED IN 34 FY 1978 DD STATE PLANS

AREA OF NEED PERCENT/NUMBER OF STATES
Adult Programs (broadly addressed) 70.67%

(24)
Coordination/Integration of Services 44 .17

(15)
Protection and Advocacy 29.4%

(10)
Increase Counseling Services 5.9%

(2}

In addition. Table 2 shows that nearly seventy vercent of the states
which identified gaps cited major gaps in case management services - counseling,
protective and advocacy and follow-along services - which were cited under adult
programs in the regulations of PL 94-103,



Prevention and Early Intervention

Thirty-six (36) states cited needs in the area of prevention and early
Intervention, as shown by Table 5.
TABLE 5

PREVENTION & EARLY INTERVENTION NEEDS
IDENTIFIED IN 36 FY 1978 DD STATE PLANS

AREA OF NEED PERCENT/NUMBER OF STATES
Prevention & Early Intervention 75.0%
(broadly addressed) (27)
Expansion or Improvement of Early 38.9%
Sereening, Diagnosis & Evaluation ' (14)
Parent Training 16.7%

(6)

The enphasis in the area of prevention and early intervention was on
closing gaps in early screening, diagnosis and evaluation. Mjor identifica-
tion service gaps (Table 2) were also cited by one-half of the states which
addressed gaps by type of service.

A large nunber of states cited needs in "prevention.” Wile not strictly
within the | egal scope of the Devel opnental D sabilities Programunder PL 94-
103, prevention includes such activities as public awareness and educati on,
pre-natal and post-natal care and treatnent and genetic counseling which are
closely related to early intervention



Individual Habilitation Planning

As shown by Table 6, eight (8) states addressed individual habilitation
plan needs,
TABLE 6

INDIVIDUAL HABILITATION PLAN NEEDS
IDENTIFIED IN 8 FY 1978 DD STATE PLANS

AREA OF NEED PERCENT/NUMBER OF STATES
Develop IHP's 87.5%

(N
Develop Methods to Implement IHP's 25,0%

(2)

Note that development of individual habilitation plams, rather than
implementation of such plans, was the major need cited.



State Planning Council Needs

Thirty (30) states identified specific needs of the state plamning
council. As Table 7 shows, the outstanding needs identified by the states
occurred in orientation, training and technical assistance.

TABLE 7
STATE COUNCIL NEEDS IN ORIENTATTON

TRATNING & TECHNICAL ASSISTANCE IDENTIFIED IN
30 FY 1978 DD STATF PLANS

AREA OF NEED PERCENT/NUMBER OF STATES
Council Orientation, Training 80.0%
and Technical Assistance (24)
Planning 33.32
(10)
Organization & Administration 30.0%
(9)
Influencing 26.7%
(8)
Monitoring & Evaluation 20,0%
(6)

While "orientation, training and technical assistance" are ambiguous
needs, the fact that nineteen (19) of the states emphasized the need for
orientation suggests that councils have an ongoing need to be reacquainted
with their overall roles and responsiblities.,



Qher Barriers and Needs in the Devel opnental Disabilities Program

Publ i c awareness, protection and advocacy energe as naj or needs for
the expansi on and use of services, particularly the devel opment of com
nunity alternative residences. The second najor need - funds for service
expansion - also inpacts heavily on the devel opnent of housing and ot her
community services. Wile the Protection and Advocacy Systemand i ncreased
counci | enphasis on public education may help alleviate the | ack of aware-
ness and advocacy, the inproverment or establishnent of commnity services
may still remain the nmost serious gap in the deinstitutionalization effort
(Table 3), due to the lack of funds to close this gap.

Nearly half of the states which cited "information devel opnent” as a
need related this in a general way to Devel opnental D sabilities Program
planning. Yet others cited specific needs for client tracking systens,
information and referral systens, and needs assessnents on which to base
dei nstitutionalization and the devel opnent of new servi ces.

Table 8 illustrates other priority needs identified by forty-eight
(48) states.
TABLE 8

MOST FREQUENTLY CITED STATE NEEDS & BARRIERS
IN 48 FY 1978 DD STATE PLANS

NEEDS AND BARRIERS PERCENT/NUMBER OF STATES
Public Awareness & Education, 62,.5%
Protection and Advocacy {(30)
Lack of Funds to Expand Services 54.2%
(26)
Information Development 47.9%
(23)
Personnel Development 41.7%
(20)
Rural Problems 20.8%
(10)
Transportation 31.2%

(15)



Personnel devel oprent is a need which relates directly to the
quality of existing services. The inprovenent or upgrading of community
and institutional services is a thene which runs throughout problem areas
in Table 3. The lack of adequate personnel devel opnent is therefore a
barrier to filling these gaps in the continuumof services.

The special problens of non-urban areas - lack of transportation and
long travel tines to services - causes problens in client use of existing
services. Seven (7) of the fifteen (15) states which cited transportation
as a problemidentified it as a barrier to utilization by the devel opnental |y
di sabl ed of services which are already in place. Nearly one-fourth of the
states also identified major gaps in transportation as a service (Table 2)
initself, and not just as a necessary support function for other services.



METHCDOLOGY & LI M TATI ONS:
GAPS & BARRERS | N THE DEVELCPMENTAL DI SABI LI TI ES SERVI CE NETWRK

Met hodol ogy

The purpose of this analysis was to identify the major gaps in the
devel opnental disabilities service network and the najor barriers to
service delivery in the states. To acconplish this, the follow ng vari -
abl es were examned, using information in Section IV, "Devel opnenta
D sabilities ProgramGaps," of fifty-three Fiscal Year 1978 devel oprent a
disabilities state pl ans:

» the five services experiencing the nost critica
gaps in each state plan (as judged by EMC Institute
review of narrative gap anal ysis).

» state needs in the national devel opnental disabilities
programgoal areas:

- deinstitutionalization and institutional reform

- commnity alternatives to institutions

- early screening, diagnosis and eval uation
(prevention & early intervention)

- adult prograns

» her state needs and barriers in state Devel opnental
D sabilities Prograns

» state devel opnental disabilities council needs

Al states used some adaptation of the Devel opmental Disabilities
State Plan Quidelines in presenting information on gaps. Identified gaps
in services were presented according to the devel opmental disabilities
service categories in the guidelines. In some states, although infornma-
tion on gaps was worked into those categories, other services not specifi-
cally included in the service categories were also anal yzed for gaps. In
anal ysis for this paper, these services were placed into one of the seven
(7) broad categories of services given by the guidelines. The types of
servi ces for which gaps identification was done are listed belowin Table 9
with their correspondi ng broad service categories; they are also listed in
the state plan guidelines and are expanded fromthe sixteen devel opnent a
disabilities services specified by PL 94-103.

Devel opnent of the conclusions and inplications for this paper was
suppl emented by reviewof Title V of PL 95-602* to make this paper as rel evant
as possible to current programnandates.

*EMC Institute, "An Analytical Review of the Devel opnental Disabilities
Assistance and Bill of Rghts Act," Cctober 30, 1978.



TABLE 9

CATEGR ES AND TYPES CF SERVI CES G VEN
I N THE STATE DD PLAN GUJ DELI NES

D RECT SERMVI CES SUPPCRT SERM CES

e Residential e J|dentification

D agnosi s*
Eval uat i on*

- Domciliary Care*
- Speci al Living Arrangenent s*

Information & Referral *

e Day Activity Programs by Age G oup
* (Case Managenent

- Day Care*
- Edupafti on* - Counsel i ng*
- Trai ni ng* - Protective, Socio-Legal *
e Enpl oyrent - Fol | ow al ong*
- Shel tered* » Treat ment
- Regul ar
- Medi cal *
- Dental
- Speci al
e Famly/Program
- Transportation
o _ . - Personal Care*
Limtations of the Data & Anal ysis - Recreation*

Devel opnental Disabilities State Plan Quidelines ask for an identifica-
tion of needs in national goal areas, state prograns and the state council.
Potential areas of need are listed in the guidelines, and sone states only
di scussed their needs in the listed areas; thus sone actual needs nmay not
have been identified by those states which felt constrained to present
their information only in the areas of need cited by the guidelines.

The guidelines al so request an anal ysis of two types of gaps in services:
gaps in the utilization of existing services by the devel opnental |y di sabl ed,
(utilization gaps) and gaps which can only be filled by the expansion of ser-
vices (service gaps). Fewstates analyzed utilization gaps; therefore, this
anal ysis of gaps refers only to service gaps.

This analysis of service gaps is |limted by three factors, two concern-

ing the nature of state plan data and the third caused by the data col |l ection
net hodol ogy used for this anal ysis:

*CGted in PL 94-103 regul ati ons, 1385.2(a)(20)



» The extent to which states were able to identify gaps
in specific services has varied fromstate to state, and
nany states were able to identify gaps only in the
br oader categories of services (see Table 9). Thus
other major gaps than those identified here may exi st
in specific services in sone states which only identified
gaps in the broad service categories.

* Wiile this analysis was limted to the five nost critical
service gaps in each plan, fewstates actually prioritized
their gaps. The reviewers were thus required to nmake a
judgnent, based on the state plan narrative, about which
service gaps were nost inportant to the state. For this
reason, sone reviewer bias may exist in this analysis.

The reader should also note that nore states than are

shown in this analysis actually have gaps in specific

services, but such gaps were not recorded if they were
judged to be of lesser priority in these states.

e State plan guidelines request a nunerical estinmate of
gaps in services. Thirty-one states cal cul ated such
estinates in Fiscal Year 1978 state plans. Unfortunately,
many of these states questioned the quality of their own
estimates (as was noted in the anal ysis section of this
paper, nearly one-half of the states cited a need for nore
valid information). Several of the states which produced
nunerical estinates also did not include narrative anal yses
of gaps to support their figures. Because of the above
problens with these data, it was felt that the nurmerica
data on gaps m ght confuse rather than enphasize the major
probl emareas identified by the states in narrative
anal yses. For this reason, only qualitative assessments
of gaps (narrative analyses) in Section IV of the state
pl ans were used in the anal ysis of service gaps for this
paper .
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