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BY THE COMPTROLLER GENERAL
Report To The Subcommittee On The
Handicapped, Senate Committee On
Labor And Human Resources

OF THE UNITED STATES

How Federal Developmental Disabilities
Programs Are Working

The Developmentally Disabled Assistance and
Bill of Rights Act of 1975 supports four pro-
grams intended to directly or indirectly bene-
fit the "developmentally disabled’’--persons
whose handicap is attributable to mental
retardation, cerebral palsy, epilepsy, autism,
or severe dyslexia and whose disability origi-
nated before age 18, is expected to continue
indefinitely, and is so seVere as to prevent
such persons from functioning normally
in society.

All four programs have problems which must
be addressed by either the Congress or HEW.
Some of the problems such as, the need for
performance standards, regulations, and guide-
lines are applicable to individual programs.
While others such as, the lack of monitoring
and specific direction were found to exist in
all four programs.
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COMPTROLLER GENERAL OF THE UNITED STATES
WASHINGTON, D.C. 20548

B-197416

The Honorable Jennings Randolph
Chairman, Subcommittee on the
Hand icapped C ,
Committee on Labor and *)a‘1|
Human Resources =6
United States Senate

Dear Mr. Chairman:

Pursuant to your June 24, 1978, request and later dis-
cussions with your office, we have made a comprehensive
examination of the overall administration and operation of
four developmental disability programs--State Formula Grant,
State Protection and Advocacy, Special Projects, and
University-Affiliated Facilities. These programs were
designed to improve and coordinate services to the develop-
mentally disabled and to protect their rights. This report
describes how these programs operated during the 3-year
period covered by Public Law 94-103 and discusses what the

should do to bring about improvements.

As requested by your office, we did not take the addi-
tional time to obtain written comments from program officials
or from the Department of Health, Education, and Welfare.
However, the information in this report has been discussed
with Rehabilitation Services Administration officials, and ﬁGCdo
their comments T priate. Also,
as agreed with your office, we are making the report avail-
able to the appropriate congressional committees, agency
officials, and other interested parties.

Slncene;y your

L

Comptroller General
of the United States

e

of
Congress and the Department of Health, Edggqtipn,7an§mWelfareﬁ@L






COMPTROLLER GENERAL'S HOW FEDERAL DEVELOPMENTAL
REPCRT TO THE SUBCOMMITTEE DISABILITIES PROGRAMS ARE
ON THE HANDICAPPED WORKING
SENATE COMMITTEE ON LABOR AND
HUMAN RESOURCES

Numerous projects and activities have been
funded under programs to help the "develop-
mentally disabled,™ but whether these persons'
conditions have been significantly bettered

as a result is largely unknown.

Developmentally disabled persons, numbering
approximately 2 million, have disabilities
which originated before the age of 18, are
expected to continue indefinitely, and con-
stitute a substantial handicap to their
ability to function normally in society.

Five conditions have generally been accepted
as constituting a developmental disability:
mental retardation, cerebral palsy, epilepsy.,
autism, and severe dyslexia.

Because the Congress believed these persons
were being overlooked by other disability
programs, in 1975 it continued and expanded
efforts to better their conditions with pro-
grams supported under the Developmentally
Disabled Assistance and Bill of Rights Act
(Public Law 94-103). Four major programs
discussed in this report were intended to
ameliorate their plight:

—--State Formula Grant Program in which each
State shares Féderal funds to establish
comprehensive statewide service networks
to meet the needs of the developmentally
disabled.

—--State Protection _and Advocacy Program to
establish and guard thelr rights, assuring
that they obtain quality services needed
for maximum physical, psychological, and

social development.

Tear Sheel. Upon removal, the report
cover date should be noteg hereon.
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--Special Proiects Program_to fund projects
wHTEE”EEHBE%E%EEE“EEW“Gf‘improved techni-
ques for delivering services and to assist
in meeting their special needs.

--University-Affiliated Facilities Program
renagt a rYésources to serve
these disabled persons,

For the 3 years and 3 months period Public
Law 94-103 was in effect, a total of

$179 million was allocated for these four
programs.

All of these programs have funded projects
and activities to help the developmentally
disabled. However, the Department of
Health, Education, and Welfare (HEW) had
not developed criteria or standards to
measure program performance or made any
indepth reviews of the programs for over-
all impact on the conditions of the persons
they were meant to serve.

At the request of the Senate Subcommittee on
the Handicapped, GAO examined the operation
and administration of the four developmental
disabilities programs and found that all the
programs had problems which must be solved.
The State Formula Grant Program is parti-
cularly burdened. Many of its problems

are so fundamental and pervasive that major
improvements are needed, beginning with a
clear congressional definition of what this
program should accompiish.

Although the State Protection and Advocacy
Program is too new to gauge its impact, early
indications are that this program offers new
hope for the developmentally disabled. This
program contains clout--a key ingredient that
is lacking in the Formula Grant Program.
Designated State agencies for this program
have legal authority to push for actions and
obtain services for the developmentally dis-
abled. This enables the disabled to go out-
side established service delivery systems and
assure that their riagnts are protected. How-
ever, the program also has some problenms,

not the least of which is lack of funds.
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For the most part, the Special Projects Pro-
gram is not unigque or special. Contrary to
program goals, many projects were strikingly
similar to projects funded under the Formula
Grant Program. This was particularly true
of regional projects--many of which were
narrowly scoped, not designed for widespread

application or replication, and were providing

conventional services instead of developing
unique or innovative techniques for service
delivery. Much of this occurred because
program funds were often used to continue
projects started under nondevelopmental
disability programs.

The main problems with the University-
Affiliated Facilities Program are that it

is funded from numerous sources with no
fixed pattern, has vague mission statements,
and has varying and incompatible guidelines.
It is a classic example of trying to serve
more than one master, resulting from various
supporters having different perceptions and
expectations about what the program should
be accomplishing.

All four programs need closer monitoring and
more specific direction from HEW if they are
to be effective and viable forces in improv-
ing the conditions of the developmentally
disabled.

To improve the State Formula Grant Program,
the Congress needs to delineate what it wants
the program to accomplish. 1In addition, the
Secretary of HEW needs to direct the Commis-
sioner of the Rehabilitation Services aAdmin-
istration to

-~develop uniform standards to help pro-
gram administrators, State Ccuncils, and
others evaluate program performance;

--formulate standards to measure the per-
formance of State Councils;

--encourage States to establish more effec-

tive and accountable grant review mecha-
nisms;
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—--provide States with more specific guidance
for reporting program expenditures;

-~-assure that the States develop and use
appropriate monitoring and evaluation
tools to assess their programs; and

-—-increase HEW regional monitoring and
evaluation efforts.

To improve the State Protection and Advocacy
Program the Secretary should direct the Com-
missioner of the Rehabilitation Services
Administration to

--formulate specific regulations and guide-
lines;

——assist States in accessing other funds for
their programs;

--require the States to establish a mecha-
nism for coordinating the advocacy activi-
ties of this program with the Formula Grant
Program; and

--establish standards to measure program
performance.

The Secretary should also improve the Special

Projects Program by requiring the Commissioner

of the Rehabilitation Services Administration
to

--review all projects currently being funded
under this program and discontinue support
to those which are not, or do not hold
promise of fulfilling legislative objec-
tives;

--fully inform the Congress on how program
funds are spent and what has been accom-
plished;

--strengthen grant review procedures;

--increase program monitoring and evalua-

tion, including site visits to projects;
and
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-~gstablish a system to follow up on project
accomplishments and dissemination of
project results.

Further, the Secretary of HEW should assure
that the Commissioner of the Rehabilitation
Services Administration establishes goals,
objectives, and performance standards for
the University-Affiliated Facilities Program
supported with developmental disabilities
funds and periodically evaluate supported
facilities.






DIGEST
CHAPTER

1

3

INTRODUCTION

The developmentally disabled:
who are they?

Attempts to provide for a neglected
population

Public Law 94-103: something old
and something new for the
developmentally disabled

Program administration

Scope of review

FUNDAMENTAL PROBLEMS HAMP&ER STATE FORMULA
GRANT PROGRAM

Conflicting views regarding program
implementation

Roles of key organizations unclear:
who is to do what?

Coordination and commitment to program
often lacking

Are developmental disability State
plans an exercisez in futility and
nonutility?

It is difficult to tell how program
funds are used

Questionable practices in awarding
service proijects

Little attention is given to monitoring
and assesging program performance

Conclusions

Recommendations to the Congress

Recommendations to the Secretary of HEW

THE STATE PROTECTION AND ADVOCACY PROGRAM:
NEW HOPE FOR THE DEVELOPMENTALLY DISABLED

The program looks promising--but it is
too early to tel!

Problems needing attention

Conclusions

Recommendaticons to the Secretary of HEW

Page

o0 ~J (W

11
11
13
18

29
31
39

49
55
55
56

57

57
65
72
73



CHAPTER

4

APPENDIX

I

II

GAO

HEW

RSA

UAF

SPECIAL PROJECTS PROGRAM: IS IT REALLY
SPECIAL?
Legislative background
How program funds were distributed
Are special projects special?
Observations on grant award procedures
and postaward project evaluations

Conclusions
Recommendations to the Secretary of HEW

UNIVERSITY-AFFILIATED FACILITIES PROGRAM:
IS IT LIVING UP TO EXPECTATIONS?

Historical overview

The effect of developmental disability
core support appears to be minimal

More attention needs to be given to
program direction, image building,
and measurement criteria

Conclusions

Recommendations to the Secretary of HEW

Special interest groups contacted by GAO
Extent of coverage in GAQO review of the

four programs authorized under Public
Law 94-103

ABBRFVIATIONS

General Accounting Office
Department of Health, Education, and Welfare
Rehabilitation Services Administration

University-Affiliated Facilities

Page

74
74
76
79

87
93
94

a8

113
117
118

119

120



CHAPTER 1
INTRODUCTION

The Nation's commitment to care for and attend to the
problems and needs of the mentally retarded and others hav-
ing related disabilities is manifested in a myriad of human
service programs at the national, State, and local level.
Programs providing a broad spectrum of services at each life
stage are now available for this once-neglected population.
Yet, segments of the disabled population still are not get-
ting the services they need--they are not able to join the
network of available services. Most vulnerable are the de-
velopmentally disabled.

THE DEVELOPMENTALLY DISABLED:
WHC ARE THEY?

Developmental disabilities describes a group of hand-
icapping conditions which often require services resembling
those needed by retarded persons. Categorically, five condi-
tions are generally accepted as constituting a developmental
disability: mental retardation, cerebral palsy, epilepsy,
autism, and severe dyslexia. To be considered as develop-
mentally disabled, a person's disability must

--have originated before age 18,
-—-be expected to continue indefinitely, and

--represent a substantial handicap to his/her ability to
function normally in society.

The Department of Health, Education, and Welfare (HEW)
has estimated that 10 million people are afflicted with one
or mcre of these disabling conditicns, with mental retarda-
tion {numbering about 6 million) far outdistancing the other
groups. However, to consider all 10 million to be develop-
mentally disabled would be erronecus, since many probably
do not meet the other three conditions of eligibility--
especlially the substantially handicapped factor.

While the actual number of developmentally disabled per-
sons 1s unknown, HEW has estimated that 2 million people are
developmentally disabled. Generally included are the moder-
ately, severely, and profoundly retarded (about 10 percent of
all retarded); epileptics whose seizures cannot be controlled,
most cerebral palsy and autistic csses, and those suffering
from severe dyslexia.



People witn developmentail disabilities cften require
special lifelrng services from several agencies. Because
they are more difficult and custly to serve, the develop—
mentally disabled tend to be werlooked or excluded in the
plans and programs of general and specialized service agen-
cies.

ATTEMPTS TO PROVIDE FOR
A_NEGLECTED POPULATION

Althougl proagrams for the developmentally disabled have
existed for decades, it was in ~he early 1960s that the Fed-
eral Government provided the ‘nitial impetus for a renewed

emphasis on the needs of rhis eilaected population. The first

to be helped weo¢ the mentall vetarded. The key legislation
was the Menta! Retardation Far:'ities and Community Mental
Health Centers Jomstruction A cr of 1963--Public Law 88-164.

Public Law 8£-164

In 1963 the Congress created the first Federal categor-
ical construction program tor the mentally retarded. Public
Law 88-164 provided Federal Iurnds to (1) build research cen-
ters for preventing and combat;ng mental retardation, (2)
construct pullic cor nonprofit o linical facilities (i.e.,
university-atfilrated facilit 3} which would provide
inpatient,/ourpa*tient service. . Jdemonstrate how specialized
services couid we provided, o~a provide clinical training
for physicians and others wor<ing with the retarded, and (3)
encourage Srtates o builid com ity facilities for the re-
tarded.

LAY

T

Fublic naw {r-154 resulr v n millions of dollars being
hi

spent and hundreds of faciliti.s constructed to help the re-
tarded. But therve were shori oimings, such as:

-
.

Constructlion was the @ rimary focus--few funds were
availanlte for secrvioo-

2. Services were fragmented because of a general lack
of cocrdination among nhe various servvice programs.

3. Poverty arcas where f{ocilities and services were
scat e weres often nrslected,

4, Qperational {core) .:roort Lo cover basic adminis-—

trative expenses of the rewly constructed university-

affiliataod facilitic: was inadequate.



5. The programs were mainly f(wr the mentally retarded.
Excluded were disability groups, such as cerebral
palsy and epilepsy, which lLave service needs
similar ro these of the patacded.

Recognizing these deficiencics, the Congress amended
Public Law 88-164, which expired .n 1970. The result was
the second landmark legislation ir tne histeovy nof programs
for the developmentally disabled--Futiic Law 91-517.

Public Law 91-517

Several notable changes occutrced under the new legig-—
lation, which was enacted on Octcler 30, 1970, Ceonstruction
gave way to planning and services g5 majov areas of emphasis.
The previocus authority to ceonstruct comrunity facilities was
replaced by a broad new Federal/Fia'e grant—-in-als program
to help States develop and implemer a comprebensive plan (o

meet the needs of the disablec. 1. Srates' sharve of funds
under a formula grant could be us ¢ {or serv.zes, planning,

administration-—-and toc a lesser & ree for construvction.

The 1970 Act provided for Storen -0 commingle funds with

those of other programs to develop » asiwerk ol services for
the disabled. With few restricti::r and ¢nly brcad guide-
lines, States were permitted gres atiftude in spending funds

under this program.

Public Law 91-%17 tried to o et cime the shortcomings of
the prior legislation by emphasiz. » ocoordination of services,
getting services into poverty aress  and fiiling ir insting
service networks. Throuagh separate proiect grants it also
provided core support {or the Urt i eigv-rfiiliated Facilities
Program (UAF).

The new law also brocadened i tavrgyet population to in-
clude cerebral palsy, epilepsy, and other neurcloyical condi-
tions closely related to mental r=r.rdation. A new term--
developmental disability--was ado;tod to describe this new
target group.

PUBLIC LAW 94-103: SOMETHING

OLD AND SOMETHING NEW FOR THE

DEVELOPMENTALLY DISABLFD

The Developmentally Disabled Assistance and Bill of
Rights Act, enacted in October 1275, (onvinued support of
the State Formula Grant and Univercity-aAfiiliated Facilities




programs. Two new programs were added to benefit the de-
velopmentally disabled: a State Protection and Advocacy
Program and a Special Projects Program.

State Formula Grant Program

More than half (54 percent) of the Federal funds under
Public Law 94-103 were allocated to 50 States and 6 territor-
ies for the State Formula Grant Program. State shares under
this program were to he used for planning, Administration, de-
livering services, and constructing facilities for the de-
velopmentally disabled. Durirc the 3 years and 3 months
Public Law 94-103 was in effect, almost $98 million of the
$179 million allocated went for expanding and revising the
State Formula Grant Program created under the prior develop-
mental disabilities legislation.

Planning is a major priority of the State Formula Grant

Program. States develop a plan for a coordinated and in-
tegrated service delivery syster which is supposed tc spread
from the State to local levels, provide technical assistance

to poverty areas, and involve agencies and consumers at all
levels. The key organization irn the planning process is a
State Planning Council composed of members cof each principal
State agency, local agencies, ncngovernmental organizations,
and consumers. The Council acts as the strategist for de-
veloping and implementing the program. Through its approved
State Plan, the Council establishes goals and priorities for
developing a comprehensive nerwark of services for the de-
velopmentally disabled, including a plan to eliminate inap-
propriate placements and improv: the guality of care of the
disabled in institutions.

Five percent (cor $£50,000, whichever 1is less) of each
State's allotment was to be used to administer the State
Formula Grant Program. Here, tre key organization is a de-
signated State agency that is responsible for administering
the implementation of the State Plan and assuring that program
funds are properly spent and accounted for. The designated
State agency selects from Counc:l strategies the best way to
achieve goals and objectives according to the State Plan.

Using program funds for constructing facilities was
further discouraged under Pub.i¢ Law 94-103--a maximum of 10
percent could be used.



Funds could be used for a wide range of diversified
services for the developmentally disabled. Funds were to
be commingled with those of other programs to facilitate
the development of comprehensive services. Without impos-
ing a set pattern of services on any one State, funds were
tc be integrated with both specialized and generic services
of several State agencies, such as health, welfare, education,
and rehabilitation. Program funds were supposed to fill serv-
ice gaps and expand the existing service network--not supplant
already available funds. Accessing the existing service net-
work 1s a fundamental tenet of the State Formula Grant Program.

The Federal share of expenditurces under this program was
limited to 75 percent (except in poverty areas, where it could
increase to 90 percent).

State Protection and Advocacy Progran

One of two new procgrams authorized under Public Law
94-103 is the State Protection and Advocacy Program—-designed
to establish and guard the rights of the developmentally dis-
abled and assure that they have quality services needed for
maximum physical, psychological, and social development. It
was the smallest of the four developmental disability pro-
grams, with just under $8 million (4 percent of all funds
appropriated for the program) allcocated to the States and
territories during the 3-year period.

To continue receiving State Formula Grant Program funds,
each State had to establish a protection and advocacy system
by October 1977. Federal funds were made available to design
and set up a system independent of any service~providing State
agency. These systems were to be backed by legal and adminis-
trative authority. States were givea much flexibility in im-
plementing their respective systems.

University-Affiliated
Facilities Program

Public Law 94-103 provided basic core support to 37
university-affiliated facilities. This $16 million program
(over the 3 years) was to assist facilities with meeting the
costs of operating demonstration facilities and providing
interdisciplinary training to strengthen staff resources to
gserve the developmentally disabled. An additional $1 million
was awarded to some facilities to initiate feasibility studies
and establish satellite centers for sevrvices in areas not
covered under the university-affiliated facility network.



Funding sources (such as Maternal and Child Health Serv-
ices) were expected to provide the largest share of the pro-
gram's resources and basically determine how a particular
facility operates. The developmental disabilities program,
however, expanded the rcle of the university-affiliated fa-
cilities beyond what was mandated by other programs. HEW
guidelines enccouraged facilities to

--make training and other services available for the
developmentally disabled;

-—-serve all age groups;

~-—provide a wide range of training opportunities (includ-

ing graduate and undergraduate programs, short-term
workshops, general oriantation experiences, etc.);

--develop data on service and staff needs;

——-provide a setting of 1interdisciplinary training where
various disciplines learn together and share their
experiences;

-—coordinate their efforts with State and local agencies
to remain responsive tu service needs of the develop-

mentally disabled;

-—provide technical assistance and work with State
Planning Councils; and

-—-serve the substantialily handicapped.

Special Projects Program

Public Law 91-517 allowed up to 10 percent of the State
formula grant moneys to be used by HEW for projects of na-
tional significance. These projects were to demonstrate new
or improved techniques for delivering services and assist
with meeting the special needs of the disadvantaged develop-
mentally disabled. Under Public- Law 94-103 this authority
was replaced with a new Special Projects Program which re=-
tained the projects-of-naticnal-significance element but also
added a discretionary grant authority for regiocnal projects.

Close to $57 million was made available under this pro-
gram during the 3-year period, making it second only to the



State Formula Grant Program as the largest of the four pro-
grams under Public Law 94-103. HEW regional offices were al-
located $38 million and HEW headquarters kept the remaining
$19 million for projects of national significance. Special
project funds were to go to public or nonprofit organizations
to improve service quality, demonstrate established and new
programs to improve services, increase public awareness about
the developmentally disabled, coordinate community resources,
provide technical assistance and training, and gather and dis-
seminate information.

PROGRAM ADMINISTRATION

Administration of the four programs under Public Law
94-103 is a shared responsibility among naticnal and State/
local officials. Key organizations in the programs include
HEW headquarters and regional office personnel, a National
Advisory Council, State Planning Councils, Council staff,
designated State agency personnel, and officials of the
university—-affiliated facilities.

National level

Cverall program administration was the responsibility of
the Developmental Disabilities Office, which was organization-
ally located in the Office of the Assistant Secretary for
Human Development, HEW headquarters. When the law was passed
in 1975, the Developmental Disabilities Office had 33 full-
time staff positions--26 professional and 7 administrative/
clerical. In May 1978, a reorganization reduced the staff
to 16 people, of which 13 were professionals. The change
also relegated the Office to a bureau status within the Re-
habilitation Services Administration (RSA), one step further
removed from the Assistant Secretary.

While the Developmental Disabilities Office was primarily
responsible for promulgating regulations and guidelines for
the developmental disabilities programs and for monitoring and
evaluating these programs nationally, it relied on the 10 HEW
regional offices to assist in the day-to-day administration
of the programs. Developmental disabilities staff in the re-
gional offices had remained relatively constant since Public
Law 91-517. 1In January 1979 regional staff consisted of 31
people-—-including 22 professionals. This represented an
average of slightly more than two professionals per regional
"office to administer the developmental disabilities programs.



A third key organization was the National Advisory
Council on Services and Facilities for the Developmentally
Disabled. The Council was created to advise HEW on requla-
tions, to evaluate the developmental disability programs, to
monitor program implementation, and to review grant applica-
tions for projects of national significance. The Council was
comprised of 25 members representing major Federal agencies,
State and local governments, institutions of higher learning,
and organizations providing services to the disabled.

State/local level

Governor—appointed planning councils along with a council
staff and a designated State agency share responsibilities
for carrying out the State Formula Grant Program in each
State. Planning council roles include establishing goals and
objectives, identifying service gaps, setting priorities for
allocating program funds, and establishing mechanisms for moni-
toring and evaluating the program. Councils are to employ
adequate staff to help carry out their responsibilities on
a day-to-day basis. Each State is also tc designate an agency
to provide proper and efficient administration of the program.

A second State agency appointed by the Governor 1is
responsible for administering each State's protection and
advocacy system. This agency is to be independent of any
State agency which provides treatment, services, or habilita-
tion to persons with developmental disabilities.

Under the University Affiliated Facilities Program the
facility director and staff are responsible for program
administration; technical assistance is available from HEW
regional personnel.

HEW regional officials control funds and direct their
share of special project funds, with little involvement at
the State or local level. However, applicants for funds
under the Special Projects Program were regquired to submit
a copy of their application to the appropriate State planning
council for review and comment before being approved or re-
jected by HEW.

SCOPE OF REVIEW

This report represents our second major effort to review
the developmental disability programs. In 1974 we apprised
the Senate Subcommittee on the Handicapped, Committee on Labor



and Public Welfare, of the results of our review of programs
under Public Law 91-517 (the predecessor to Public Law 94-
103).

Shortly before Public Law 94-103 was to expire, the

Senate Subcommittee, on June 24, 1978, requested a similar

review of programs under that legislation, Like our first

review, this evaluation was a broad-based and comprehensive

examination of the overall administration and operaticn of

each of the four developmental disability programs. As re-

quested, our work was directed at assessing the administration :
and operation of existing Federal programs and ncot at evaluat-
ing which Federal strategies would be most appropriate for i
improving the conditions of developmentally disabled individ-
uals. Our review concerned such guestions as:

--How are the programs being implemented?

—-—Are the programs producing desired results
and achieving intended purposes? i

--What modifications are needed to make the
programs more effective?

Our fieldwork, conducted between October 1978 and
April 1979, centered on Public Law 94-103 even though that
law expired and was replaced by the current developmental
disabilities legislation (Public Law 95-602) in November 1978.
This report can help determine whether any changes are needed
in the current programs.

We reviewed the legislation, regulations, and guidelines
for the four developmental disability programs, examined
numerous project files, and conducted interviews with pro-
gram officials. At the Federal level, we interviewed HEW
headquarters and regional officials and reviewed their pro-
gram files. We met with representatives of 12 special in-
terest groups to obtain their comments on program accomplish-
ments and problems. (See app. I.)

Most of our efforts involved the Formula Grant, Protec-
tion and Advocacy and University-Affiliated Facilities pro-
grams in four States: Ohio, Pennsylvania, Washington, and
California. We also reviewed HEW administrative activities
for these programs and the Special Projects Program at head-
quarters and in regional offices in Regions III, V, IX, and
X. Because each State may operate differently, we cannot
conclude that our findings are necessarily representative of
the nationwide programs. However, the funding coverage was



extensive, despite the relatively few locations visited, and
we believe our findings present an accurate overview of the
developmental disability programs. Appendix II shows our
coverage of each program.

In reviewing the State Formula Grant Program, we (1)
interviewed the Chairperson and selected members of the
planning councils, the Council staff, and officials of the
designated State agency, (2) reviewed and scheduled pertin-
ent data from State records pertaining to every service pro-
ject awarded by the sampled States from their fiscal years
1976-78 formula grants, (3) visited five project sites in
each of the four States, reviewing project files and inter-
viewing project officials, and (4) reviewed HEW audit reports
pertaining to the Ohio and Washington formula grant programs.

We interviewed State officials for each of the four
Protection and Advocacy Programs and reviewed agency records.
We visited all seven university-affiliated facilities re-
ceiving core support in the selected States. In addition to
determining how these grants were used, we also solicited
officials' comments and reviewed facility records to as-
certain program accomplishments and problems. At the na-
ticonal level, we interviewed officials of the National
Association of University-Affiliated Programs and cbtained
pertinent data on the facility network.

In reviewing the Special Projects Program, we interviewed
HEW officials in Washington, D.C., and selected regional of-
fices. We also examined agency files pertaining to special
projects and proijects of national significance awarded during
the review period.
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CHAPTER 2 ,

FUNDAMENTAL PROBLEMS HAMPER

STATE FORMULA GRANT PROGRAM

The State Formula Grant Program, largest of the four ,
developmental disability programs, has many problems. Fore-
most is a basic disagreement about how to run the program;
specifically, whether the program should be planning or
service oriented.

Compounding the problem are other program weaknesses,
such as roles and responsibilities of key organizations, ;
the coordination of and commitment to program goals, the g
availability of vital planning data, the distribution and :
control of program funds, and the monitoring and evaluation
of programs.

While some progress has been made in meeting the needs
of the developmentally disabled, overall program performance
was virtually impossible to measure. Standards to gauge
whether the program is good or bad have not been established.
Moreover, the problems identified are so fundamental and per-
vasive that they tend to overshadow program accomplishments.

CONFLICTING VIEWS REGARDING
PROGRAM IMPLEMENTATION

The State Formula Grant Program, established about
9 years ago, has been the cornerstone for developmental dis-
ability programs. It has received over $195 million in Fed-
eral funds since 1970 and has attained a certain prominence
not shared by the other programs. O0Often, it is referred to
as the developmental disability program—-excluding the other
programs., However, problems exist in how the State Formula
Grant Program should be implemented. The disagreement is
whether it should be a planning or a service program.

The basic goal of the State Formula Grant Program has
not changed--funds received by the States are used to improve ]
the quality, scope, and extent of services for persons with
developmental disabilities. This was the program's broad
mandate under Public Law 91-517, Public Law 94-103, and Public
Law 95-602--the current developmental disabilities legisla=-
tion. How this mandate was to be accomplished has been the
center of much confusion and controversy.

In the early years of the developmental disabilities

legislation the States emphasized service delivery. Funding
of small, fragmented service projects to fill unmet needs
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(i.e., gap filling) of the developmentally disabled was
commonplace. Planning was subordinate to direct assistance.
Recognizing that scarce funds could be used better if States
designed comprehensive service networks, the Congress opted
for a planning, advocacy, and coordination focus for the
program and enacted Public Law 94-103.

Under Public Law 94-103, the major priority in the State
Formula Grant Program was the development of a plan for a
coordinated and integrated sevvice-delivery system. The
program was expected to use other funding sources to imple-
ment State plans. However, program funds are to be made
available for direct services, although the legislation did
not stipulate how much should go for serviceg and how much
should be spent on planning ard related activities. It
stated that funds were to be used to fill gaps in existing
service structures and to expand services where needed.

The planning versus Services controversy was a serious
problem in at least two of the four States. 1In Ohio, 8 of
the 11 Planning Council members interviewed said "this was
a bone of contention and a barrier to successful implementa-
tion ¢of their program." In Pennsvlvania, the Executive
Director of the Planning Coun<il said that a basic disagree-
ment between the Council staff and the State agencies regard-
ing program focus has hindered the two from working together.
Furthermore, Pennsylvania's decision to use all of its 1978
State Formula Grant funds for planning, influencing, and
advocacy prompted one of the “tate’'s major disability organi-
zations to request that the Formula Grant Proagram be dis-
continued.

Officials of 8 of 12 national special interest groups
stated that the primary emphasis should ke on "hands-on" 1/
services, with some planning. The National Task Force on
Definition of Developmental Disabilities 2/ highlighted the
planning versus services issue as a major problem in its
October 1977 report to HEW. he Task Force repeatedly en-
countered people in the field of developmental disabilities
who expressed concern about this matter. According to its

1/A term used to describe assistance or services provided
directly to a person.

2/The Task Force was establisned to comply with section 301(b)
of Public Law 94-103, which mandated that a study be con-
ducted concerning the definit on of developmental disabil-
ity, and the nature and adequacy cf services provided under
other Federal programs for persons with disabilities not
included in the definition.



report, many people view the primary mission of the State
Formula Grant Program as a service provider to a targeted
population. These people, while recognizing other funding
sources exist that provide needed services to the disabled,
were concerned that no single agency is responsible for
delivering services specifically to the developmentally
disabled.

The Task Force said others believe that the program
should be directed to planning and advocacy, with a mandate
to mobilize existing resources to take care of the develop-
mentally disabled. Proponents of this position told the Task
Force that not enough money exists in the Formula Grant Pro-
gram, that the funds could be better used for other programs
and to demonstrate model services which generic agencies are
reluctant to support.

Officials of HEW's Developmental Disabilities Office
acknowledged that a problem with program implementation
existed which can be traced to imprecise and unclear con-
gressional intent in this area. 1In an attempt to clarify
the issue, officials of the Office contend that they have
tried to convince the States that more money should be used
for planning and less for services. They contend that the
formula grants should be used toc get the developmentally
disabled into service systems used by other people. The
Office's position is that program funds are not to be used
to create a separate channel of funds just for the develop-
mentally disabled since this would segregate them from others
and their avenues for services. They believe the biggest
payoff will come from good planning and using available re-
sources and funds--not small, isolated service projects which
temporarily f£ill service gaps.

As long as the developmental disabilities legislation
allows funds to be spent for both planning and services, we
believe that the State Formula Grant Program will continue
to experience implementation problems. The new legislation
(Public Law 95-602) may alleviate some confusion and contro-
versy surrounding this issue. Under the current State Formula
Grant Program, at least 65 percent of a State's allotment
must be used for services. Thus, for the first time States
have some specific guidance regarding the direction of their
programs .

ROLES OF KEY ORGANIZATIONS
UNCLEAR: WHO IS TO DO WHAT?

Managing the Formula Grant Program at the State level has
been a persistent problem, with key organizations questioning
and debating their functions. We observed role relationship
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problems concerning who (1) prepares the State Plan, (2) sets
program goals, priorities, and strategies, (3) allocates and
controls program funds, (4) gathers and analyzes planning
data, and (5) monitors and evaluates program performance.

Public Law 91-517 provided little guidance to Planning
Councils, Council staff, and designated State agencies to
carry out their respective responsibilities. Likewise, HEW
regulations were ineffective in this matter. States were
left on their own to determine roles and relationships among
their key program organizations.

Public Law 94-103 tried to differentiate roles by direct-
ing Councils and their staffs to perform functions relating
to plan approval, monitoring and evaluation, and reviewing
other agencies' plans affecting the developmentally disabled;
and, by inference, charging the State agencies with responsi-
bility for administering the Formula Grant Program. While
this was an improvement, the language of the law lacked
specificity and key role relationships remained confused.
Comments by Council members

Our discussions with 38 members (about one-half the
Planning Council members in the four States) showed that
there was still confusion regarding Council, Council staff,
and State agency roles. We asked each member to identify
who was primarily responsible for carrying out nine major
program activities in their State:

~~-Preparing the State Plan.

--Reviewing project applications.

--Approving projects for fanding.

-~Approving other program expenditures,

--Setting priorities, strategies, and qgoals.

--Gathering varicus planning data.

-—-Reviewing other State agency plans.

--Administering the proaram.

--Evaluating the program.



In Ohio, all officials could not agree on any of the
nine activities. However, a majority concurred on two.
Seven of the 11 members interviewed said that the State
agency administers the program and seven agreed no one
evaluates it. Responses to the other activities were
scattered, indicating a general lack of agreement by the
Council as to who does what.

Although the eight Pennsylvanie Council members we
interviewed concurred that priority, strategy, goal-setting,
and gathering of planning data were done by the Council, their
responses to the other seven activities were mixed. Four
Council members cited unclear roles as a major problem to pro-
gram success. The Pennsylvania Council's concern about clarify-
ing roles and responsibilities was svident from our review
of Council minutes. Many discussions centered on who should
prepare the State Plan and who should monitor its implementa-
tion. In its September 1978 meeting, the Council discussed
the need for the Congress to clarify roles and responsibili-
ties and suggested sending Council staff to Washington, D.C.,
to help solve their dilemma.

Similar to Chio, the 11 Councii members we interviewed
in Washington d4id not agree on any of the activities. At
least half said the Council sets priorities and reviews other
State plans, and the State agency administers the program.
But their perceptions about who performs other major activi-
ties varied widely. Three Council members identified role
clarification as a major problem tc¢ program implementation.

In California, we interviewed ~ight Council members,
with similar results. Complete accord was reached on none
of the activities, although over half the members said the
Council sets priorities, evaluates the program, and approves
program expenditures other than for projects. Two members
cited lack of clarity about roles and responsibilities as a
major deterrent to program operations.

For years the Developmental Disabilities Office has con-
tracted for technical assistance through the Special Projects
Program to help Councils carry out their responsibilities,.

As part of a continuing 6-year project, one grantee received
over $1.5 million under Public Law 94-103. We asked the

38 Council members whether their programs had benefited from
this project. Twenty were not aware of the project. Of those
who were aware of the project, four indicated that the project
was useful, but could not provide specifics on how it assisted
their programs; two said it was not helpful; and the others
did not know if the project improved their programs,
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Who controls the funds?

If there were any doubts about program officials not
knowing what they were supposed to do, these were disspelled
when HEW received feedback on its proposed regulations for
Public Law 94-103. Most comments concerned respective roles
and responsibilities of the Planning Councils, their staffs,
and the designated State agencies. Many role-relationshinp
matters were questioned, but major areas of disagreement
involved developing and preparing the State plan, awarding
project grants, and controlling the annual State allotment.

Who controls the funds has been a particularly trouble-
some and unsettling matter and varies from State to State.
In Chio, the Planning Council determined priorities and !
specified how its funds were spent.

In Pennsylvania, contrelling program funds has been a
problem between the Planning Council and the State agency.
The State agency claimed the Council has no funds of its own, ‘
cannot authorize expenditures under the Formula Grant Program, §
and has no authority to enter into contracts (i.e., service !
projects). In the past, the Council, the designated State
agency, and other State agencies have controlled program
funds at one time or another.

In Washington, the designated State agency determined
how program funds were spent. particularly which projects
were funded. The Planning Council was primarily an advisory
group and until recently had almost no sayv in selecting and
awarding service grants.

In California, program funds are spent as mandated by
a State law--the Lanterman Act. The Planning Council
directly controls only the 25 percent allotted to it and
has little authority over the balance. Most program funds,
by law, are turned over to local area boards for planning
and related purposes and to the designated State agency
which awards service projects.

These differences in handling and controlling program
funds are not necessarily bad since they provide the States
with a degree of flexibility in this area. The problem is
one of accountability. If Planning Councils designate prior-
ities for spending but the designated State agency actually
spends the money, who should be responsible for program funds?
Public Law 94-103 did not address this matter, and it caused
the States some problems,
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Federal guidance too late

Even though Public Law 94-103 did not explicitly address
roles and responsibilities and fund accountability, we believe
many of the problems encountered by State officials could
have been alleviated if HEW regulations and quidelines for
the State Formula Grant Frogram had been prompt. HEW issued
regulations for the program 16 months after Public Law 94-103
was passed, to be effective 3 months later. Program guide-
lines further clarifying the law and the regulations were
not issued until September 1977 (almost 2 years after the
legislation was enacted).

HEW regulations and gquidelines clarified many of the
role~relationship difficulties experienced by the Planning
Councils, Council staff, and the State agencies. Regarding
preparation and development of State plans, the regulations
stated that Council should supervise the development of and
approve the Plan, and the State agency should prepare the
Plan. Regarding control over program funds, Council should
not control individual grant (proiject) applications because
it is a State agency function. The regulations clarified
that Council could earmark funds to achieve specific objec-
tives outlined in the State Plan, although day-to-day
administration of the program and program funds was the
responsibility of the State agency.

HEW guidelines further clarified a Council's responsibil-
ity, with assistance from its staff, for gathering planning
data and reviewing other plans to ecnable it to set goals,
priorities, and strateqgies. This arrangement was intended
to provide the parameters for how and where proaram funds
should be spent, which basically is the State agency's role.
The guidelines also stated that tne State agencv is respon-
sible for administering the program and assurina that funds
are properly spent and accounted for. The monitoring and
evaluation were to be shared responsibilities between the
Council and State agency, with Council) having overall super-
vision cof State Plan implementation and establishinag methods
for monitoring and reviewing. Actual review of program
activities, includina evalunations of projects, was delegated
to the State agency.

The current developmental disabilities legislation,
Public Law 95-602, clarifies the problem concerning who should
prepare the State Plan. It stipulates that this is a joint
responsibility of the Planning Coun:il and designated State
agency. However, the legislatior does not address the other
role-relationship preoblems. As ¢f November 1979, HEW had
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not issued regulations or guidelines to supplement the new
law. As a result, we could not determine whether these same
problems will continue.

COORDINATION AND COMMITMENT
TO PROGRAM OFTEN LACKING

A fundamental tenet of the State Formula Grant Program
is the development of coordinated, integrated, and compre-
hensive service networks to provide for the lifelong or ex-
tended needs of the developmentally disabled. State Planning
Councils, responsible for developing strategies to create
these networks, cannot do the job alone. Federal and State ;
agencies responsible solely for the care of the develop- f
mentally disabled do not exist. Therefore, it is incumbent
on the Planning Councils to request help from many Federal,
State, and local agencies and organizations whose diverse
interests and services may not specifically include the
developmentally disabled, but whose resources are vital to
achieving the goals of the State Formula Grant Program.

Are Planning Councils effective? |

How well Planning Councils are able to obtain support
and commitments from others determines whether or not they
are effective. BSome contend the Councils are performing
well, others do not. Council members had mixed feelings
about the effectiveness of their State Councils as evidenced
by their responses to some guestions. The followina table
lists responses from the 38 Council members interviewed in
the four States.
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Question

1. Has your Council had any sianificant

impact on influencina otners tn provide

services to the developmentally disabled?

2. To what extent has public interest and

expressed concern for the developmentally

disabled in your State been increased

as

a result of the Forrula Grant Proaram?

3. Are the developmentally disabled
receiving more and better services as
result of the Formula Grart Program?

4. Has the program resulted in better
planning for the needs of the
developmentally Jdisanled?

5. How effective has your Uouncil been
in bringing together other agencies
to plan and provide for the
developmentally disabled?

6. Is enough being done by your Council
and others to promote and inform
people about the proaram and the

A

cooperation needed to make it effective?

7. How sucgessful has the program been
in stimulatina other agencies to take

actions toward deinstitutionalization?

The table shows that Council members'

Responses

Yoo
P)-)
Don't krow or no response

Little, 1€ any
Some
Non' &t know 0or no response

Yen

Yoo, bhut nnt necessarily
due to this program

HoO

Ton't KNnow or no response

fas

SN

e

hor't know or no response

Jery effective

ooa to moderately effective
ot effective

JorTt Xnow ar no response

fes
I‘Jn
Non't know or no response

/er 7 suecesstul
Moderately successful

Yot successful

Jor 't know or no response

Frequency

16
15
7

16
11
11

perceptions vary

about how well their Councils have performed key functions.
They did not feel that their Councils should be commended in
any area, although they rated themselves relatively high in
planning and stimulating other agencies to work toward de-

institutionalizaticn.

needed to make it effective,

They rated tne Councils low in pro-
moting the program and informing people about the cooperation

In discussing Council effectiveness, representatives
from the 12 special interest groups interviewed aenerally

agreed that State Planning Councils are needed,

Commenting

on the impact of the proaram on expanding and improving the
quality of services to the developmentally disabled, seven
representatives said that the impact has been significant,
two said it has been moderate, and three said it has been
small, with credit belonging to others and not the Council.
With one exception, all groups said nublic interest and
concern for the developmentally disabled has increased.
Regarding the extent and guality of coordination among pro-
gram officials, the consensus was that the program needed
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improvements. Most representatives rated the program's
coordination from fair to poor.

While concurring that Councils have had their problems,
developmental disability headguarters' and regional officials
generally felt that the Councils were performing well and
should remain as a key element of the State Formula Grant
Program. They believe systematic planning is important, and
the Councils are a good mechanism to achieve this. No one
else would look cut for the developmentally disabled, and
funds now going to the program, if taken away from the Coun-
cils, would be spread among other programs—--none of which
specifically target the developmentally disabled.

As part of its analyses of the 1978 State Plans, an HEW
consultant noted that nearly two-thirds of the States cited
lack of coordination as a major program problem. The con-
sultant also pointed out that many Councils are not taking
their coordination responsibilities seriously. The consul-
tant's analysis indicated thet nearly one-third of the Coun-
cils considered coordination unimportant, and one Council
undertook coordination without involving other agencies.
Nine State Councils saw no role for themselves in coordina-
tion or had no idea how to initiate or maintain it. Only
one saw coordination as an implementation tool for obtainina
other kinds of benefits.

In summary, the Planning Councils appear to have an
erratic record of successes and failures. Some have been
effective catalysts for the Formula Grant Program, others
have not. The following sections discuss some problems the
Councils have had to deal with.

Inadequate coordination at Federal

level sets poor example for States

Councils' attempts to use and coordinate activities of
a variety of health, education. rehabilitation, and other
social service programs are hindered by a lack of coordina-
tion within these programs at the Federal level. Federal
agencies do not set a good example for the States because
they do not have an effective interagency coordinating mecha-
nism to bind their programs toqether and provide an incentive
for State-level coordination in the Formula Grant Proaram.

Councils must deal with differing State agency program
regulations, standards, clientele, and reporting reguirements-—--
many of which are established and dictated at the Federal
level. Often these act as built-in disincentives to the State
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agencies since they have little to gain by working together.
As one HEW regional official told us, other programs are not
anxious to serve the developmentally disabled because the
severely disabled are not "goal-makers"--they are never
healed, and they do not show dreat signs of progress which
look good in accomplishment reports.

Our work at HEW headguarters and four HEW regional
offices indicated that little effort is put forth by develop-
mental disability officials to coordinate the Formula Grant
Program with other Federal programs. Furthermore, 10 of the
12 special interest groups we interviewed considered the
extent and guality of coordination among PFederal agencies to
achieve Public Law 94-103 goals as fair or poor.

Council clout not commensurate

with its responsibilities

Charged with important responsibilities but given little
authority and money, Councils have had to rely on cajoling,
influencing, and encouraging others to provide for the
developmentally disabled.

Throughout our review, the Council's lack of power was
repeatedly cited as a major deterrent to its effectiveness.
Twenty of the 38 Council members believed they did not have
authority to carry out their mandates, while two others in-
dicated they were not sure because they felt their Councils
never exerted any authority. Many who felt their Councils
had enough authority appeared to take a narrow view of their
Council's role. Their responses frequently addressed advisory
responsibilities only.

Council Executive Directors generally agreed that
Councils need more power. One Director viewed this as the
number one problem to program effectiveness. In another
State, the Council's priority was to establish a legislative
base~-a law which will provide State funds to give the Council
added impetus to plan, influence, and evaluate other programs
for the developmentally disabled. Another Director said one
of Council's most important functions is to oversee the im-
plementation of the State Plan; however, to do the job it
needs more power,

It became apparent after many interviews with Council
members and other program officials that personalities,
politics, and the ability of Councils to cajole and influence
others to work together determined whether Councils are able
to effectively carry out their coordination roles. Some
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believe the Congress is unrealistic in its expectations
regarding coordination, particularly the program's size
compared to other major programs it is supposed to coordi-
nate with. According to program officials, money is in-
fluential, and the State Formula Grant Program having a
small amount of money has limited clout. The implications
were that the program is too small to demand much respect
from other programs.

Those who said Councils need more clout suggested
changes should start with Council's responsibility for
reviewing State plans of other major Federal/State programs.
Currently, the Congress mandates that Councils review and
comment on other plans "to the maximum extent feasible."

In practice, this generally meant the Councils and their
staffs, if they reviewed these other plans at all, were
reviewing them after they had been finalized by the respec~
tive agencies. In essence, these reviews were academic
since Councils had little if any input and their own plans
were not coordinated efforts.

In its January 1977 requlations, HEW recognized the
potential benefits to be gained by allowing Councils to
review and comment on other plans before approval--stating
this would enhance the Councils' planning efforts. However,
HEW said such a potentially burdensome arrangement was not
authorized since it might impose on other agencies whose
programs do not call for this type of effort.

It seems unrealistic and probably inappropriate to ex-
pect other agencies to give Councils full authority to review
their plans, except con an after-the-~fact basis. Yet, if the
Councils are to pilan effectively for the developmentally
disabled, better mechanisms will have to be developed.

Program lacks visibility

While it is difficult to make a direct correlation, we
believe the relatively low profile of the State Formula Grant
Program hinders coordination and commitment to the program.
Not only does its small size (in funding) work to its dis-
advantage, but also visibility of key program organizations
is not gocd.

At the national level, the program's stature appears
to have slipped. The National Advisory Council on Services
and Facilities for the Developmentally Disabled, created
several years ago to advise HEW about various aspects of the
developmental disability programs, was abolished by the new
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legislation--~Public Law 95-602. Furthermore, in May 1978 a
major reorganization within HEW reduced the Developmental
Disabilities Office to a bureau status and resulted in a
substantial reduction in Office staff-—-from 33 full-time
positions when Public Law 94-103 was passed, to 16 positions.

The implications of these changes are speculative at
this point. On the surface, however, we see the develop-
mental disability programs losing some visibility. More
important, specific focus on the developmentally disabled
as a unigue target group might suffer since it appears they
will be absorbed to some degree in broader rehabilitation
programs undexr the HEW reorganization.

It is too early to say what the impact will be at the
State level. 1In reviewing the organizational structures of
the four States, we observed that the Planning Councils ap-
peared to serve as advisers to the Governors, but did not
have cabinet-level status which would enable them to affect
statewide policy and action on behalf of the developmentally
disabled.

In evaluating the 1978 State Plans, an HEW consultant
noted that another key organization in the Formula Grant
Program—--the administering State agency--often lacked status
in the State. HEW gquidelines suggested that the administer-
ing agency be placed in an organizational position which
allows it to operate at a level with other State agencies
with which it and the Council must collaborate on behalf of
the developmentally disabled. According to the consultant's
study, the highest position the agency can occupy in State
government is in the office of the Governor. Nationwide,
only one administering agency occupied this position. About
30 percent of the agencies were one or less levels removed
from the Governor's office, and presumably possessed authority
at least equal to that of other State agencies. Most of the
remaining administering agencies were at least two levels
removed. This presumably placed them in a position slightly
below or in some cases equal to other major agencies.

The visibility issue became more clouded where confusion
existed about which of these groups~-the Council or the
administering agency--represented the State Formula Grant
Program. In Ohio and Pennsylvania, for example, this was not
evident. We noted that delineation of the roles and responsi-
bilities of the two groups was not c¢lear. Also, since the
administering agencies were attached to one of the major
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State service agencies, it was not clear which group was
actually running the program. We found that Council members
also were confused, as some viewed the Formula Grant Program
as an adjunct to the State agency with no clear cut autonomy
of its own,

Council and Council staff turncvers
are disruptive to the program

Freauent changes in Council membership and Council staff
have been a disruptive force and a major factor obstructinag
program effectiveness in three of the four States reviewed.
Only in Washington had there been a reasonable degree of
stability and continuity over our 3~year review period.

Twenty-three of 27 Council members from the other three
States said changes in Council staff and Council have caused
problems in their programs. Some of the problems cited were:

--01d programs were indiscriminately scrapped and
replaced with new programs.

—-Council effectiveness suffered as active members
(i.e., contributors) left.

-—-Program continuity suffered.

~-~Progress was thwarted.

--More personality conflicts resulted with new members.
-—Appointment of replacements was not timely.

~--Replacements were not adequately trained or versed in
the ways of the Council.

During the 3 years, Ohic had two Executive Directors and
two acting Executive Directors. At the close of our field-
work, the Council was once again searching for an Executive
Director. ©Ohio's Council also sxperienced a drastic change
in membership in early 1978 when many were replaced or
dropped, as Council size was reduced from 31 to 21 members.

Disagreements among Council, Council staff, and designated

State agency officials in Pennsylvania resulted in several
key people dropping their involvement with the program. 1In
1976 Council size was reduced from 40 to 17 members. At the
close of our fieldwork, the Courcil was searching for a re-
placement for the Executive Director. These appeared to be
major reasons why the Pennsylvanria program was strugaling.
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We noted in the State Plan that one of the Council's top
priorities was establishing responsibilities between itself
and the State agencies. It seems this should have been
accomplished long ago.

California's program also has experienced significant
changes in personnel since the passage of Public Law 94-103:
two reorganizations of the Council, a recrganization and re-
assignment of personnel and responsibilities among the State's
developmentally disabled health and welfare agencies, creation
of an independent Council staff, and the resignation of the
Executive Director. Council members and others told us these
changes reduced the short-term effectiveness of California's
program, since new people had to become familiar with the
program and new working relationships had to be developed.

Council member turnover (particularly among consumer
representatives) and changes in Council staff were observed
as national problems by an HEW consultant. 1In its February
1979 report to HEW, the consultant noted that turnovers in
Council membership create vacancies and inconsistent follow-
through of ideas and actions. The report alsc said Council
staff turnover hinders Council functioning and coordination.

During our review of the Special Proilects Program, we
found that many projects both nationally and regionally were
awarded for technical assistance to Council members. An HEW
official stated that one reason so many technical assistance
projects are needed is hecause of the high turnover of
Council membergs and the need to train new members.

Passive participation reduces

Council effectiveness

The proliferation of Federal, State, and local service
programs and the plethora of standards, eligibility require-
ments, target groups, and other administrative criteria make
coordination imperative if the developmentally disabled are
to be included in these programs. Public Law 94-103
recognized this by mandating that Councils include key
people from all the major State agencies, as well as repre-
sentatives from local and nongovernment organizations and a
contingency of consumers. HEW guidelines further emphasized
the importance of coordination, but also stressed that effec-
tive participation by all Council members, particularly State
agency members, was vital to program success.

A study by an HEW consultant Adaterd February 1979 con-~
cluded that States most successful in fostering coordination
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were those in which agency officials in key management posi-
tions actively participated in Council activities. These
Councils were successful because these people were able to
make policy decisions for their agencies.

In the four States visited, Council effectiveness was
impeded by what we term passive participation. While the
States met the legal composition reguirements and attendance
at Council meetings was generally good, involvement in major
Council activities by some members was poor. Even in
Pennsylvania, where the Council regquires State agency heads
to attend all meetings, we found that this did not guarantee
active participation by these members.,

Our review of Council records in three of the four States
(excluding Pennsylvania) showerd an average attendance record
of 60 to 87 percent for Council meetings. However, attend-
ance by State agency heads was generally much lower. On an
average, members from these asaercies attended only 44 percent
of the meetings. Frequently, they sent representatives or
designees in their place. At the other extreme, consumer
members went to £2 percent of the meetings. The next table
summarizes our review of attendsnce records for Council
meetings:
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chio Washington California Total
1. Period reviewed 10/77 10/76 10/76
thru thru thru
9/78 9/78 9/78
2. Number of Council meetings held 7 12 24 43
3. State agency attendance
(a) Meetings attended by APPOINTED
Council members 25% 343 61% 449
(b) Meetings attended by DESIGNEES 60% 23% 28% 34%
(c) Total meetings attended by -
member or designee 85% 57% 89% 78%
4. Local/ncngovernment attendance
(a) Meetings attended by APPOINTED
Council members 69% 54% 72% 61%
(b) Meetings attended by DESIGNEES 12% 2% - 4%
{c) Total meetings attended by o
member or designee 81% 56% 72% 65%

5. Consumer attendance
fa) Meetings attended by AFPOINTED
Council members 82% 66% 89% B2%
Meetings attended by DESIGNEES - - - -

c) Total meetings attended by

member or desiqnee 82% 66% 89% 82%
6. Average attendance--all mempers
{a) Meetings attended by APPOINTED
Council members 58% 53% 79% 66%
{b) Meetings attended by DESIGNEES 25% 7% 8% 10%

{c) Meetings attended by
members or designees

o]
w
e o]

60% 87% 76%

I

Fourteen of the 38 Council members we interviewed cited
lack of coordination as the major barrier to successful im-
plementation of their Formula Grant Programs. Following are
some of the reasons Council members provided for the apathy
and lack of commitment t¢ their programs:

-~0Qutside job or business pressures did not allow
some members to spend much time on Council activities.

~-Protection of special interest and competition among
the State agencies did not provide a climate to foster
coordination.

—-—-Some consumers found it inconvenient to attend out-
of-town meetings.

—~-Council members disagreed on program emphasis. Some,

particularly the consumers, wanted direct services,
while others viewed the program as planning oriented.
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—-—Some members advocated only for their own constituents,
not exclusively the developmentally disabled,.

—--Some members simply were disinterested and had no
confidence in the Council as a vehicle for service
improvement.

While it was beyond the scope of our review to delve
deeply into these problems and all the ramifications on
Council effectiveness, we noted that one potential danger of
passivity was the possibility of a few members taking over
Council functions and running the program. We do not believe
this is a healthy situation.

Quality, not quantity, is more important
in consumer representation on Councils

Public Law 94-103 requires Council membership to include
at least one-third consumers—--persons with developmental dis-
abilities, or their parents or guardians. The new legisla-
tion, Public Law 95-602, requires one-half the Council members
to be consumers.

In discussing with program officials the adeguacy of
consumer representation and consumer impact on program co-
ordination, we found that it is more important to have con-
structive, participating members than large numbers of
consumers on the Councils. Twenty-three of the 32 Council
members who voiced an opinion told us that cone-third consumer
representation is adeguate. 0Oftficials of the Developmental
Disabilities Qffice indicated that increasing the number of
consumer members is not the answer to more effective and
responsive Councils.

Because they have a more personal interest and because
they tend to be more zealous in their efforts to help the
disabled, consumer members can he a very influential and
metivating force on Councils, according to program officials.
In some respects, they can be the strongest feature of the
Council because they have insights into the real world of
the disabled that other members may not have. However, pro-
gram officials contended that consumers can be disruptive to
Council effectiveness if they get too involved in their own
interests and are not responsive2 to the broader role expected
of them.

Several Ccuncil members stated that consumer members

often view their role inapprcpriately--that instead of ad-
vocating for the broader develcomentally disabled population,
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some are only concerned about their particular constituent
disability groups. This point was also made in a 1977
national survey of Council member characteristics conducted
by the University of North Carolina.

Program officials also had these criticisms of consumer
Council members:

—~-Consumer involvement in the State Plan preparation
is minimal.

--Consumers are generally untrained and not knowledge-
able about Council operations and service networks.

~-Consumers often do not have managerial and organiza-
tional skills,

--Some consumer members are so severely handicapped
they are not able to perform effectively.

ARE DEVELOPMENTAL DISABILITY STATE PLANS
AN EXERCISE IN FUTILITY AND NONUTILITY?

The legislation intended State Plans to serve as Coun-
cils' planning and strategy documents for meeting the needs
of the developmentally disabled. While the State Plans
articulated what Councils knew abcocut developmental disabil-
ity populations, service needs, and capabilities of agencies
to help the disabled, they also had substantial information
gaps and did not serve as a basis for measuring program
performance.

Basic to State plan preparation is the accumulation of
various data requested by HEW to show the extent, quality,
and scope of services provided to the developmentally dis-
abled. With this information, together with data on the
number of people in the target population, Councils should
be able to identify service gaps, to develop strategies to
£i1l unmet needs, and to apply their resources in the most
effective and efficient manner.

The States reviewed gathered a tremendous amount of
information, as evidenced by the size of their 1978 Plans--
which ranged between more than 200 pages (California) to
over 700 pages (Chie). But how valuable this information
was in identifying service gaps and providing Councils with
the framework to set long-range goals, annual objectives,
and priorities is guestionable.
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A fundamental problem with all four Plans was that the
reported statistical and other data were often inaccurate,
incomplete, and not a true measure of the extent, quality,
and scope of services provided or not provided to the develop-
mentally disabled. Basic to these deficiencies was the
definition of the target population, particularly the term
"substantially handicapped.® Not only were the terms inter-
preted differently by States, but more important from a
data-collecting standpoint, other State agencies generally
did not use these terms in thelr programs. Therefore, the
data on the numbers of developmentally disabled, services
provided, and service gaps must be qualified to the extent
that much of this information simply was not available and
had to be estimated.

HEW lauded the Councils focr their work in collecting much
of the regquested information. In reviewing the 1978 State
Plans, an HEW consultant reported that, overall, 61 percent of
the almost 300 items of information requested was reported.

We question the necessity for some of the data, however. Our
review showed only one-third of the requested data was ex-
plicitly required bv law and/or HEW regulations. The rest was
either not required (i.e., nice to know) or only implicitly
required, according to the censaltant's study.

A significant finding in the consultant's study was that
nearly 40 percent of the States did not use their State Plan
data to justify their program goals and objectives. Further-
more, only about 9 percent based their gqgoals, objectives, and
priorities on data showing service needs and gaps. Knowledge
and expertise of Council memb=2cs and others, along with man-
dates of Public Law 94-103 angd =mplementing requlations, were
the bases for program direction in many of the States--not
data from the State Plans.

Executive Directors and Council members in the four States
reviewed stated that preparation of these voluminous Plans
was wasteful, that few people use them, and that they are not
very useful for implementing and monitoring their Formula
Grant Programs. One Executive Director branded much of the
statistical and tabular data as useless because there was
little agreement as to what constitutes a substantial handicap
and information on that target population simply is not avail-
able or is incomplete,



-Another Executive Director said its Council does not
have sufficient data on the extent, guality, and scope of
services to enable it to identify service gaps. In fact,
until recently other agency State pPlans had not been reviewed
to get this information. Definitional and data collection
problems experienced by the State's major service agencies
made it impossible to obtain the required data. A committee
of that State's Planning Council concluded that too much of
the Council's planning was not based on factual data gathering
and that the Council was setting priorities and strateqies in
a vacuum. To correct these problems, the Council contracted
for several studies in 1978 to improve its data bhase.

Program officials in one of the four States considered
their State Plan a meaningless document not widely used and
prepared solely to meet Federal reguirements. State officials
placed little confidence in the statistical data collected and
said their program was not aimed solely to the substantially
handicapped since criteria had not been developed to define
that specific a target population. 1In their State, the blind
and the deaf were included among the developmentally disabled.

One State Plan included a statement that said the in-
ability to collect data on the developmentally disabled and
their service needs severely hampered the Council's planning
efforts. The Executive Director of that State's Council said
much of the regquired information was not available because
State agencies gathered data based on their own eligibilitv
standards and did not segregate services received by the
developmentally disabled.

In guestioning 38 Council members about how their Coun-
cils assess program effectiveness, only one cited the State
Plan as a basis for such evaluations. Most said their Coun-
cils do not evaluate their Formula Grant Programs because they
have no criteria for measuring success or failure. Apparently
the Councils do not find their plans useful as a basis for
assessing their programs.

IT IS DIFFICULT TO TELL
HOW PROGRAM FUNDS ARE USED

HEW, responsible for overall administration and account-
ing of program funds, can only speculate how States are ac-
tually using their allocations because State financial reports
are inaccurate, incomplete, and inconsistent. Without addi-
tional, more detailed information., HEW cannot adeguately
monitor the use of program funds.
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Public Law 94-103 authorized States to spend their
allocations for administraticn, planning, construction, and
services. The law did not specify the types of expenses to
be included in these categories, nor did it instruct the
States regarding the nature, type, and frequency of financial
reports to show how program funds were being used. Only
three conditions were imposed on the States:

1. No more than 5 percent, or $50,000 (whichever is
less), of each allotment could be spent on adminis-
tration of the program.

2. No more than 10 percent could be used for
construction.

3. At least 10 percent of the fiscal year 1976 allot-
ment and 30 percent of the fiscal year 1977 and 1978
allotments were to be used for deinstitutionaliza-
tion activities-—-i.e., eliminating inappropriate
placements in institutions or improving conditions
of those appropriately placed in institutions.

HEW monitors expenditures and controls funds through
financial status reports, which are reguired to be submitted
by each State each guarter. These reports list program ex-
penditures and obligations by the four major expense cate-
gories cited in the legislation. Some States use a fifth
category (deinstitutionalization) to identify how much thevy
spent for this legislative-mandated activity. In most in-
stances, however, expenditures under this category fell under
the category of services, so this is how we treated these
costs. The next table shows reported expenditures and obli-
gations by the four States during the 3-year review period.
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Pennsylvania

Washinaton

California

Four-State
total

a/The unobligated funds showa ot
and revertinag back to the

fieldwork,

Expense catedgory

Administration
Planning
Services
Construction

Total

Administration
Planning
Services
Construction

Totai

Administraricr
Plannina
Services
Construction

Total

Administration
Planning
Services
Constructicn
Unobligated
{note 3}

Total

Administration
Planning
Services
Construction
Unoblimated

Grand To:za:

did not determine how this

The quarterly reports did not call for any further
details on program expenditures,

Federal

Fv 1376
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22,812
1,626,198

§1.766,40)

FY 1677

S 129,6R9
lh, 301
i,270,R%9
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FY 1978

S 16,650
181,095
1,217,094

F1.414.84)

Total for
3 years

$ 262,710
220,208
4,114,153

5 125,877
298,389
1,517,174
160,121

52,101,561
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265, 400
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115,870

51.684.471

s 46,955
357,421
1,278,904

S1.683.295

5 222,812
azt,220
4,029,104
295,971

§ 5,469,327

38,897
416,758
40,000

% 509,655

S 455,416
1,118,540
1,071,224

244.850

§2.890,020

S /98,684
1,497,538
4,624,354

200,121
744,850

$7.266,647

that the other
arount was prorateod acang

California
Treasury.
State officials toid us that only
amount was actually returned,

s h,hni2
74,703
JE2, T4
41,122
S 40,431
Soo3rp T
445, 4137

1,364, %A

150,414
$2,3 2.028
3 4nn,c68
A%, a5
4,151,654
R i
1o 3ty

85,80, 59

5 - $ 6.682
103,095 736,705
274,508 967,980

41,000 122,322

§ 418,603 5 1,333,689

S - S 756,733
514,710 2,128.687

1,619,501 4,005,585
16L.89% 557,067
52,296,014 S 7,198.072
S 63,605 S 1,248,957
1.156,1331 3,506,820
4,390,014 13,167,022
41,000 418,293
161,803 557,067

55,812,753

$18.898.159

he four cateaories.

We

Percent

rerroseont moneys reported as not used
J1eeiquent to the completion of our

“N8,4683 of the fiscal year 1978

5007, 340 has been oblicated,

Fssentially, the data in

the table were all HEW had regardinc how funds were spent.
After analyzing the reported data of the four States, we
determined that the financial datz. at best, outlined pro-

gram expenditures, but could be misleading if taken at

face value.

Administration expenses

States did not uniformly report administration costs.

There were two reasons for this:
$50,000 limitation was ignored and

{1) the 5-percent-or-
{2) HEW guidance regard-

ing what should or should not be included under the expense

categories was not avallable durina the first 2 years.
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As the table on page 33 shows, three of the four States
reported administration expenses in excess of the limitation
for at least 1 or 2 years. Over the 3-year period adminis-
tration expenses amounted to 7 percent of the allotments for
the four States. While HEW guidelines specifying types of
expenses allowed or not allowed were not issued until Septem-
ber 1977, this was no excuse for exceeding the limit. The
limitations were clearly stipulated in the law.

The problem was basically one of misinterpretation and
a resultant misclassification of planning expenses as admin-
istration. Ohio and Pennsylvania, for example, included
salaries and benefits of Council staff as administration
costs. California officials could not tell us why over
$750,000 was categorized as administration during the first
2 years. One reason they gave was that fiscal acconunting
procedures changed three times during the period and the
people in charge may have inconsistently classified expendi-
tures under the program. In our limited review, we noted that
two planning-and-resource-development-type projects totaling
$69,106 were inappropriately charged to administration.

By 1978, all four States were properly classifying ad-
ministration expenses as costs associated with the designated
State agency to operate the Formula Grant Program.

Planning expenses

HEW guidelines interpret planning to entail all expendi-
tures related to Council activities, including efforts by
other planning groups such as regional boards. We found that
States did not uniformly apply this criteria for their plan-
ning expenses. As mentioned, some plannhing expenses were
understated by amounts improperly designated as administra-
tion. We did not make the in-depth analysis of State records
that would be needed to determine exactly how much was mis-
classified.

However, to get an inkling of how much the States ac-
tually spent or obligated for planning, we arbitrarily reduced
all the overstated administration costs to the $50,000 limit
and put the balance in planning. The adjusted figures, not
shown in the table on page 33, indicate the four States
allocated between 8 percent and 37 percent of their program
funds for planning; the averaue for the four States was
23 percent. While probably not precise, we believe these
revised planning figures better show how program funds were
actually used.
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On the surface, California apperently spent a propor-
tionately higher povtion of its Federal funds on planning than
the other States--particularly Oh:o., which reported an average
of 5 percent compared to California's 29 percent, Our review
of the types of expenditures charae” o planning showed this
is misleading. JInconsgistencies between what was considered
as planning by Ohio versus what (=1:fornia called planning
accounted for much of the disparity.

Ohio's planning expenses essentially consisted of Council
staff salaries and benefits, plus mniscellaneocus Council costs,
such as travel and iodging for Council)l meetings. California
included not cnly these costs but aiso substantial amounts
to support the operaticons of 13 are: planring btoards located
throughout the State. For example., almost $5%00,000 of Cali-
fornia's fiscal year 1974 planning cxpenses were expenses of
these area boards. Also included ir, California's planning
figures were numerous Council-awarded procjects totaling over
$250,000 for the 3-year period. i~ iiar expenses in Ohio were
classified as services.

The reported data were also nisleading for trend analyses.
California is a good example. The reported informaticn indi-
cated that, over the 2-year period, planning was deemphasized
and more money was put into services. However, inconsisten-—
cies in the wav the data were repar-ed accounted for these
discrepancies. 1In 1976 California caregorized area board
expenses as planning, but in 1978 these exbenses were listed
as services. Califarnia's report~i expenses ave misleading,
and any conclusions drawn from the:; data would be invalid
because uniform criteria was not apniied to the expense cate-
gories over the j-veatr period.

Similar reporting inconsistenc:es cfisted 1n the other
States. But inconsistenciesg wars anly ore factor explainina
variances amcong fthe SHtates and diftfi—rences 1n reported ex-
penses in individual States. To :aentify all contributing
factors of the reporting discrepancie:s and to arrive at ac—
curate figures for =)!enning and ather expenses would require
a detailed financial =udit. This< wis bheyond the scope of
our review,

Construction expenses

Categorizing expenditures tor construction resulted in no
reporting problems. As the table o page 3?7 zshows, the States
allocated very little of their Fesde-ral funds to construction.
Overall, only 2 percent of the progcan funds recelved by the
four States went for construction--well below the lh-percent



legislative limit. Washington, which applied an average of
9 percent of its funds for construction, appeared to have
gone over the l0O-percent limit in fiscal year 1977, but we
attributed this to reporting errors.

Services

HEW regulations stipulated that States must make part
of their annual allotments available to other public and non-
profit agencies, institutions, and organizations to improve
the quality, extent, and scope of services to the develop-~
mentally disabled. Although neither the law nor HEW set a
minimum or maximum for services, the 10~ and 30-percent
requirement relating to deinstitutionalization could be con-
strued as a restriction on how service moneys should be spent.
(See p. 32.) 1In practice, however, we found that this re-
striction was academic-—--States merely identified a portion
of their service expenditures as deinstitutionalization. As
a result, all four States met the requirement.

This restriction was meaningless since no criteria was
established by HEW to specify what should be considered de-
institutionalization. Just about anything which sought to
improve services could, theoretically, be termed deinstitu-
tionalization. Further, neither HEW nor the States accumu-
lated data showing how many developmentally disabled were
deinstitutionalized as a result of the Formula Grant Proaram.
The new legislation does not have this requirement.

The table on page 33 shows that all four States reviewed
allocated at least half their Formula grant allotments to
services, with three showing over 70 percent of their Federal
funds in this category. The national average was 68 percent
for services, according to a Developmental Disability Office
report.

In all four States the term "services" in the financial
reports meant projects or subgrants awarded to public and non-
profit groups and organizations designed to meet a myriad of
goals and objectives set out in the State Plans. What the
reports did not show, however . were the types of projects
funded and what project funds were used for. Information on
types of projects was particularly important since, on the
surface, the reported financia! data appeared to he in-
consistent with the primary intent of the Formula Grant
Program. With most funds goin« for services, the implication
was that the States were running service-oriented programs,
contrary to the plannina emphasis intended by the law. Our
review showed that this was not erntirely true.



Types of projects

To better understand how much reported services directly
benefited the developmentally disabled, we reviewed State
records for projects awarded during the 3 years. For the
sake of analysis, we classified projects as either direct or
indirect service. Direct service projects were those provid-
ing identifiable "hands-on" services to people, regardless of
the number of people served. Indirect services included plan-
ning, model building, and resource-development-type projects
in which "hands~on" services were not provided or intended
and immediate benefits to the developmentally disabled were
not in evidence. Some projects were a combination of direct
and indirect services-—e.g., the primary purpose was model
building but some people were given "hands-on" services. We
classified these as direct service projects.

Of the $13.1 million reported as services by the
four States, $4.9 million (38 percent) went to projects we
classified as indirect. We believe this is a conservative
estimate, for two reasons. First, the criteria we applied
to the combination direct/indirect service projects over-
stated the number of projects and amounts actually going for
direct services., In Ohio, for instance, 16 of the 93 proj-
ects, totaling $1.2 million (29 percent of the total project
dollars) were combination projects--all of which we cate-
gorized as direct services. Second, California included
several projects in 1its planning figures. Thus, our data
for that State's indirect service projects are understated
because, had we reviewed these projects, we probably would
have classified most, if not all, of them as indirect serv-
ices. As a result, California had the smallest percentage
of indirect service dollars--17 percent-—compared to
Washington's 61 percent, Pennsylvania's 51 percent, and
Ohio's 38 percent. The following table summarizes the
results of our analysis of direct and indirect service
projects in the four States.
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Program

funds Projects ___ Direct service projects ~_ Indirect service projects ____
State awarded  awarded Funds Percent Number Percent Funds Percent Number Percent
Ohio $ 4,114,153 93 $2,538,513 62 58 62 $1,575,640 38 35 38
Pennsylvania 4,029,304 88 1,962,888 49 45 51 2,066,418 51 43 49
Washington %67, 980 60 381,025 38 24 40 586,955 61 16 60
california  3,980.924 113 3,271,123 83 87 77 689,801 17 28 2
Total 354 $8.153,549 a/62 214 a/60  $4,018.812 a/38 140 a/40
a/Average.

Note: As shown in the table on page 33, California reported $4,055,585 for services over the 3-year
period, In reviewing State projects files, we could account for $3,960,924--394,66]1 less
than what was reported. Th1s explains why the total fiqure for the four States (5123,072,361)
does nnt aaree with the total services fiqure shown 1n the table on page 33.

Project expenditures

State financial reports submitted to HEW provided no
specifics on what service funds were used for. We found
that a substantial portion was used for salaries of project

personnel--63 percent, according to our analyses of available

data in the project records. The next table summarizes our
analysis of project costs by major expense categories:

Expense
category Ohio Pennsylvania Washinqton California Total Percent
Salaries $2,242,363 $2,648,510 $589,852 $1,682,862 S 7,163,687 63
Travel 141,748 125,850 45,303 142,149 455,050 4
Overhead 115,848 43,917 35,669 150,248 345,682 3
Rent, equipment,
and supplies 740,614 368,165 i38,867 261,010 1.508,6586 13
Consultant fees 475,027 164,401 95,807 81,202 816,437 7
Other (note a) 128,781 575, 461 62,382 25,152 791,776 7
Not spent
(note b) 269,772 103,000 - o 372,772 3
Total $4.114,153  $4,029,304  $967.980  $2,342,623  c/S11,454.060

100

a/Project records in all four States had insufficient information to show a complete account
of what was included in the "other" category. From the information that was available, we
determined that these expenses included such things as printina, postage, legal fees,
telephone, and duplication charges.

b/The figures shown for the "not spent” category represent funds not used by the grantees.
These were either veturned to the State or left with the grantees. We would have had to
perform a financial audit to determine exact amounts left and returned.

c/Reported services expenses shown on page 33 were $13,167,022 for the four States. This is
$1,712,962 higher than the total service expenses shown above (§11,454,060). Recause

fiscal year 1978 expenses for California were not available at the time of our fieldwork and

California proiect records for fiscal year 1976 and 1977 projects were incomplete, we were
not able to analyze the total service costs ($4,055,585) for California's projects.
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Our analysis showed that, overall, 58 percent of the
salaries were paid to coordinators, administrators, project
directors, secretaries, bookkeepers, and other personnel who
normally would not provide "hands-on" services. The salary
expenses for these types ranged from 46 to 65 percent in the
four States.

While the large number of indirect service projects
partially explains why salary expenses for indirect service
personnel were so high, we also found numerous direct service
projects supporting people not providing "hands-on" services.
Of the 214 direct service projects awarded by the four States,
salary data were available for 167 projects. (See table on
p. 38.) Our analysis showed that 100 (60 percent) of these
direct service projects were supporting salary costs of
indirect service personnel from formula grant funds. We
determined that 775 people with salaries totaling $3.9 mil-
lion were employed under the 167 direct service projects.
Indirect service personnel numbered 226, with salaries total-
ing $1.2 million--almost one-third of the total outlay for
salaries under direct service projects.

QUESTIONABLE PRACTICES IN
AWARDING SERVICE PROJECTS

Our review in the four States disclosed several question-
able practices in the review and approval of project grants.
These related to:

—--Council input to project selection.

~--Sufficiency of controls regarding conflicts of

interest, duplication, competition, and client
eligibility.

—--Non-Federal matching requirements.

--Dispersion of projects.

~-Disability groups served.

--Poverty area projects.

—-—-Grantee assurances regarding affirmative action and
individual habilitation plans.

—-—-Appeal mechanisms.
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Council input to project selection

State Planning Councils are responsible for monitoring
and evaluating the implementation of their State Plans.
Since much of that implementation involves service projects,
we believe the Councils should bhe familiar with how projects
are selected. This is not to suagest that Councils make the
awards, since HEW clearly assigns this responsibility to the
designated State agency. As a minimum, however, Councils
should have adequate assurances that grant review and ap-
proval procedures result in the selection of projects which
best meet Council goals and priorities.

We found that Councils' input to project selection
generally ended once they had established goals, objectives,
and priorities—--through the State Plan. While some Council
members participated in the grant review process by virtue of
their membership on review panels, the Councils as a whole
generally divorced themselves from these proceedings.

Through interviews with Council members, we found many
either did not know how projects were awarded or did not agree
on the methodology used. Some said awards were made on a
"buddy system," or were given to grantees that prepared the
most complete application package. Others said garantees with
previous program experience got the awards. Seventeen (some
from each State) of the 38 Council members interviewed said
they simply did not know how projects were awarded or what
criteria was applied. Very few said that only those projects
which were in concert with State Plan goals and objectives
were the ones receiving grants.

Sufficiency of controls
The States' systems for reviewing and approving projects

generally addressed conflicts of interest, duplicate projects,

competition, and client eligibility; but, controls to safe-

guard against irregularities in these areas were not always
adequate.

Of the four States reviewed only California expressly
prohibits, by law, potential project recipients from in-
volvement in the review and approval processes. In the
other States controls to prevent conflict of interest situa-
tions, overt or implied, were less exacting and did not pro-
hibit awarding projects to reviewing officials or their
assocliates. Reviewing officials were requested or expected
to take a nonparticipative role in decisions to fund or
reject proposals from their orcanizations.
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Explicit or intentional conflict of interest situations
are difficult to detect. However, in reviewing the project
records we identified 49 projects (14 percent of the 354 proj-
ects awarded in the 3 years) which, on the surface, could be
construed as potential conflicts of interest. These were
projects awarded to agencies, organizations, and affiliations
of Planning Council members in Ohio, Pennsylvania, and
Washington. None of the California projects appeared to
involve conflicts of interest, indicating that the State law
was implemented effectively.

Public Law 94-103 and the implementing regulations pro-
hibited awarding program funds only to consumer members and
their organizations. While it is not improper for agencies
and organizations of nonconsumer Council members to receive
grants under this program, doing so creates suspicion about
how program funds are spent. Some Council members we inter-
viewed said projects were awarded under a "buddy system" and
that this was discrediting the State Formula Grant Program.

Safeguards to prevent awarding projects which duplicate
or replace other funds (i.e., supplanting) generally consisted
of relying on the integrity of grantees and familiarity by
Council and State officials of what services were being
rendered by other agencies. All four of the States asked
potential grantees to provide assurances in their proposals
that their projects were coordinated to avoid duplication and
supplanting of funds.

Competition for program funds was often lacking. Infor~
mation available from State records for 284 of the 354 service
projects showed that 119 projects (42 percent) were awarded
without competition. Insufficient information on the remain-
ing 70 projects did not allow us to make determinations
regarding competition. The table below shows that the extent
of competition varied significantly among the four States:

Projects Compe- Noncom-

State analyzed  titive  Percent petitive Percent
Ohio 93 60 65 33 35
Pennsylvania 47 29 62 18 38
Washington 60 4 7 56 93
California 84 72 86 12 14

Total 284 165 a’s58 119 a/42

a/Average.
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In the absence of legisliat.ve or regulatory mandates to
award projects competitively, rach 3tate decided for itself
the types of awards it would make. As the previous table
showed, Ohic and Pennsylvania chose to mix their projects—-
some competitive, some noncompehitive. Washington elected
to make its awards noncompetitive, for the most part. Except
for 12 projects awarded to specific grantees in poverty areas,
California chose to make its awards competitive.

In theiyr arant review prucesses none of the four States
appeared to ne giving top prior ty to the most severely handi-
capped individuals.

Our site visits to 20 Jdircect gservice projects (5 in
each State) «howed that many whoze disabilities did not fall
within a strict definition of dovelopmental disability were
served.

We touns taat of the L,i4f oenple served by the 20 proj-
ects, 612 (5 V*l\ﬁrt) either .y did not f£it one of the
categorical <roups in the Federal definition {e.qg., cerebral
palsy or epllepsyr, 12} were Traunosed as mildly or borderline
retarded, or (3) w~ere not cl.s . fied as to tvoe or degree of
disability., Amonce those serv.. were persons whose primary

disabilitv wes dragrosed as | .oning disorders, emotional
problems, hews: ing impatrments, -abular qcﬂﬁeroc", muscular
dystrophy, syin: bifida, hlininess, arnd deafness.

No oftri1cialy iprerviceweoa Lol the Federal definition of
developmental disabilivy oo tae [=2tter., Some applied their
State's definiiion, which i1n b case of Washington included
hearing disorders and in Pennsy .vania included the learning
disabled. Others appeared toe e no jiwmiting criteria or
very liberal criteria.

The lact of specificity in ahw Federal definition en-—
courages tley ble eligibi ity =-andards Stazes have not
been providea a uniformn wmrkizq Ae Elwvx1nn with objectlve
and measurahle classifications of severity and functional
limitatiors ¢+ devermine who © 2r is not elinible for serv—
ices. Proaram “unds are nodet . ani leaislative intent
appears to linir the target p o, ualation to a select group of
handicapped 'ndividuals. Conscauently, we believe closer
attention ne«ds 4 e given 1 h» grants review process to
use program  wnds Guaicicns iy aad support only those projects
mainly tapceted £ vhe Jukn"entjaL}y handicanped.



The Congress has already taken action to expand the definition

of developmental disability by passing Public Law 95-602.

Non-Federal matching requirements

Public Law 94-103 requires that the non-Federal share
of project costs be at least 25 percent (10 percent for
efforts in poverty areas). The legislation is not clear
regarding matching requirements for individual projects,
however. HEW has interpreted the legislative mandate to
mean that each project does not have to contribute the
25- or l0-percent match, that as long as the State total of
all non-Federal program funds--regardless of source--equals
or exceeds these percentages the requirement is satisfied.

Although all four States reported non-Federal matching
funds equal to or in excess of the legislative requirement,
none of the States required the match from individual project
grantees. Conseguently, about 3 of every 10 projects failed
to put up at least 25 percent (10 percent for poverty area
projects) of the total costs of their projects. The extent
to which projects met or exceeded the match in each State
is shown in the next table--a summary of our review of
323 projects for which this information was available:

Projects
Projects without Projects
with 25/10% 25/10% with
match ~_match no match
Projects Num- Num-— Num-
State analyzed ber Percent  ber Percent ber Percent
Ohio 93 73 78 20 22 9 10
Penn-
sylvania 88 72 82 16 18 15 17
Washington 58 50 86 8 14 0 0
California = 84 35 42 49 58 28 33
Total 323 230 a/71 93 a/29 52 a/lé

a/Average.
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Not requiring every grantee to absorb a portion (e.qg.,
25 percent} of their project costs is not only inequitable
but also can work as a disincentive to project success. For
some projects the non-Federal match may be a hardship,
especially if required in cash; however, in-kind services
can be substituted according to the legislation., Furthermore, i
one of the tenets of the State Formula Grant Program is to
provide seed money with the intent the project will subse-
quently be carried on with other funds. 1If at least a portion
of these other funds cannot be raised initially, it is ques- a
tionable whether the project can sustain itself later. Most
important, however, is the inherent lack of incentive to
succeed when grantees do not have an investment in their
projects or are at minimum risk to perform well. !

Dispersion of projects

Projects were widely dispersed throughout the States of
Washington and California during each of the 3 years under 5
review. In Pennsylvania, prciects were scattered during the ‘
first 2 years but fiscal year 1978 projects tended to be !
clustered in or near the State Capital, as 55 percent ¢f the
projects and 79 percent of the dollars were awarded to !
grantees in the Harrisburg area.

In Chio the State Capltal area increasingly drew the
projects, with 34 percent awarded to Columbus grantees in
1976, about 68 percent in 1977, and 75 percent in 1978.

Public Taw 94-103 and HFEW reculations were basically
silent on the matter of geoarapnic distribution of projects, :
except efforts were to be made to award some projects in |
poverty areas. We noted that Talifornia appeared to make a
concerted effort to egqualize orajects throughout the State.

If the program is to be planning oriented, we do not
believe wide distribution of projects is as important as it
would be if the program is to be service oriented. Conceiv-
ably, the expertise and resources could be available in one
area so it may not be necessary to spread program funds
throughout the State. We believe the important thing is to
fund proiects and use those resources which best accomplish
program goals and objectives, regardless of location. On the
other hand, centralizing pro-ects apparently has given some
the impression that the prograr is not really serving the
developmentally disabled statewide. We believe the Planning
Councils should allay these perceptions where they become
impediments to program succers.



Disability groups served

In awarding projects, all four States funded many
projects not linked to any specific disability group. Our
analysis, summarized below, showed that 200 (56 percent) of
the 354 projects were awarded to grantees having no specific
disability affiliation.

Primary _ ___ Number of projects awarded |
disability Pennsyl- Wash- Cali-
affiliation Ohio  vania ington fornia Total Percent

Mental re-

tardation 52 29 9 27 117 33
Cerebral

palsy 2 9 3 7 21 6
Epilepsy 6 1 1 2 10 3
Autism - - - 1 1
Dyslexia - - - - -
Learning

disabled - 2 - - 2 2
Blind - 2 - - 2
Hearing im-

pairment - - 1 - 1
None 33 45 16 76 200 56

Total 93 88 0 113 354 100

As our analysis shows, mental retardation projects re-
ceived much of the grants going to groups asscciated with the
five categorical disabilities specified in the developmental
disabilities legislation. It should be pointed out that
mental retardation prevalence is higher than the other dis-
abilities, so this is not surprising. We noted only one
project which was geared to the autistic, yet this was one
of the major disabilities specifically intended to be served.
This contrasts with the five projects awarded to groups whose
primary affiliation was a disability not included in the
legislation--the learning disabled, bhlind, and hearing
impaired.

While we are not suggesting that project funds be
divided proportionately or equally among the various dis-
abilities, we believe State grant review processes need to
take into account that some groups are being neglected and
perhaps should be receiving a greater share of the funds.
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Poverty area projects

HEW regulations stipulated that special consideration
should be given to activities located in areas of urban and
rural poverty. However, the regulations did not explain spe-
cial financial and technical assistance in terms of the number
of projects or funds to be expended. Our discussions with
program officials in four HEW regional offices indicated that
adherence to this requirement was not monitored. Neither the
regional offices nor HEW headguarters compile data showing how
many projects or how much money is getting into poverty areas.

Lacking further guidance, States awarded projects in
poverty areas to varying degrees. Our review of project
records in the four States showed the percentage of projects
going to State-designated poverty areas ranged from a low of
8 percent in Washington to 41 percent in Pennsylvania. The
average for the four States was 24 percent:

Poverty area projects

Total Percent of
State projects Number total
Ohio 93 26 28
Pennsylvania 88 36 41
Washington 60 5 8
California a/84 12 14
Total 325 79 b/24

a/Includes fiscal year 1976 and 1977 projects only.
Information not available for fiscal year 1978 projects.

b/Average.

Overall, the States appeared to be doing a fairly good
job of getting services to poverty areas. However, without
criteria regarding how many projects or what portion of a
State's allotment should go to poverty areas, we could not
determine whether the States are meeting the intent of the
law.

Affirmative action

As a condition of receiving Federal funds under the
Formula Grant Program, Public Law 94-103 required each reci-
pient to take affirmative action to hire and advance in em-
ployment qualified handicapperd individuals. The four States
reviewed gave only superficial =ttention to this mandate.
Furthermore, HEW did little to wake sure this requirement was
being met.



In the four States compliance with the affirmative
action mandate often consisted of the States merely putting
a standard clause in their application forms sent to poten-
tial grantees regarding actions to hire and advance the
handicapped. As the next table shows, however, even this
token compliance was in evidence in only about half the
projects we reviewed.

Projects with Projects without
an affirmative an affirmative
Projects  action clause  action clause
State analyzed Number Percent Number Percent
Ohio 93 23 25 70 75
Pennsylvania 88 73 83 15 17
Washington 60 60 100 0 0
California 84 11 13 73 87
Total 325 167 a/51 158 a/49

a/Average.

Our discussions with State officials and our review of
project records indicated no additional attempts were made by
program officials to assure grantees' compliance. None of
the States maintained statistics showing how many handicapped
individuals were hired or advanced in employment. During our
visits to 20 direct service projects we found that five of the
grantees had no affirmative action plan and made no attempts
to hire or advance the handicapped. Three others had affir-

mative action plans but made no attempt to implement their
plans.

Except for its regulations, HEW did nothing to ensure
compliance with the affirmative action mandate. In fact,
one Regional Director we interviewed was not aware of the
requirement. HEW officials in the other three regional
offices said they did not have sufficient resources to moni=-
tor this and that they relied on the States to ensure com=-
pliance. Neither HEW headaguarters nor any of the four
regional offices required the States to report on their
adherence to this mandate, and no statistics were available
to show how many handicapped were hired or advanced in em-
ployment by recipients of program funde.

Individual habilitation plans

Public Law 94-103 required that an individual habilita-
tion plan be prepared for each perscn receiving services
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under fiscal year 1977 and 1978 service projects. The plans
were supposed to be tailored to the service needs of the in-
dividual and identify specific services to be provided, when
they would be provided, and who would provide them. The plans
were to be reviewed by service providers at least annually.

Similar to the compliance check for affirmative action,
State agencies generally incorporated in their project appli-
cation forms sent to prospective grantees a clause concerning
the grantee's assurance that individual habilitation plans
would be prepared for each client served. Our review of State
records for 84 direct service projects, excluding fiscal year
1978 California projects for which information was not
available, indicated these assurances were given for about
three of every four projects:

Projects with Projects without
Projects _the assurance _the assurance
State analyzed Number Percent  Number  Percent
Ohio 22 18 82 4 18
Pennsylvania 20 14 70 6 30
Washington 8 1 12 7 88
California 34 28 82 6 18
Total 84 61 a/73 23 a/27
a/Average.

During our site visits to 20 projects, we noted onlv one
grantee that had no habilitation plans for any of its clients.
Eleven others had plans for each client and these appeared to
be complete, reasonable, and reviewed periodically, as re-
guired. The remaining eight grantees maintained plans for
only some of their clients or had plans which were incomplete
or not updated--or they told us the plans were being main-
tained by referral agencies or other service providers.

While compliance with this mandate appeared good, we
question whether strict adherence to the reqguirement is
needed--or desirable. Requiring such plans has become
fashionable with many Federal programs besides the develop-
mental disabilities programs. The detailed reguirements of
each program are not uniform, which means several plans could
conceivably be prepared for a single individual if he/she
receives services under several programs. This does not seem
reasonable to us, as the paperwork could be guite burdensome.
It would seem that a single, all-purpose plan could be devel-
oped by the primary service provider to satisfy the needs of
all the programs.
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Appeal mechanisms

Of the four States reviewed only California had estab-
lished a formal appeal mechanism to handle complaints of
applicants whose projects were not tunded. Rejected appli-
cants were provided the opportunity to testify and offer
additional information to a State-—-level review committee
which either sustained or reversed the initial decision.
During the 3-year period we reviewed, this mechanism was used
only once.

all four States, includinag California, contacted rejected
applicants to inform them their projects would not be funded.
The feedback varied from simple acknowledgments that the
aprlicant's proposal was considered but not selected to sub-
stantive letters telling the rejected applicant how many
proposals were received; how many were funded; what the
grant review process entailed; what criteria was used to
grade the proposals; and specific reasons why the proposal
was not accepted. Washington's feerback to rejected appli-
cants was particularly informative.

To maintain credibility and to encourage rejected appli-
cants to continue their efforts to help the developmentally
disabled and to apply again for Federal funds, we believe
the grant review process should provide meaningful feedback
to rejected applicants. Further, the system should have an
appeal mechanism, preferably independent of the initial review
team, so the rejected applicant is given every reasonable
opportunity to have its proposal thoroughly studied.

LITTLE ATTENTION IS GIVEN TO MONITORING

AND ASSESSING PROGRAM PERFORMANCE

How well the State Formula Grant Program is responding
to the purposes of the legislation, nationally or within in-
dividual States, is largely unknown. Uniform standards to
gauge performance do not exist, making monitoring and evalua-
tion of the program highly subjective. Strapped with elusive
program concepts and scarce resources to oversee the program,
HEW merely maintains a Federal presence, relying on each State
to monitor and determine the worth of its own program. The
States, lacking direction and pressure to account for their
activities, have done little to assess their programs.
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Monitoring and evaluation
at the State level

State developmental disability Councils establish goals
and objectives, identify service gaps, and set priorities for
allocation of State Formula Grant Program funds. To ensure
that their plans are carried out and program funds are
properly spent and accounted for, the law requires Councils
to establish methods for monitoring and evaluating the pro-
gram, including reviews of its own activities.

A review of the 1978 State Plans by an HEW consultant
concluded that most Councils have not developed monitoring
and evaluation capabilities and strategies. The Plans we
reviewed for the four States contained much rhetoric on pro-
posed evaluation and monitoring activities. But our discus-
sions with program officials indicated that Councils spend
most of their time developing plans and strategies, with
little time devoted to supervising, monitoring, and evaluating
program implementation.

Most (63 percent) Council members we interviewed said
their Councils have done little, if anything, to measure pro-
gram performance. Those who indicated the Councils make some
effort to assess program results cited informal mechanisms
{such as personal observations) as the primary means for
evaluating programs. Most cited a lack of criteria to carry
out this responsibility as the major problem. During our
3~-year review period, HEW did not issue measurement criteria
to evaluate the program, although it prepared draft perform-
ance standards in March 1979. However, these were expected
to change as a result of the new developmental disabilities
legislation.

Ironically, Councils rarely have had to account for their
activities even though they have major proaram responsibili-
ties and are a key organization in the State Formula Grant
Program. While State Plan reculations and guidelines reqguire
various information on Councils, they do not ask for details
on Council activities. An official of the Developmental Dis-—
abilities Office told us that HEW has not systematically re-
viewed Council activities, citing a lack of formalized and
uniform evaluation instruments to do so.

Self-imposed or independent evaluations of Council
activities likewise have rarely been made; and those which
have been done have not included a critical examination of
Council performance. Of the four States we visited, only
California had established a mechanism to periodically review



Council activities. A Californiz law requires an independent
evaluation of Council effectiveness every 3 vears. However,
criteria had not yet been develonsd for the evaluation.

In the four States, monitoring and evaluation of service
projects, where most program funds ire expended, were done
sporadically, were often perfunctor s, and fregquently relied
on grantees' integrity. In reviewing Ttate project files,
in discussions with program officriais, and during our site
visits to 20 direct service proijest=s, we noted:

--While pericdic financial and proiect activity reports
were required from the granteres, these frequently
were late, or not dore at all, and nften ware so
general .n nature as to prohihit any effective moni-
toring of project expendit vz and accomplishments.

-—-Effective fiscal zontral cve - nreaject funds was not
always exercised. For exzwle, drantees often were
allowed to carry funds over Tyom year to vear, making
accountability of funds for individual agrsnts diffi-
cult. Alsc, some grantees woare permitted to keep un-
spent Federal funds sfter rr» proiects werse completed.,

—-—-Much reliance was placed ¢ orantees' financial reports
to insure that funds were ‘'sod in accordance with ap-
proved protiect hudgets. 02ftan these reports did not

provide detai.s for selectsd items of cost, so it was
difficult to determine how fae funds wers ased,
—=Informationr on “he numoer ! types {aaqes, degree of
disability, etc.) of peop!: imrved was not coutinely
compiled by State officials. Further, data in the
project files showing this | formation werae often in-

complete,

—-—-Generally, Council member= -i,d not particinats in
site visits to obtain a fir=-hand knowledgs of how
program funds were spent and what was belng accom-
plished. Fuarther. indicati- s were that Councils
were not consistently apnr <od of pro o oct rcesulta.

--Frequency of site visits Ly ouncil staff, State
agency officials, and indeosydent evaluators varied
among the Stat«s and even w.:thin individual States
over the 3-year period. Aowmetines all or most proj-
ects were visited: other "imes few 17 any wrojects
were visited,
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—--Courtesy visits often were made instead of indepth
evaluations where accomplishments were compared with
approved goals.

~—Grantee self-evaluations were freguently incomplete
and subjective, not providing meaningful information
to effectively gauge performance and progress toward
meeting goals. Reports often listed activities con-
ducted under the project without showing how these
activities had met objectives.

-=-No cost-benefit or overall impact studies were made
by States to give an overview of project accomplish-
ments individually cr in aggregate. On the indirect
service projects no attempt was made to determine the
extent to which project results were disseminated or
used by others. We found that, more often than not,
there was little or no sharing of project findings
with others.

Allotments to the States are inadequate for funding all
applicants seeking funds under the State Formula Grant Pro-
gram. Therefore, it is imperative that Councils and the
designated State agencies give jreater attention to their
monitoring and evaluation responsibilities to insure that
funded projects are effective and provide maximum benefits
to the program. Based on cur findings, the States have much
to do to provide these assurances.

Monitoring and evaluation
at the Federal level

The Congress entrusted HEW--specifically the Develop-
mental Disabilities Office--with broad oversight and account-
ability responsibilities for the State Formula Grant Program.
While it had formulated regulations, issued guidelines, and
provided for technical assistance to steer program implemen-—
tation, HEW has given little attention to monitoring and
assessing program performance. OQur review showed that the
Developmental Disabilities Officze:

——Has never made a comprehensive review which measured
accomplishments against program goals and expecta-—
tions, even though the prougram has been in existence
since 1970.

--Has yet to formulate an official evaluation svstem
for the program even thouah it was mandated by the
Congress to do so by October 1977.



--Has imposed minimal reporting reguirements on the
States to evidence program performance.

~-Has sketchy data showing how States have spent pro-
gram funds. In only one year (fiscal year 1975) have
as many as one-~half the States submitted final expend-
iture reports. Over the 7-year period ended with
fiscal year 1977, on the average only one of every
four required expenditure reports had been submitted.

~-Has basically delegated monitoring and evaluation
responsibilities to the regional offices, but has
provided little guidance for carrying out these
activities. 1Initial program administration review

guidelines are to be available to the regional offices
sometime during fiscal year 1980,

State Plans, prepared by each State as a condition to
receiving a formula agrant allotment, have been a primary
monitoring tool for HEW. While these plans are fairly good
indicators of what States propose to do, they are poor meas-
ures of actual performance. HEW officials review the State
Plans primarily as a compliance check to make sure all re-
quired information and issues are addressed. We found little
evidence to show that HEW makes followup reviews to deter-
mine how well the plans are being implemented. For example,
attendance by HEW officlals at Council meetings where major
program decisions are made are the exception rather than the
rule. Only one of the four regicnal offices we reviewed
regularly sent a representative to the meetings.

Periodic financial and program performance reports are
also reguired of the States, but their value as effective
management tools is also guestionable. Used primarily by
regional officials to monitor State programs, we found these
reports were not always updated, sometimes were not even
prepared, were rarely supplemented with site visits by HEW
officials to obtain firsthand knowledge of program opera-
tions, and reguired HEW to rely heavily on State officials'
integrity to depict program accomplishments. One regional
official stated that the reports were virtually meaningless
as management tools. The reports did not appear to be used
as a vital source for a national overview of program direc-
tion, accomplishments, and accountability.

HEW officials at headquarters and in four regional
offices generally cited insufficient staff and other re-
gsources as the major deterrent to doing more program moni-
toring and evaluation. However, we did not view lack of
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resources as the major reason why more or better program
assessments were not made. We believe the absence of uni-
form and generally accepted criteria to gauge program per-
formance is the major problem.

Neither Public Law 94-1063 nor the implementing regqula-
tions specified criteria to assess the program. The Director,
Developmental Disabilities Office, told us that imprecise
and unclear congressional intent has made it difficult to
oputline exactly what is expected of the program.

Without specific objective standards to judge program
performance, we believe it is virtually impossible to assess
the program nationally or in individual States. To say the
program is good, bad, or indifferent is a subjective judgment
based on what one expects from the program. Program goals
are so broad and nebulous and program concepts so elusive
that traditional measures of performance {such as the number
of people served) do not seem appropriate.

To illustrate, one of the fundamental goals of the pro-
gram is to develop a comprehensive plan for a statewide
network of services for the developmentally disabled and to
influence service providers to improve and expand the scope
of services to the disabled. Progress toward meeting this
goal 1s rarely gquantifiable to provide an objective criteria
to evaluate success. Even if it can be shown that the devel-
opmentally disabled are receiving more or better services,
it is not easy to relate this accomplishment specifically to
the Formula Grant Program. Other programs may have influenced
these actions as much as or more than any influence of the
developmental disability Council,

In the absence of specific measurement standards, we
found HEW Regional Offices applying their own criteria. Two
of the four regions judged program success according to how
well the Council and the administering State agency worked
together and what success they had using funds from other
agencies. Another region's criteria was how well the Council
implemented its State Plan. The fourth region considered a
State's familiarity with the law and regulations, knowledge
of the State's developmental disabilities population, and
public awareness of the needs of the target population as
the main ingredients of a good program. Officials in all
four regions stated that they recoanized the subjectivity
of these judgments but acknowledged little else could be
done without specific performance standards.
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CONCLUSIONS

The State Formula Grant Program, after 9 years of
operation and nearly $200 million in expenditures, is beset
with many problems:

--Basic disagreements regarding program focus exist.
Some program officials believe the program should
be planning oriented, others believe it should bhe
service oriented.

--Key State officials are confused about their roles
and responsibilities. Who should control funds has
been a particularly troublesome matter.

~--Coordination and commitment to the development of
comprehensive and integrated statewide service net-
works are often lacking.

-~~State Planning Councils' authority is not commensurate
with their responsibilities,.

—--Small program size deters coordination and commitment
from larger programs.

-=Turnovers of Council members and staff have been dis-
ruptive to program continuity and effectiveness,

-—-Passive participation by some Council members and
self-serving interests by others impede program
effectiveness.

——State Plans, the Councils' main planning and strateqy
documents, are of dubious value.

—-States' expenditure reports offer little insight into
how program funds are actually used.

——Program credibility is endanagered by guestionable
practices in awarding service projects.

—--How well the States are responding to congressional
expectations is largely unknown, since uniform
standards to gauge program performance do not exist.

RECOMMENDATION TO THE CONGRESS

Because of the intrinsic and pervasive nature of many
of the problems with this program, we recommend that the
Congress clearly delineate what it wants the program to
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accomplish. Once this is done the Secretary of HEW should
be in a position to establish specific and attainable goals
against which the program can be measured.

RECOMMENDATIONS TO THE SECRETARY OF HEW

We recommend that the Secretary of HEW direct the
Commissioner of RSA to:

--Develop uniform evaluative standards to help program
administrators, Planning Councils, and others to
gauge program performance.

--Formulate standards to measure the performance of

State Planning Councils and to hold them accountable
for their activities.

--Encourage States to establish grant review mechanisms
which provide adequate safequards and assurances that
service projects: will not duplicate other efforts,
will be awarded competitively, will not supplant other
available funds, will abide by affirmative action and
habilitation plan requirements, and will not result
in conflicts of interest. States should also be en-
couraged to set up formal appeal mechanisms to handle
complaints of rejected project applicants.

-~Provide States with more specific guidance for
reporting expenditures of their formula grants so
these reports are more meaningful and informative.
Detailed instructions for c¢lassifying the types of
expenses to be included ss administration, planning,
and services should also be provided.

~-Assure that the States develop and use appropriate
monitoring and evaluation capabilities for their
programs and particularly for service projects.

--Increase regional monitoring and evaluation efforts.



CHAPTER 3
THE STATE PROTECTION AND ADVOCACY PROGRAM:

NEW HOPE FOR THE DEVELOPMENTALLY DISABLED

Official recognition that the developmentally disabled
deserve appropriate treatment, services, and habilitation,
has given the disabled new hope. Althcocugh it is a new pro-
‘gram, the State Protection and Advocacy Program can vital-
ize the developmental disability programg and provide clout--
something that does not exist in the other programs. With
and evaluative group independent of any State service or
administering agency, the develcopmentally disabled have an
outside way to determine whether their rights are being
violated.

For the State Protection and Advocacy Program to reach
its potential, however, this new program must overcome some
already noticeable weaknesses, not the least of which is fund-
ing. Not only is it the smallest (in funding) of the four
developmental disability programs, but it has also had dif-
ficulties acqguiring additional funds to support and expand
its operations. Two-thirds of the funds supporting this pro-
gram come from authorizations under Public Law 94-103.

Possible duplication could also be a problem, since
there are numerous groups and agencies within a State having
advocacy roles. Cocperation and coordination between the
new Federal program and the advocacy organizations will re-
quire closer attention. HEW guidance, which has been weak,
will alseo have to be strengthened 1¢ this program is to be
effective.

THE PROGRAM LOOKS PROMISING--

BUT IT_IS TOO EARLY TO TELL

An integral part of the developmental disability pro-
grams is respecting individual rights. As required by
Public¢ Law 94-103, starting with fiscal year 1978, a State
cannot receive a formula grant allotment unless it has in
effect a system to protect and advocate the rights of the
developmentally disabled. Furthermore, the system must have
legal and administrative authority and be independent of any
State agency providing services to the disabled. States
were allowed much dicscretion in the rypes of systems they
wanted to develop.
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Both the new State Protect.on and Advocacy Program and
the older St:zte Formula Grant Program have advocacy roles,
but the new program has clcut--a key ingredient which makes
it distinctive. While Planninag Councils advocate by influenc-
ing, cajoling, and encouraging agencies to include the de-
velopmentally disabled in their programs, State Protection
and Advocacy Program officials can compel agencies to provide
services whern benefits have been denied or rights of the de-
velopmentally disabled have boeen viclated. While court cases
may be a rarity, the threat of 'egal action is always present.

Some HEW regional officisls stated that the State Protec-
“tion and Advocz y Program 1= ¢ftective because it can force
agencies to provide mandated services. One Reglional Director
sald that tihe procram is potent ally the best and most cost
effective of th. sour develcopawntal disability programs. Two
other ditecters indicated it 1+ =111l toe early to tell how
effective the program will e

Undoubtedly, the progran sffers new hope for those that
are unable to obtain needed sorvices, but the program is new.
It has not y+«+ “roved to bhe an ffective advorate for the de-
velopmentelly disakblied. OCur v .i-w of these programs in the
States visitsad provides some cnsight into the program's direc-—
tion.

Program pianring

Nearliy $5 million {the f ru«t 2 years of funds) was pro-
vided for the States to plan and design statewide systems for
protection ard advocacv. OQctoier L, 1977, was the legislative
deadline to have the systems 151 place and ready for implemen-—
tation. Fisial year 1978 fur .. votalince §3 million were to
be used hy tihr tates for vxoo - m mplementation,

The takle on page 5% shows vhat the States reviewed spent
about $543,000 of their $1.5 =i’ 10on on system design and
planning. Althougr program 1 :os for the first 2 years were
available for this purpose, oni, Jalifornis used its funds
exclusively to design and plan 1ts protection and advocacy
system. The others applied at ieast a portion of their al-
locations to ger a headstart -1 proaram implermentation:
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Public Law

Fiscal 94-103 Application of funds
State year funds awarded Planring Implementaticn Unexpended
Ohio 1976 S 84,974 $ 84,974 S - $ -
1977 140,896 51,4305 49,491 -
1978 134,932 - 134,932 -
Total $ 360,802 $170,379 $184,423 5 -
(4G% 1} (51%)
Pennsylvania 1976 $ 96,288 $ 994,141 $ 3,147 $ -
1977 152,333 = 152,333 -
1978 160,881 - 160,881 -
Total $ 409,502 $ 93,141 $316,361 5 -
(71%) {(77%)
Washington 1976 s 26,506 S 2h,506 s - $ -
1977 41,934 = 41,934 -
1978 s 41,272 - 41,272 -
Total 5 109,712 $_ 26,506 583,206 $ -
IRE-E Y] (176%)
Califeornia 1976 s 142,897 $ 1k,985 $ - §123,912
1977 228,635 228,960 - 635
1978 216,907 - 216,907 -
Total 5 588,439 $246, 49485 $2l6,9Qj Si&ﬁiéé?
(32%) (37%) (21%)
Four-State 1976 $ 350,665 $2Z5, 06 5 3,147 $123,912
totals 1977 563,798 3iv, 405 243,758 635
1978 953,992 . 553,992 -
Total 51,468,455 $54 ., 41 $800,897 $124,547
(373 {55%) (8%}

The transition from planning to implementation went
reasonably well in Pennsylvania and Washington--less than
one~fourth of their Federal allotments were reported for
planning. Pennsylvania's Developmental Disabilities Plan-
ning Council assigned an Advocacy Task Force the job of re-
commending the statewide structure to operate its system.
Most of Pennsylvania's planning money went for consultant
services to inventory advocacy organizations throughout
the State and to train advocates and draft legislation
to obtain State funds to support alvocacy activities.
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Washington already had a statewlide advocacy system in
place, developed with HEW discr:tionaty funds starting in
1972. Although Washington rewcrted its first vyear's funds
under Public Law 94-103 as planring, these could be categor-
ized as implementation. The funds were used to expand the
existing protection and advocacy system.

Chio and California encoun:ered problems in putting
their systems in place. In Chic, the Planning Council sought
control over the new program .y establishing 1ts own group
and supporting it with formuls c<rant moneys, in addition to
the funds received under the Federal protection and advocacy
authority. A seccnd group challenged the Ccuncil's selection,
alleging conflicts of interest snd mismanagement of funds. A
court battle ensued and, later, an HEW audit. Over $200,000
intended for the program was ti¢d ap 1n courts until Septem-—
ber 1978--almwost 1 year after H¥W had approved the system
design. The money was eventua!!y awarded to the challenging
protection and advocacy group . | ut the legal arguments delaved
program implementation.

California's eftorts to establish a protection and
advocacy program floundered f-on the start. Only $19,000
of its $143,000 first-year aliciment was spent. This went
for consultant services to assict the Planning Council with
developing a system. Several options were presented. In-
decisiveness, however, resulted in California allocating

nearly all of its second year & funds for additional planning
and startup costs. Although HEWw anproved the State's advocacy
plan in November 1977 (more t. ar L month after the deadline),

it was not untii May 1978 that -he Governor appointed a State
agency to operate the prodgranm

Program implementation

The table on page 59 shows that Wasbhingten and Pennsylvania
designated cver 75 percent of their funds for implementation,
Chio slightly cver 50 percent ard California only 37 percent.
Over 20 percent of California’'s allocation was never used.

All four States designat«d private, nonprofit organiza-
tions to opetate their protecrticn and advocacy programs.
However, their programs differed not only in mode of opera-
tion but alsgo in the extent t¢ which thev exercised their
authority to pressure service auencies to provide for the
developmentally disabled. VFeo.luwing are outlines of each
program's operation.



The Ohio Protecticn and Advocacy Assoclaticon is aggres-—
gsive. The Association battled to win designation as Chio's
official group for statewide advocacy, it litigated for formula
grant funds, and it will probably aggressively pursue the
rights of the developmentally disabled. According to its Ex-
ecutive Director, the Association's main mission is to train
people to advocate more effectively for the developmentally
disabled. Concomitant with this is the fostering of self-
reliance in the disabled--encouraging them to be their own
advocates. Most conventional advocacy activities were in-
tended to be carried out by a statewide network of 21 citizen
advocacy groups and over 100 local affiliates of the State's
four consumer groups representing cerebral palsy, autism,
mental retardation, and epilepsy.

If conventional advocacy fails, negctiation with appro-
priate service agencies is the next step. As a last resort,
the Association has indicated it will pursue legal action to
secure services for the developmentally disabled. The As-
sociation views itself as an advocate for the disabled, urg-
ing agencies to abide by the laws and render services where
needed and mandated.

The Association envisions its role as the focal point
in Oh:i:o for all developmental disabkility advocacy activities.

Its goals are to provide central direction and technical
assistance by

--establishing standards and regulations for advocacy
services;

--monitoring advocacy agencies;

--providing legal backup rescurces, drafting legislation,
and testifying at public hearings;

--disseminating informational materials; and

--providing training to advocates, parents, and profes-
sionals.

Pennsylvania's Developmental Disabilities Advocacy Net-
work is the coordinating agency providing central direction
and linkage among all agencies and advocacy organizations con-
cerned with protecting the rights ¢of the developmentally dis-
abled. It serves as a clearinghouse for complaints, relying
on established advocacy groups and individual advocates to
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solve preoblems. It provides reasnuarces to citizen and vol-
unteer advocates on an as—needed basis by disseminating
information, technical advice, and training.

A major component of the Network is a center and re-
gional intake and referral mechanism which receives com-
plaints or requests for help. © public awareness program
invites collect calls to the central coffice or any of the
three regional offices, Through commitments from the State's
five major consumer groups (epilepsy, mental retardation,
cerebral palsy, autism, and i-2arning disabilities), 140 local
units serve as advocacy substations, and from a statewide pool
of volunteer advocates, the Network operates an individualized
subsystem in which an advocat=s works with a client to meet
his/her needs. Recruiting awd “raining a large force of
specialized advocates is a primary goal of the Pennsylvania
protection and advocacy grour

The Networr retains iegel services, as needed, at both
the central and tield locatiovns. However, much of its legal
advocacy was vcarried on by several legal groups which re-
ceived suppce:t from the Stzate formula Grant Program and
others. Proishly the mosit =i+ (ficant of these is a public
interest law firm which works for legal reform and was heavily
involved in «everal c¢lass act on lawsuitg.

California'’s program is accly beyond the planning phase,
having initiated operations 1 ertember 1978. Almost all of

its implementation tands are niind used to initiate 11 advocacy

projects througbott the State: Tive persconal advocacy, three
legal advocacy, and three woriceas projects. These projects
are to address idertified advocacy problems, nHut they are not
designed to set o network of advocacy services--which
appears to be a lONger Yanue gl .

Unlike Ohin and Penngylva .. which have not been re-
luctant to use thelr legal wowe s, Zalifornia's Protection
and Advocacy Progran was not ot up toe pursue expedient legal

action on behalf ot the develiaertelly disabled.

Washington's Troublezoocr: L Office, the designated
agency for startewide protecti: and advocacy, Is a pioneer
human and civil rights orvaniz. icn. Similar to the Ohio
and Pennsylvania prograws, Truu.leshooters functions as a
central clearinghouse [or st:i wide advocacy activities. In
addition, one of Troublesnoot or3’ main functions is to train
advocates for its afiiliated .trices, which were located in
over halft the Frate's couat:r © it the timoe of our review,




Troubleshooters' home office vecruits and trains advoc-
ates for these affiliated offices. Advccates are taught how
to pursue consultative, administrst:ve, and legal remedies
on behalf of the developmentally ‘tisalrled, their parents,
and advocates. Trairing is the primary link and method for
coordinating all advocacy functions in the State, Trouble-
shooter offices are to serve as tre¢ protective and advocacy
agents for their local areas. The ‘tone office provides on-—
going technical assistance, inclutirg Jdemonstrating how other
funds can be acguired for startup cosis for lceccal affiliates.
Most calls for ascistance were hand. o by local trouble-
shooters.

Trocubleshooters prides itsel. .1 not being a referral
service. It does not believe in -~ereiy sending a client to
a provider. Franchised advocates wore expected to contact
the appropriate service agency an' ©ollow through to make
sure action was being taken. FEmprsciz was atso placed on
self-advocacy, encoutaging the disabled to acguire what is i
rightfully theirs. While it had -‘eveloped working relation- i
ships with various legal services, Troubleshooters chose to ,
work within the service delivery svstem. It has yet to re- i
sort tc litigation tc achieve resgilts,

3

Program accomplishments

Gauging program performance was difficult because the
State Protection and Advocacy Proarmm is ‘ust emerging from
the planning stage. However, progrim performance reports X
covering first-year cperations prov:ded some insight. The 3
following table shows the number ana types of people served,
and services rendered in the four States reviewed varied
widely. While such discrepancies makc compariscns difficult,
some of the other data present a =~ ity good service profile:
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Pecople and services '

Number of services provided
Number of people served
Average number of services

Ages

17 and over
65 - 16
5 and under
unknown

Primary disability
Mental retardation
Cerebral palsy, epilepsy,

autism, and dyslexia
Multiple Handicap
Other

Client location

Urban
Rural
Institutions
Other

Requester

Service providers
Family or friend
Client
Unidentitied

Type of service

Encouragement and support
Information

Training

Referral

Legal

Public speaking and workshops
Negotiaticon

Social activities

Locating advocate

Other

Ohio

1,562
1, 4R7

[
-

b

64

Pennsylvania

Washington

209
170

30%

33

30

123
55
32

108

3,269
2,451
1.3

50%

73%
24

524
524
1.0

49%

14

37%
23

14
26

T2%

10
14

)



Adults appeared to be the chiet beneficiary of services;
outranking other age groups in all {our States. 1In Ohio, for
example, adults received 86 percent of all services rendered.
Consistently ranked at the bottom were preschoolers. All four
programs appeared to be serving people not falling within
the categorical definition of developmentally disabled, as
shown on the preceding table under the "other" category of
primary disability. In Ohio and Washington the programs were
subsidized with nondevelopmental disability funds, so program
officials did not feal compelled tce limit their services to
a select group. This was not the cese in California and
Pennsylvania, however, because these programs were entirely
supported by developmental disability funds.

Clients in urfan areas were receiving the largest share
of services in everv State, althouat rural areas were reason-
ably represented irn Pennsylvania and Washington. People in
institutions received a fairly larue share of the services
in Ohio. Requests for services dgenerally came from families,
friends, or the disabled themselves. The exception was in
Ohio, where approximately three-fourths of the reguests were
initiated by service providers,

Types of services variled coneiderably, although training,
information, and encouragement and support ranked high in most
of the States. Legal services renked low in every State, in-
dicating this last-resort measure had been used discriminately.

It appears some States have active programs and are serv-
ing quite a few peojle, while othevs are serving relatively !
few. Again, the program is new and many people probably had
not been exposed to it. All four States have instituted public
awareness campaligns to publicize *heir programs.

PROBLEMS NEEDING ATTENTION

While the Protecticen and Advccacy Program looks promis-
ing, it has problems. The inebil:ity of some programs to ac-
gquire additional morey, the potential for duplicate advocacy ;
activities, and the lack of guidarce and direction from HEW
threaten program success. f

Acquiring additional funds

Two—thirds of the funds goinyg -or program implementation
came from authorizations under Pub lic Law 94-103, If this
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program is to expand with little or no increases in Federal
developmental disability funds, State protection and advocacy

systems will have to do a better job of scliciting support |
from others.

Approximately $3 million in Federal funds was apportioned
among the States and territories in fiscal year 1978 to imple-
ment their protection and advocacy programs. This represented
only 5 percent of all funds authorized that year under Public
Law 94-103, making the State Protection and Advocacy Program Q
the least funded of the four programs. On an average, States f
received $55,743 each to carry their programs through the '
first year of implementation. California received the largest
award with $216,907; 19 States and territories received the
minimum of $20,000. The other States we reviewed received
the following: Ohio--$134,932. FPennsylvania--$160,881,
and Washington--541,272.

With relatively little money being allotted for the ﬂ
program, other funds become vital if States are to establish 2
effective statewide advocacy programs. A consultant study :
made for HEW reported that an additional $3.1 million had been
acqguired by the States and territories. However, one—-third
were not able to acquire additional funds--they relied solely
on their share of the $3 million Federal funds from Public Law
94-103 (California was among this group).

Difficulties with acquiring funds become even more ap-
parent when one looks at the sources which supplement the
Federal protection and advocacy funds. The following table
shows that 84 percent of the $6,]1 million in operating funds
came from the Federal Government—-with two-thirds coming
from the State Protection and iAdvocacy and Formula Grant
Programs. Generally speaking, State, local, and private
organizations have not heen very supportive. Of the four
States in our review, the two Jargest--California and
Pennsylvania--were operating solely with Federal develop-
mental disability funds. Ohio and Washington were able to
garnish some additional support from State and private
sources. Ironically, firanc:ial support from local groups,
where much o0f the grassroots advocacy is expected to take
place, was almost nonexistent . The entire grassroots amount
shown in the table ($35,520; went tec one State,
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Outr review indicated that the more aggressive programs
(such as Ohio's and Washington's) have been at least moder-
ately successful in obtainine idditional funding. Particu-
larly noteworthy is Washingtoi's tapping of Comprehensive

and train additicnal troubleshooter advocates. Sixty-three
percent of Washington's prograin was funded through this
program.

If the State Protection and aAdvocacy Program is to thrive
and not just survive, Pedera. suppcrt will have to be in-
creased and,/or program officla s will have to partake in
fundraising efforts. Some Staites have already vroven tnat
fundraising is possible.

Potential duplication

Protection and advocacy Jdid not have their roots in the
Federal program-——advocacy dgroups have existed for years. This
has been both advantageous and disadvantageous to the Fed-
eral Protection and Advocacy Program. One of the advantages
is that the Federal program Jdoes not have to start from the
beginning if a State already has local advecacy organizations
and State agencies have estaolished protection and advocacy
as one of their functicns. huprlicatiorn of advocacy efforts,
however, poses a potentially scrious problem.

Before implementing ite prooram, Pennsylvania inventoried
advocacy services availlable throughout the State. It found
that, in addition to five State agencies and 136 local chap-
ters of primary consumer disab " lity groups, a number of local
organizations throughout the State provided some type of
advocacy service. Besides theuse, the Planning Council identi-
fied numerous groups which were either providing or planning
toc offer protective and adveoacy services for the develop-
mentally disabled. Pennsylvan a was not unigue in this
respect. The other three Svates reviewed, and undoubtedly
every State in the country, .eve many individuals and organ-
izations advocating for the 1 cabled,

Protection and advocacy has also been a prominent goal in
some State Formula Grant programs. Ohice's Planning Council,

for example, had been fundin: protection and advocacy proiects
for several years, beginning w th a community awareness proj-
ect in 1973, BSince that tim:, the Ohlc Council has supported
at least nine other advocacy jprojects from i4s formula grant

funds. Pennsylvania, Washiniton, and Califoinia have likewise



used some of their formula grant dollars for these types of

projects. From their fiscal year 1976 through 1978 formula

grants, these States supported at least 33 advocacy projects
costing $1.7 million:

Funds from

Number of State Formula

State projects Grant Program
Ohio 10 $ 636,736
Pennsylvania 7 698,229
Washington 2 43,951
California 14 355,703
Total 33 $1,734,619

An HEW consulting group, after reviewing the 1978 State
plans for protection and advocacy systems nationwide, con-
cluded that failure to use and ccordinate existing advocacy
efforts in the States is a problem. The group menticned
that cooperative agreements between Planning Councils and
designated State agencies for protecticon and advocacy were
generally lacking.

Each designated protection and advocacy agency reviewed
recognized the importance of having a coordinated network,
but the extent to which it established links with local and
other advocacy dgroups could not be readily determined. How-
ever, cooperation between the State Formula Grant and Protec-
tion and Advccacy Programs ranged between good and poor. In
Ohio, the turmcuil created by the earlier confrontations bet-
ween the Planning Council and the crotection and advocacy
agency apparently has left a lasting impression--coordination
between the two groups is nonexistent. State Formula Grant
money now supporting Ohioc's Protection and Advocacy Program
was won in a court battle. Continued support after these
funds run out is not expected, according to the agency's
executive director.

In Washington, the designated protection and advocacy
agency reguested that the Planning Council inform it of any
advocacy projects awarded under the State Formula Grant Pro-
gram and that grantees coordinate their projects with Trouble-
shooters. This had not been done. Furthermore, Trouble-
shooters had no input into formula grant project review and
selection. The Planning Council, however, attempted tc track
Troubleshooters' activities through a monitoring board which
was to report to the Council at each of its meetings.
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In California, coordination between the State Formula
Crant and Protection and Advocacy Programs was sporadic and
informal. The Planning Council was notified about the proj-
¢ots awarded by the protection and advocacy agency in 1978,
but this exchange of information was one-sided. Formula
grant. projects were not made known to the designated pro-
tection and advocacy agency initially, although it has re-
gursted copies of future grants.

Ot the States reguired, Pennsvlvania appeared to be
closest to setting up a mechanism to coordinate advocacy ef-
forts to the two Federal developmental disability programs.
The Jdesignated protection and advocacy agency provided input
intce the State Formula Grant project review process, and |
in fact administered some advocacy projects supported with
fornulas grant funds.

We found & potentially serious duplication problem that
must be dealt with if scarce developmental disability funds
are to be spent efficiently and effectively. Considering
the myriad of advocacy activities, duplication and mistarget-—
ing of funds are inevitable unless the protection and ad-
vocacy program develops an el fective coordinating mechanism.
Although this program is still new and time may alleviate
coordinatior problems, coordination needs to be monitored
closely. It coovdination does not improve--particularly
between the protection and advocacy agencies and the Plann-
ing Councile~~the only recourse might be to mandate coordina- i
tion.

HEW guidance is minimal

With only a very broad mandate and little guidance from
HEW, Statez have been given full authority to design and
operate the type of protection and advocacy systems they
want. Mot only has this made program accountability diffi-
cult to enforee and program nerformance virtually impossible
te measure, it has left the States operating in a vacuum.

Public faw 94-193 requir-~s every State to have a protec—
tion and advocacy system if it is to continue receiving funds
under the State Formula Grant Program. Other than this broad
mandate and stipulations regarding the implementation dead-
line and +type of agencies prohibited from operating the new
prodram, rhe legislation offered no further direction for
the State Protection and Advocacy Program. The Congress re- :
lied on HEW to guide the States with developing and imple-
menting their individual programs, and HEW has been of little
heln.
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HEW provided the States with nc substantive regulations
or guidelines to clarify the intent and mechanics of the new
program. HEW regulations issued 16 months after the program
was authorized merely restate the law, virtually word for word.
HEW's position, stated in a preamble to the requlations, says:

"It is the Department's belief that approaches
may be utilized in order to achieve the sub-
stantive goal of establishing an independent
agency to pursue the rights of the develiop-
mentally disabled. The Department bhelieves

it desirable to give States flexibiiity in the
development of such a system."”

The result has been that HEW regional offices, glven
responsibility to oversee States' adninistration cf their
programs, have been provided no standards to measure perform-
ance and little, if any, authcrity to compel States to adhere
to congressional intent., Furthermore,; the States were lelt
with money to set up systems without guidance.

The four regional directors we interviewed said qguidance
from HEW headquarters has been virtually nonexistent. The
directors rave had to provide directior based on their own
impression of program intent.

Lacking standards and staff to administer the State pro-
grams, regilonal ctffices have had to rely on the designated
State agencies to perform self-eveluvations and report program
accomplishments and problems to them. Much reliance is vlaced
on the integrity of designated protection and advocacy offi-
cials to properly manage their programs and the funds allotted
to them. The audit is essentially the only control exercised
over Federal funds. Except for the audit of Ohio's program,
in which allegations of mismanagement of funds were largelv
substantiated by HEW, no programs have been audited by HEW
since the program's inception.

Protection and advocacy officials in the selected States
generally were dissatisfied with guidance furnished by the
regional offices. Ohic and Pennsylvania procram officials
stated that the regional offices have provided little sub-
stantive assistance, and they indicated they have been given
freedcm to operate whatever types of programs they want. A
Washington Troubleshooters' official stated that the regional
office's lack of authority to make major program decisions
makes them of guestionable value. 11 California, the protec-
tion and advocacy official stated that the lack of criteria
for spending program funds had not reer clarified by its
regional contact,
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CONCLUSIONS

I1f it reaches its potential, the State Protection and
Advocacy Pregram could be the most potent and effective
mechanism to insure that the developmentally disabled re-
ceive the benefits, services, and rights they are entitled
to. Two factors which distinguish this program from othersg--
independence and power-—also are the key to its success.
Being independent of other administering or service agencies,
the State Protection and Advocacy Program gives the develop-
mentally disabled a way to work outside established service
delivery systems to contest their rights. More importantly,
where needed seyvices are not being provided, program ad-—
vocates can intercede on behalf of the disabled and compel
others to furnish such services.

To ensure program success, HEW needs to lend its support
through better leadership and guidance-—-HEW has not provided
substantive direction for the program. It has permitted the
States maximum flexibility and discretion to operate the types
cof programs they choose. Basically, HEW has taken a "wait
and see" attitude. We believe this is a mistake. Program
accountability demands that HEW take a more active role and
provide the States needed quidance,

Funding appears to be a rajor problem. Nationally, two-
thirds of the program funds have come from the developmental
disabilities legislation. While some States have success-
fully acquired funds from other Federal programs and from
non-Federal sources, many have not. If it is intended that
States are to establish broad-scale programs with (1) coor-
dinated links among the various advocacy groups throughout
the State, (2) monitoring capabhilities to examine the many
service programs, and (3) effective legal and administrative
mechanisms to follow through on rights violation cases, it
would appear more financial support will be needed. This
is where HEW can help.

Whether increased funding does or does nct come from the
developmental disabilities legislation, we believe HEW should
assist States by showing them how to access other funds.
Washington and Ohic in our sample are examples where efforts
to garnish additional support have bheen successful. HEW
should take advantage of these and other experiences to assist
States to expand their programs and make them something more
than just another information and referral effort.



Potential duplication also could endanger the effective-
ness 0of the State frotection and Advoccacy Program. Consumer
groups, concerned clitizens, and nunerous other advocacy
groups exist 1n every State. A top pricrity for the new pro-
gram should be the establishment in each State of a coor-
dinated network of advocacy services so that duplication is
avolded or kept to a minimum,

Particular arttention should be directed to the two
tandem Federal programs, the State Fformula Grant Program and
the State Protection and Advoccacy ¥Frogram, both of which have
advocacy roles. We believe that these two programs must set
the exampie for coordination throuub-ut the State. If they
cannot work in uniscn, the pattern s set for other advocacy
groups and organirzaticns to fragment their efforts. At
minimum, these twc major developrment:z i disability advocates
should be aware of what each 1s do:nv--their respective roles
and activities must be delineated. tor poth to be effective,

R

they must interac: in a positive a-d supportive way.
RECOMMENDATIONS TC THE SECRETARY O HEW

We recommend tratbt the Secreta -y of HEW direct the Com~
missicner of the Rehabilitation Serv.ces Administration to:

—~Formulatle specific program :equlations and guidelines.

--Assist States wlth acquiring otner funds.

-~Reguire the States to estab!ish a mechanism(s) whereby
the Planning Councils and trne Protection and Advocacy
agencies coordinate thelir acu vities to prevent duplica-
tion and ensure efficient amd effective utilization

of program ftunds.

--Establish standards by whict program performance can
be measured.
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CHAPTZR 4

SPECIAL PROJKCTS PROGRAM:

IS IT REALLY SPECIAL?

The Conyress intended the 3pecial Projects Program to
be special. Unlike the narrowly,; focused and often service-
oriented formula grant projects, special projects were to
deal with issues and needs on a broad scale, and were to
demonstrate new methods to bettz2r serve the developmentally
disabled.

The Special Projects Program is still relatively new,
so 1t might he premature to judge the program's success.
However, our initial impression is that many of the projects
we reviewed--particularly the regional projects--bear a strik-
ing similarity to projects funded under the State Formula
Grant Progran. Sixty-one percent of the projects, accounting
for 48 percent of the dollars s»ent, appeared to focus on
direct "hands-cn” services for specific target groups, not
models orc derncnstrations for wilespread replization.

While many of the nonservice projects went for exemplary
services and models, the heaviest concentration was in tech-
nical assistance and trainino for officials of the other
three develoomental disebilitins programs. The indication
is that much of the special project funds are supporting
consultant services to help HoWw's developmental disabilities
officials admirister and monitns the programs.

We also observed that Federal developmental disability
grant award procedures have wrea<nesses regarding competi-
tion, Plannivg Council inpnt, foedback to rejected applicants,
atffirmative acticn, grantee con:ributions, and the quality
of project desiqns. Postaward nonitorineg and project evalua-
tions by prosram officials ar~ lso inadeguate. Much reli-
ance is placed on grantee se . [~:waluations which often are
not critical examinations of oroajoct results. A key element
of the progrum--disseminatiors .° project findings—--also
received little attention. Genarally, it is difficult to
determine what impact the progr v has had.

LEGISLATIVE BACKGROUND
The Special Projects Pro.tam is new because separate
authority and funding for the trynes of activities envisioned
in this program did not exist in the developmental disability
legislation wntii passage of funlic Law 94-103, The concept,

.



however, is not unigue. Under Public¢ Law 91-517 and several
widely varying pieces of legislation not directly related

to developmental disabilities, HEW had access to funds for
putting in place regional and national projects as models

for State and local agencies. These funds were to provide
HEW with a ready mechanism for initiating inncovative activi-
ties to expand or otherwise improve services to the disabled.

Unlike projects under the State formula grant authority, which

were intended to serve local needs, these special projects
were to have more far-reaching benefits.

Public Law 94-103 combined the special projects author-
ity of the prior developmental disability legislation with
similar provisions from two nondev:=lnpmental disability
programs: the Public Health Service Act and the Vocational
Rehabilitation Act. No longer did the support of such proj-
ects have to depend on funds from -he developmental disabili-
ties formula grant program and nonre lated programs.

Almost $57 million was made available to the Special
Projects Program makina it the second largest of the four
developmental disabilities programs. These moneys were
divided between HEW neadqguarters and 10 regional offices,
with the only stipulation that at least 25 percent of the
funds were to be used for projects ¢f national significance,
The law further spoecitfied thaet the {unds be used for projects
which met one or more of the followiig nine objectives:

1. Demonstrat:ons of programs Lo expand or improve
services,

2. Public awareness and public education to alleviate
barriers confronted by the developmentally disabled.

3. Coordination nf community resources.

4. Demonstrations of the provision of services to the
developmentally disabled wh> are economically dis-
advantagoed,

5. Technicae! assistance.

6. Training specialized personael to provide services
or research.

7. Developmunt of model proiechts for services.
8. Gathering and disseminatinyg information.

9., Improving the guality of services.
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Guided by these nine objectives, both the projects of
national significance (i.e., national proizcts) and other
special projects (i.e., regional projects); had basically the
same mission: 1improve the scope znd quality of services to
the developmentally disabled v providing guidance and demon-
strations to more effectively and efficiently carrv out the
purposes of the cother three developmental disabhility pro-
grams. Only in their breadtn of coverage were the two tvpes
of projects different. Naticnal pnrojects, awarded by the
Developmental Disabilities Office, were to provide a national
or multirecional perspective to program issues and problems.
Regional projects, awarded by the 10 HEW regional offices,

were to be more conducive to siatewide or regiocnal activities--

although like the national projects their results also might
be disseminated or replicated.

HOW_PROGRAM FUNDS
WERE DISTRIBUTED

Records maintained by the Developmental Disabilities
Office showed that over the 3-year period regional projects
received 67 percent of the total funds--$38.2 million of the
$56.9 million awarded under the procgram. Of the 715 grants
awarded, 609 were for regicnal projects (this includes all
10 HEW regional offices) and 136 for national projects.

However, as the next tabl= shows, funds for regional
projects decreased each year uas national projects took an
increasingly larger portion ¢f ©he total funding. By the
third year, national projects sccounted for 50 percent of
the program dollars, a substan+t al jump from the first year
when only 20 percent of proagrar dollars went for national
projects. (Note: HEW failed to meet the award deadline

for some fiscal year 1976 nati-nal proilects. As a result,

over $1 million which would have aone for such projects was
returned to the Federal Treasirv, This is why the minimum

25-percent requirement for na-~i mal projects was not met

that year.)



Natioral prolects . Regional sragects o Tgtal
Fiscal Number of i Number of Number of
year arants Amount Foreent arants fmonant Percent arants Amount
{myltlons ) [ B TR tmiliions)
1976 27 8 1.6 .2 294 Yl s 7K 123 $20.8
1977 29 5.2 A 201 I 72 230 18.4
1978 50 8.9 w0 1 b 50 162 17.7
3 years 106 sle i 809 BRI 71% $%§}?
Percent L5 43 8, }EQ lgq

Hote:  Variocus statisiical ard orher dabta presentes “ve palance of rhxs chanter will
he cxpressed in teras of the namber Hf grancs o the number nf proie¢gs we
reviewer, The namber of drants represente 00 swards made to the various i
grantees receiving Cunds onder the Special Preo osots Program, The numpber of

/ £ grantees, ot wiil always be less than the

projects repre-ent 3 the nanber of i
number of Arants S1nce nanv granteer received oore than one awaid during the

periad . I revlew.nag [reect racorss &t tlie Dwyveiopmental Nigabilitiea Nffice
and at four MW reqional ol Tices, we fourned a=ier to compile some Jdara bv the
number of arants ard some v the niahor of 0 cectrs,  This explainsg whv our

numeri1eal totals vy, fram ne anatesis o o vy o aemending o whether we

B Ak} o o
compiled the dara v qrarts or projeats. Co xample, the prior tabhie shows
our analysis by tre anber ot ogrante.

Except for the mandated 25-percent minimum for national
projects, neither the legislation nor implementing regula-
tions specified how program funds were to be divided hetween
national and reagional projects. The Developmental Disabili-
ties Office decided to keep national proiect funds close to
the minimum the first 2 years in otrder to continue regional
projects previously funded under pPuixiic Health Service and
Vocational Rehabilitation programs. As mentioned, special
project authority under these proarans was replaced by the
developmnental disabilities legislation. This is the major
reason why regional proijects received the larger share of
the program's funds, initially.

Because projcct awards, the «uration of projects, and
project recipients varied so dramatizally, we found that it
was not feasible to profile a typical project., On the aver-
age, grants for national projects were substantially larger
than for regional projects. Our review of the 106 national
grants showed the average award wee $176,069--almest triple
the size of the average regional <rant. which was $62,469,
based on our review of the 309 gronts given by four HEW
regional offices. The dollar rance also varied substan-—
tially, for both the national and regional projects. The
largest single award was $1.5 mil icn for a national tele-
comnunications project, and the srallest a 8591 grant for a
regional reshabilitation project. 7The next table summarizes
our analysis of grants for all national projects and projects
awarded by the four regional offices we visited.



Crant=s awarded during
fiscal years 1976-78

Type Number  Amcount  Average Highest ILowest
National 106 $18,663,3C07 $176,069 S1,499,825 $7,922
Regional: ipa 19,302,814 62,469 288,664 591

Region ITI 97 6,185,05¢ 63,867 288,664 5,646
Region V 86 7,498,933 87,197 217,798 591
Region IX 52 7,328,200 44,773 123,844 3,958
Region X 74 o 3,2Rr0,825 44,332 142,461 1,306l

Most projects were awarded on a continuing basis; that
is, most were supported with program funds for several vears.
Although the Jduration of projects varied, both national and
regional projects generally wer:z <n £or 3 vears with Federal
aid. Few wevre funded for just L vear. This meant that many
grantees received program funis fac exceeding the average
amounts shown in the precadi. 1 zahle, which were based on
awards made aroually.

The Developmental NDisabilizies Office appears to have
made an effort to distribute program funds widely. In a
cursory review ol development ] disability program reports
for fiscal year 1976 and 1978 . rarts, we noted that every
State had at least one natianal or regional project. The
averadge was |0 grants, althoush some had substantially more
than the average. For examples, six had at least twice as
many as the average State, as firlows.

Number of

State grants

NMew York 43
Oragon 36
District of Colimn .o

(note a) 31
Calitornia 23
Pennsylvania 22
Mary land 21

a/Although not a State, the District of Columbia was a major
recipient of prosram funds and 1s therefore included in
the analvsis.

Regardina the type of grantee, we again found no parti-
cular pattern. In reviewing 146 projects funded by the four
regional offices, we noted that nonprofit, private organiza-
tions had the most projects (17 percent of the total), but
universities, particularly universitv-affiliated facilities,



got the largest portion of the doilars (39 percent of the
total). The next table shows the number of projects and
dellars awarded among the grantee categories.

Type ot Number of Funds

grantee projects awarded
Nonprofit, private 69 (47%: § 5,544,170 (35%)
Universities 38 (26%; 6,174,269 (39%)
Public 37 (26%) 3,843,856 (24%)
Other L2 (1 281,635  (2%)

Total 146 $15,843,930

National projects were almos: evenly split bhetween uni-
versities (45 percent) and nonprofis, private organizations
(49 percent)—--with public agencies -eceiving the smallest
share (6 percent).

ARE SPECIAL PROJECTS SPECIAL?

The Congress indicated the Sonecial Projects Program was
to be special. It Jdivorced national projects' authority from
the State Formula Grant Program, stivulated specific objec-
tives for these projects, targeted the multihandicapped as
project beneficiaries, and created a1 new program and heavily
funded it. Unlike the narrowly scoped formula grant projects,
the special projects were supposed ©o deal with issues and
needs on a broad scale, so that "hands—~on" services and pro-
grams at the grass roots level ccald bte improved. TIn contrast
with the local and one-State focus f the formuls grant proij-
ects, special projects were to adiress multi-State, regional,
and national needs,. '

While judging program performaice would be somewhat
premature since the Special Projects Program is still rela-
tively new, our initial impressisn is the program has yet to
establish itself as something unigue cr special. This was
particularly evident in our review of regional projects which
often resembled the types of proiects we observed during our
review of the State Formula Grant Program. Many of the
special projects either appeared t¢ have a direct service
focus or were limited in scope.

Similarities between special and

State formula grant projects

We reviewed 146 projects totaling 315.8 million awarded
during the 3 vears coverad by our r=view at four HEW regional
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offices. We determined that 8% projects (61 percent) and
$7.7 million (48 percent) were directed at activities de-
signed to provide "hands-on" services to the developmentally
disabled. These projects appeared to supplement the State
Formula Grant Program and did not appear to offer anything
which could not have been funded by that program,.

In at least one region a regional official told us that
these discretionary grants were nothing more than extensions
of the formula grant projects. The official justified this
action on the basis that the formula grant allotments were
insufficient to carry out an c«ffective program in some States.
This practice apparently is limiteda to the regional projects,
since we found no instances »tf national projects providing
"hands-on" services.

Another similarity between the special and formula grant
proijects was their scope of coverage. Generally, formula
grant projects served local nr statewide service needs, as
intended. Many special projects reviewed, which should have
a broader scope, Wwere likewise narrowly focused to a single
State or, in some instances, to specific areas of a State.

Three of every four regicnal projects we reviewed ap-
peared to respond to issues and needs of either a single
State or certaln geographic reagions of a State. Only 35 of
the 146 projects and 37 percent of the dollars were awarded
for national, regional, or multi-State proijects. The next
table highlights the types ~f orodects funded during the
3 years reviewed:

Numbor of

Project type projects Amount Percent
National 2 g 68,400 1
Regional 29 5,290,526 33
Multi-State 4 382,812 3
Single State 71 5,606,847 35
Other (e.g., city) 40 4,495,345 28

Total 148 $15,8 3‘21_ 100

r—

National proijects had a petter record in this vegard because
70 percent of the 106 grante appeared to have a national
perspective.

It can he argued that, wh _ le special projects may
immediately henefit only a particular target area (e.g.,
one State cr county), the i=sue rr need addressed in the



project probably has broader implications and could have a
regional or national impact--when replicated or used by
others. This may be true, but manv of the projects reviewed
did not appear to be designed for such widespread application.
For example, many of the reqional proilects weve not models
or demonstrations of innovative services or techniques,
Instead, they appeared to offer conventional services (such
as training and community living arrangements) geared to
targeted populations within their particular service area.
Further evidence indicating these projects were not special
was the general lack of dissemination of project results.
(See p. 93 for further discussion.)

Public Law 94-103 also intended that special projects
expand and improve serviceg for the multihandicapped. We
noted the target group for most projects was the multi-
handicapped, although wmany projects were focusing on specific
disability groups, such as mental retarvrdation and cerebral
palsy. Again, the naticnal proilects had the better record,
with only 17 percent of the grants targeted for specific
disability groups and not the muitihandicapped. Forty percent
of the regional proiects (one—-thi-d of funding) went for par-
ticular disability groups, with the mentally retarded heing
the primary benefliciary.

Impact of nondevelopmental
disability projects

We noted a substantial portion of the regional funds were
used to continue support of projec-ts originally started with
HEW discretionary grants under Vocationral Rehabilitation and
Public Health Services programs. Authorized funding for
these projects was discontinued wnen Fublic Law 94-103 was
passed.

As the series of charts on page 82 depict, the amount
and percentage of special project “uands going for these non-
developmental disabilities projects was aguite high initially
and tapered off dramatically by the third year, but over the
3-year pericd accounted for 44 percent of the $15.8 million
in program funds we reviewed in the four selected regional
offices.
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$4.7 mil
(77%)

|
]

1976 1977 §

$0.1 mil y

(2%) :

!

$3.6 mil :
{98%)

j

1978 3 Years

NOTE: Shaded areas denote amount and percentaye of developmental disabilities special project funds .
awarded to continuation projects previnusis supparted hy Vocational Rehabilitation and Public
Health Service Funds. -
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Special projects frequently

used to help "administer other

developmental dlsabllltleq proqrams

The Congress authorized HEW to fund special projects for
a variety of activities. {S5c¢c¢ p. 75 for the nine prodaram
objectives.) Three of the nine proaram objectives concern
gcervice demonstrations, which ndicates that special con-
sideration should be given to nprojects designed Lo formriate
model programs and service t.thinicues which can be replicated
by others. The remaining ob,;« tives, broadly categorized,

relate to public awareness, —oordination, training, gathering/

disseminating information, 1rproving service quality, and
technical assistance,.

Neither the legislatior —o:r implementing regulations
prioritized project activities to indicate which types should
be emphasized or what portion f rthe program funds should be
made available for each. It we¢s left to the discretion of
HEW to decide which projects woald best accomplish the pur-
poses of the developmental d.uibilities legislation.

Our analysis of 122 spe.i:! orojects (60 national and
62 regional) that were funded for $27.5 million, showed about
one~fourth of the projects a - d progran funds went for demon-
strations or models. The hezv:est concentration, however,
was in technical assistance. wr'ern one-~third of the national
projects (39 percent of the ‘oilars) and 18 of the 62 regional
projects (42 percent of the dJdoslars) were for this purpose.
Our analysis excluded the 84 v.acational Rehabil:tation and
Public Health Service proiject: since these generally were not
comparable to the new proiec s ander the Special Projects
Program.

Trainina projects and pro ects desiagned to gather and
disseminate information on tir¢ developmentallyv disabled also
ranked high, toagether accoun 19 for about a guarter of the
project dollars, The next table highliahts our analysis of
project alleocations by proarar objective.

[o-v3
1



National nrojects Regional orojects All projects

Type Numbex Amount Number Amonunt Number Amount
Demonstrations 16 S 5,029,810 ( 27%) 17 S.,47 7,195 1 28%) 32 S 7,507,005 1 27%)
Public

awareness 3 HR6,921 { 5%} 4 209,088 ( 2%) 9 1,096,019 ( 4%)
Coordinaticn 3 154,835 2%) 3 A0t 442 %) [ 652,277 ¢ 2%
Technical

assistance 20 L2, 452 (0 29%) 18 L0, 440 1 42%) 38 0,903,894 ( 40%)
Tralning 1 E25,505 (%) 1% LLHA, 200 (0 18%) 19 2,222,737 0 A%)
Gather/

disseminate e LTRG99 (0% 3 KU NIV Ja 15 4,018,921 ( 5%
Improve service

quality : 684,385 (1 4% 2 it 78R {0 4%) 3 940,631 ¢ 4%)

Total 61 S1k, 067,307 (100Y] ¥ L3, bV (100w 122 $27.481.484 (100%)

Central and reaional offices have made extensive use of
special project funds tc carry out their administration and

monitoring responsibilities for the other three major develop-

mental disabilitiecs proarams. Citinag inadequate resources to
do this in-house, developmental disabilities officials often
employed consultants to assist State DNDevelopmental Disability

Planning Councils, University-aAffiliated Facilities, and State

Protection and Advocacy officials with implementina their
programs.

We found that, of the 57 technical assistance and train-
ing projects, 32 went to consultants to guide developmental
disability program officials in the areas of planning, ad-
vocacy, program administration, and evaluation. In addition,
the primary beneficiary of 7 of the 12 national proijects for
gathering and disseminating information were officials admin~
istering the other three major developmental disabilities
programs. The next table profilcs a sampling of the con-
sultant projects geared to help HEW carry out its adminis-
trative responsibilities.



Project

Number of Proiject
type Title qrants amount

Natilonal Management Training For Kev Staff Of

State Protection And Advocacy Adencies ) 5 99,546

Manaaement Training Prograr For State

Developmental Disability Councils 1 99,303

Advocacy And Planning For hDevelopmental

Disability Consumer Council Members 3 306,785

Technical Assistance To Developmental

Disability Councils 3 1,512,971

Federal Program Information And Assistance 3 818,499
Reqional Technical Assistance Piuhlic REducation 3 304,692

Planning And Evaluation Project:

NDevelopmental Disability Consortinm 3 265,000

Unijversity-Affiliated Proagram Consortium 3 352,798

Influencing Strategles For State

Developmental Disability €Ccuncils 3 180,478

Univers.ty-affiliated Facilities

Consortium Media Proiject 2 152, 489

Regionai Developmental Disabilities

Trainina And Technical Assistance Center 3 278,960

Coordination And Deliveryv ¢f Trainina

And Technical Assistance Center ? 247,R88

Trainitrg And Technical Assistance

Throuaabh A Hi1-Regional Resoarces Team 2 278, 708K

In its January 1979 Annual Evaluation Report, the
National Advisory Council on Services and Facilities for the
Developmentally Disabled pointed out that some technical
assistance and training projects have not been very helpful.
The Council suggested there is a need for an overview of the
total training and technical assistance needs, activities,

strengths,

and weaknesses.

We also believe the Developmental

Disabilities Office needs to determine what benefits have
been realized from these proijects,
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OBSERVATIONS ON GRANT AWARD

PROCEDURES AND POSTAWARD
PROJECT EVALUATIONS

To obtain insights about HEW's management of the Special
Projects Program, we reviewed several aspects of the grant
review and award prccess and inguired about project evalua-
tions after awards were made.

How projects were selected

Formal independent review panels were utilized during the
3-year period to evaluate proposals for national projects.
Panel members had expertise by virtue of their prior involve-
ment in comparable or identical activities. We did not re-
view their qualifications but have no reason to question their
credibility.

Using a scale of 0 to 100, the panels rated grantee
applications against five factors:

1. Ouality of the application (20 points).
2. Technical apprcach and methodology (30 points).
3. Applicant qualifications (30 points).

4. Relevance of project objective to program goals
{10 points).

5. Reasonableness of the proposed budget (10 points!}.

OQur cursory review of panel ratings for a sampling of the
applications showed that qrants went to applicants scoring
the highest average grade.

Panel recommendations were submitted to the Developmental
Disabilities Office which, by law, was to consult with the
Mational Adviscry Council before awards were made. The
Council reported this was done for only 1 of the 3 vyears
(fiscal year 1977 projects). Time constraints the first year
and the untimeliness of the Council's meeting the third vyear
prevented the Council from having much input into the final
decisionmaking process these other 2 vears.

Regional projects were selected in a less formal manner.
For the first year, regional directors were allowed much dis-
cretion in how their special project allotments would be
spent. The Developmental Disabilities Office provided some
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guidance for proiject selection but left procedural aspects
of grant review and approval to the regional offices. 1In
the four regions vigsited, review and approval were done in-
house, with no formal independent panels like those estab-
lished for the national projects. Directors devised their
own procedures and developed project priorities based on
perceived regional and State needs. Neither the central
office nor the National Advisory Council were involved in
the final decisions for the [irst year of projects.

The Developmental Disabilities Office exerted more con-
rol over the 1977 regional proijects. It reguired the regions
to establish formal review procedures, incliuding the use of
independent panels of experts from outside HEW. The central
office specified the methodology to be used for screening
applications, and regional recommendations for funding had to
be submitted to the Developmental Digahilities Office for a
second screening. In consultation with the National Advisory
Council, the central office determined which proejects should
hbe funded.

Regional offices received no new special project funds
for 1978. The Developmental Disabilities Qffice applied the
funds which would have been avalilable to the regions to
national projects. FREarlier we menticned dissatisfaction
with the types of regional projscts being funded as a pri-
mary reason for the central office not allotting the regions
funds for new projects the third vyear,

Extent of competition

Excluding the 1976 regional proijects, which basically
were chosen at the discretion of HEW regional officials,
mechanisms for creating a competitive atmosphere for special
projects were established. We already mentioned the crea-
tion of independent review panels, which was one attempt to
make awards competitive. Another method emploved by HEW was
the announcement of grant notices in the Federal Register
and the Commerce Business Daily.

In our review of 1 year of responses to the sclicita-
tions, we found that, on the average, nine applications for
regional projects were received for each project awarded. The
response ratio for national projects was about 2-1/2 to 1.
While this indicated a fairly good competitive environment,
particularly for the regional urojects, we noted that only
applicatinns for new proijects were solicited in this manner.
Grant award procedures did not vequire applications for con-
tinuation projects to go back through the independent panel
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screenings. Instcad, they were to ne reviewed bv central and
regional program officials. Accordinag to program officials,
once a dgrantee was initially selected throuah the competitive
process, funding was practically aatomatic for 3 years. Since
most projects continued from year to vear, this meant that a
substantial portion of each vear's program funds were awarded
noncompetitively.

Planning Council reviews of regional projects

Puhlic Law 94-103 reqguires that State Developmental
Disability Planning Councils be provided the opportunity to
review special project applications. To assure that these
projects are Cconsistent with State "irar objectives for the
formula grant program, Planninag Coanils were supposed to
receive a copy of @il applications v reaional projects in
their State snd were bo nrovide Mb #ith thelr comments on
the wroposals.

We found applicants did not aiwave coordinate with the
Planning Ccuncils, that Councils sosnetimes did not provide
comments, and occasionally project: ~vere funded despite dis-—
approval by tne Councils., Our anelvsis involved 146 projects
awarded by four reagional offices.

Por 52z (36 percent) of the proiects, regional develop-
mental disability records indicated Touncils were not given
an cpportunity tou review and comment or the proposals. Of
the 54 proposals which were subni-ted to the Councils, the
Council did not vespnond to 36. Tha:, &8 of the 146 proijects
were funded with no evidence of Courcil input. Council feed-
back on two propos=als suggested tha! the projects would not
be useful. For cne of the projectrs, twe Councils said the
proposed benefits were not worth rhe aost, VYet In both
instances the proiects were funded,

Feedback to rejected applicants

There appears vo be no uniformity regarding feedback to
appl.cants whose proposals are re‘ected. One reagional office
provides minimal feedback, merely irfcrming applicants they
have oeen rejected, It relies on th: applicant to follow uop,
at which time the applicant is toli ~hy his/her proposal was
not funded. At the other extreme, Lwo reclonal coffices sent
letters of reiection and cited reascis why the proposals were
not funded. Among the vreasons glver were: { 1) measurable
objectives lacking, (2) no provisior fer disseminating proij-
ect resalts, (%) low competitive vatino, and (4) no allowance
for contingencies or alternative -~tiors if problems occur in
carryving out the praoiact.
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Neither the Developmenta: lizabilities wifice nor any
of the regicns we visited had oreated a mechanism to handle
appeals for reiected applican;¢. Appeal procedures were not
required by th« legislation o' mclementing regulations.

Affirmative action compliance

Our revioew 20 re=gional <o ect records showed little
attention was oiven to the ragu.remert trat the handicapped
be hired ard alvanced in empl:ent by recipients of program
funds. Only 1% of the 145 ur vp-cts evidenced atfirmative
action plans. since we did not visit any of these projects,
we could not determine tow much tne handicapped were hired or

advanced . Brw sad not acoumniacsd information in this regard.

Grantee cont-ibut-ons to proj..: rosts

57

Pul:? DAY doss v veruice recipients of spe-
cial proieos T o onave A voavrment in thelr projects,
although Develozmental Disab 1.:fs Office policy is that
grantees conty -buobe at leavt 1% percent of the costs.
Almost one ot D0 every .1\ woectre was funded entirely
with Federa. ceveropmental Js 1irties money or provided
iess than tre v caesred aranto. ~onrribution.  Farthermore,
in digcusaing n-velevel m“%‘ nooowactices with develop-
mental disab 0 ciricials, v iound that amounts cited by
grantees wer. = ordinarily coofirmed or verified by them.

Quality of pic ek

Whiie ao¢f progects appe icd te be well designed and
reascnable 1 view of funding :nd time Jimitations, we be-
lieve =some vere nob. Using * iclliowirna criteria, we noted
11 projects rota’ "na $1 mzlj arich prokably should not
have been fuided ny¢ ar laast <ho LY have bheea more closely
scrutini rodt,

~=Clar o 0T onurpose s ac s piectives,
—~Reievires ol urolect s« o prodgram goals.
~=Defin Yoo o1 majos n. oot tasks.

—=0Order. v =nd svstematic —ooievement of oroject
(=

——keaatr v, - oand debisit: . bimetabhles



Two of the proiccis we guestin

nadl were also criticized

by State Planning Councils. Two «thers were funded because
an HEW regional ofrficial was intrigued by the concepts being

proposed. One project was funded to
affiliated facility's bhudget, and ao¢o

supplement a university-
ording to the regional

official, the proiect®s objective=s waere "pie in the sky” and

unclear. All of the guestioned wros

We also scrutintzed project :dee

included measurable obijectives and

=1hs were regional.

ans to see whether they
aluation components to

gauge prolject performance. While rhe national projects

1

appeared to he adeguate in thi= r. a1, many regional proj-

ects were not. Twenty-tive {17 perx
projects did not contain oblectives
to measure success., Furthermore ., 47

{29 percent) did not include an «u=’

b)) of the regyional

- the gpecificity needed
~f the 146 projects
ttion comnonent. We

believe program officiale and the -eriew panels should have

given more attentinn to tr»is matte: -
tool should be a coniittiey tor far o

Project monitoring

Postaward fiscal and programy at
developmental disability central ».
a rarity. The ofiiciais appeared
reviewing project applications anc .

roal

Iz
i

than in checkinag an proiect perforns

Developmental Disabiiities Ot

each project bhe visited at least tw

and evaluating performanca. Tnesge o

grantee performance reports, are -
continuing or terminating projects.
most special projects were continnei

~that come basgic measuring
coall opredects.,

o project evaluations by
reaqlional officials were
SO more concerned with
spersing proaram funds
ce and acoompllqhmento.

bl
!

‘oo guidelines require that
e a2 vear for monitoring
raluations, coupled with

3erve as the basis for

As pointed out before,
for 3 vears or longer,

yet our review disclosed that proa-an officials rarely con-

ducted critical., indepth onsite eva!
Central and regional officials ack:n
remiss in this responsibility, Fut

(people and funds! for not doing e

Program officials relv on arant.
track project performarce Rasicall
and regional officials is limited :c
performance reports required to be
grantees. Fund accountability 1s pa:
initially submit hudgets showinm how

iations of the projects.

wledged they have been

tted lack of resources
Tobh .,

2 self-evaluations to

v, monitoring by central

scannpinag financial and

abritted periodically hy

ticvlarly weak. Grantees
they propose to spend the

developmental disability funds., Onee the funds are released,

program officials have little know!
tures, except shout the data rerncovte

crige about project expendi-
i by project officials.



Since they do not audit experditures and rarely visit the
project site, they must rely on arantee integrity and the
threat of audit to guard against misuse of project funds. As
with the formula grant proiects, program officials have little
knowledge about how project jurnis are actually spent since
grantees have provided littlie =pecific data on expenditures.

We found that many cvaliaticons do not compare results
with objectives, s0 they are of dubious value. We determined
that 68 (47 percent) of the i44 regional proijects had not been
subjected to an indepth critical evaluation which measured
project performance against wrat was proposed.

When we compared project accomplishments to goals and
objectives for 138 projects {soane national, most regional)
which were completed or neariv completed, we found that a
number of proijects were only pactially successful and a few
failed:

Number oF

Qur evaluation projects Percent
Project was total success a8 64
Project was partially
successful 29 21
Project falled 3 2
Information insufficient
to make & judament 18 13
Total 138 100

Cne measure of project accomplishments not reflected in
the above analysis is the extent that project results, both
successes and failures, were malde available to others. We
believe that sharing knowledge snd experiences from these
projects 1s of paramount imporctance., Not only does this
allow for more effective use of scarce program funds, but it
also can alleviate needless oo .cation of research and
experimentat:on bv others.

In discussing this matter witn central and regional
developmentai disability offiz:als, we noted that new pro-
posals are not routinely chec<ed against projects funded in
the past. A proposed project could duplicate a past project
and the reviewing officials w,. 7 not know about it, except
by perscnal knowledge. Proje:ts funded by one regional office
were not ccocordinated with those :funded or being considered by
another office. One regional! > filcisl sald the Developmental
Digsabilities Office is expec: »' = spot cuplicate projects when



it screens the regionsl projects hefore they are approved.
Except for two readily available catalogs profiling some of
the special projects which have been funded, we cobserved no
mechanism in either the central or regional offices which
provided a check for duplication.

Also largely unknown 1s how nuch projects have been
replicated or proiject results disseminated for use by others.
Neither the central nor regional program officials routinely
follow up to see whether grantees share project results or
how frequently project experiences are utilized by others,
These officials contended it was hoevond their capability to
ensure dissemination of project res. ' e anl that they relied
on grantees to do this.,

With approximately 1 of every ! developmental disability
dollars being spent on special projests, we believe that
program officials should assure that these funds are being
used effectively and that the resuvlt s are needed, used, and
disseminated to others.

CONCLUSIONS

For the most part, the Special Projects Program has not
exhibited itself as unique or special., Much of the $57 mil-
lion for the first 3 vears of this proaram appeared to support
projects which bear a striking similarity to projects funded
under the State Formula Grant Program. This was especially
true of the regiconal projects, manv »f which were narrowly
scoped, not designed for widespread application or replica-
tion, and intended to rrovide direct "hands-on" services to
the developmentally disabled. Approximately 60 pevcent of
the 146 regional projects we reviewel were continuations of
proijects previousiy funded under Yocavional Rehabilitation
and Public Health Service programs. The goals of these proij-
ects did not parailel the precepts ~f the Special Projects
Program.

Because of the predominance «{ vooational Rehabilitation
and Public Health Service projects and because many of the
new projects funded to meet Public Taw 94-103 objectives were
still in process, it may he prematuc~ to judae the Special
Projects Program as aood or bad. ©Our ‘nitial impressions,
however, were that:

~=-Many proijects could have bee:r funded under the State
Formula Grant Program, asstmina funds had heen
available.

-—-A heavy concentration of proaram funds, nationally
and regionally, went for tecnhnical assistance--
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informational and trairning projects to help the
Developmental Disabil ties Cffice administer the
other three developmental disability programs.
Projects addressing other nrogram objectives
receiver loss attenlbic:,

-~The procram needs to ¢ petter managed by lmproving
arant review procedurcs, mora effective project moni-
toring and evaluatior -5nd systematically following
up or che disseminat o «f project results.

RECOMMENDATIONS ‘£0 THE

SECRETARY OF HEW.

We recomwrend thak the &S o
Commissioner of RSA to:

etary of HEW direct the

~~Review zll projects & mentiy funded under the Special
Projecys autic:rity ans Siecontinue supporit to those
which are not, or dm o pold promise of fulfilling
ong or cooa SF the vy b res of the developmental
digab- il tes Teg- siat o

i

]

~=Fully inform the Congio-~8 on how program funds are
distributed bhetween rocional and regional projects
and amondg rhe nine prog-am objectives. Information
sheuld ~lso be provided an how effective the projects
have been in improvins ‘e operations of the other
devetopmantal disabil 1+ programs,

—=Strenqgthen arant revicw procedures 50 that grants
~—are reviewed by oapps our-ate State Planning Councils:

—-—are awarded comwetitivelv, includine a requirement
that continuation projeces compete {or grant funds;

-—&re swar.ded consiste o Ly with affirmative action
reguiremnents:

—-—are not awarded unle s the projects have built-in
evaluation components and assurances that project
results will ke dis < inated: and

U

0

—-—are not gwardod ter oo wechs tpnat duplicate other
eftorts.

——Increasg wonklioring ard cvalaation eftorts.,
-~Establish a mechanisrm . routinely follow up on proj-

ect accumpiishments ary the dissemination of project
resuits.
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UNIVERSITY-AFFLLIATED A0 LLUTIES PROGRAM:

Ig I7 LIVING UP TO Wi

ATTONSY

The Univerﬁity~ﬁﬁflliateﬂ Fa:: 1 1es Proyram (UAF) has

a lot to offer but 'acok- a clear —w-nfral focus. ‘rom the
beginning, the program | en r;nﬁwﬂ ITON PUMEToOUsS SOUECeS
with no fixed patter mig~ . statenents, and varying
guidelines. This fad fchﬂL*:u% in & precarious
‘can't win" situcotion Ge s o ol Trvang th serve

toc many organiz-tions,

Determining whether the proc- a0 13 living up to expecta-
tions is not easy hecauso percep! e 3tout what che program
should be doing are =o varied. 7 “arilities reviewed ap-
peared to be respondowy to their o oo, wub rather nebulous
mission mandates reqgarding intera::ciplinary training, ex-
emplary service nodels, research, and tarhn1<al consultation.
But, individual jrograms differec oo o in comp.exity, major
programmatic thrust, types and nuni: pvecple trained,
disciplines represcented, and peopls wved ., that we could not
uneguivocally say whether one was it er than the other or
one wag moving toword syvoegram aoo o hotter than others.

More importerst. there was a . ¢ of measurement criteria
11

for evaluating ti« wwwfdil DEGTY Y - oo individual Tacilities.
A]though the University=aftfiliote ¢ oo 2 litzes Program has
been in existence fut over L% ves oo iEW o has yet o formu-
late specific stardords Yo gauge . @pam suncegs The pro-
gram continues to Lact ooheraoner conecotaney, and a lot
of questiong about e program’s b remujn uranswered.
Funds provided to¢ facilities © .- uyb vLhe dovelopmental

disabilities legislation undouite ., aeip Lhe projranm, espe-
cially since they pay various zdn - atyrostior and »Hperation
costs and free orher funds Lor tr: iy, service, and other
activities. Rut, the devclopment . izabidity funds alsc
bring expectations which do act o Ly coincide with mandates
of other funding austhorities. Joooscaoantly, the program has
achieved only sporadiac sueecess 1 L0 reing responsive (o
the needs of the wisal ted adalt. wishing links with
the service communioy, () rreain: 0 onts and nonprofes—
sionals, (4) addressing the need; 0 (¢ more substantially
handicapped, and (% providing o« d.overs:fied training and
service experien:sec-




Despite its shortcomings, the University-Affiliated
Facilities Program is a contributor tc the overall service
network for the developmentally disabled. But HEW needs to
state program gocals and objectives more clearly, combine
varying mandates, and formulate a national mission and pur-
pose for the program. The development of standards and
measurement criteria is important because it would provide
the needed framework within which program strengths and weak-
nesses can be assessed and determinations regarding program
expectations can be made for the program, overall, and for
individual facilities,.

HISTORICAL OVERVIEW

The University—-Affiliated Facilities Program began in
1963 undexr Public Law 88-164--the Congress authorized funds
to construct university—-affiliated clinical facilities to:

l. Train physicians and other specialized personnel
to serve the mentally retarded.

2. Demcnstrate new techniques to diagnose, treat,
educate, train, and care for the mentally retarded
(exemplary or model services).

3. Provide 1npatient and outpatient clinical services
to the retarded.

Thus, in their first charter UAFs were clinical and training
facilities that provided serviz:es, trained staff, and re-
searched new service techniuues to help the mentally retarded.

Subsequent legislation, regulations, and guidelines 1/
have imposed additional mandates and expectations on the UAF
Program. One significant charnge involved clientele. Orig-
inally intended for only the mantally retarded, by law UAFs
had to include programs for persons with handicaps caused by

cerebral palilsy, epilepsy, aut:sm, and other conditions related

to or reguiring services similar to those needed by the re-
tarded (the cevelopmentally iisebled). Subsegquent legisla-
tion also reguired that the clientele include complex cases
(the substantially handicapioc), and adults.

1/In lieu of formal guidelines never issued by HEW, the April

1972 draft guidelines directsd U(AFs on how tc use Federal
developmental disability furis and set forth various pro-
gram esxpectat ions,
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Another major change concerned training. Developmental
disabilities legislation introduce:i the term interdisciplin-
ary training as a key element of the UAF Program. It em-
phasized that the UAF programs shou:d include doctors, social
workers, pediatricians, therapists., and many other discip-
lines, who should work together as o team learning what
each has to offer in terms of =orvices. Students from var-
ious academic backgwrounds and proressionals in the service
community were to be provided & ©otiing where all could
learn together under fhe tute'saoe o a faculty made up of
representatives of all appropriat isciplines.

=

Program cuidel ines said APy were expected to develop
a statf for the complete range of zarvices needed by the
developmentally disaplied. This meant preoviding a variety
of training ovpportunities, including graduate and under-
graduate programs for students; awd workshops, seminars,
and crientations for proftessicnals, paraprofessionals,
parents, trainers of parentis, and ~»"hers concerned about
improving services for the disabiodd,

training has beer. the intended fa-un of the UAF Program since
it began, facilitios wer. not limited to activities solely

in the academic setting. Program anidelines said that UAFs,
when developing nmod=l service programs, were to use facili-
ties and services of the community and regions within which
they operated. ™his was intended to provide a dimension of
reality to their traininag programr-. something not always
present in the well-suppnrted ser - es of the facility.

In the past, tnao UAF's servics mission expanded. While
;

The guidelines instructed UAaYs to kuild bettzsr connec—
tions with State and tocal service delivery systems, partic-
ularly with the State Development.:. Disabilities Planning
Councils. UAFs wero to pursuo i -7ities consistent with the
developmental dirahil ty Stete Pron:. They were also called
upoen to provide mcre vrrect sevyvy s 3¢ part of their overall
training mission.

Finally, the expanderd role of <he UAF Program included
research activities. While they were not expected to get
involved with basic or genevic rrceiarch, UAFs were to use
applied research techniques to imorove their traiasing and
service proarans. ALoo wmplied 30 the program guidelines were
such activities as identifying sorvico and staff needs and
designing evaluation tools for Lr=iaing and services,



After the impetus proviicd bv the 1963 legislation, the
UAFs were to secek funding souices to operate their training
and service programs. PFrom the beginning, UAFs have been
funded from numerous sources w. Ll no fixed pattern. In HEW
two proarams have played a s:ur:ficant role—--Public Health
Service's Maternal and Zhild Yealith Service {(a major contri-
butor) and the Office of Sdu.n :oa's Bureau of Education feor
the Handicapped {a key suppGit:ri.

A third source of Feder:. Tunding 1s the developmental
disabilities program. Unlikes rhe programmatic support from
the other Federal programs arnd frowm State and local scurces,
the developmental disabilitics UAF Program provides what might
be termed cors support. The ' naress intended this to cover
basic administrative and otho: essential costs associliated with
program initiation and maint- nonces, This then frees other
funds for training, service, research, and related activities.
More important, the developmen:al disability support was sup-

posed to provide & central .5 to the UAF Program by combin-

ing various wmandates and expeco-ations of its diverse backers.,

THE EFFECT OF DEVELOPMENTAL DISABILITY
CORE SUPPORT APPEARS TO BE M.NIMAL

The developmental aisab: tv core grants from Public Law
94-103 enabled UAFs to spend oiher funds on training, serv-
ices, and related programmat.: B activities, but generally did
not achieve the concomitant +xoectations of Lhe core support
guidelines. At seven facil:i'ics, attempts had been made to
satisfy varying mandates and 11 ssions imposed by different
funding souirves . Tha rescl® woa that individual facilities
mirrored tne directives of © 1. r orimary supporters and dif-
fered siarniticantly in proar swis* o thyast, complexity, dis-—
ciplines renresented, and rospinsiveness to the developmental
disability mandates.

A protfiie of s=aven
facilities we visited

To determine the impact <. the developmental disability
core grants and Lo obtain fi:sthand knowledge of program
operations, we visited 7 of -hi 17 UAFs receiving core sup-
port under Public Law 94-103% . “roarams were conceptually
tied touether through four Las . o elements: training, serv-
ice, resecarch, and technical! consuitation. #However, in-
dividual facilities were so {i:orge that no two facilities
were alike.

The follcwing table prol i e the facilities visited and
provides an cutline of thel-s “igsimilarities,
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Is developmental disability core

support too small to be effective?

On an average, the core grants accounted for about 7
percent of the total fiscal vear 1978 income for the seven
sampled facilities. Only in the Temple and California cases

were the grants significant wortions of the facilities' operat-

ing budgets. The table on paac 101 shows these UAFs had com-
paratively few financial resources in contrast with the mil-
lion dollar operations of the other facilities. Overall, the
Federal Governnent was the principal supporter of the UAFs,
contributing 53 percent of their total income. Maternal and
Child Health, alone, contributed 1 of every 3 dollars and was
the major financier of four osrograms. 0Of the seven, only
Temple did not receive Materna. and Child Health assistance.

The table shows the diverse funding patterns of each
UAF. It should be noted that no single source was the major
contributor for all the faci.lties. Also, the State Formula
Grant Program provided little support. Only Ohio State and
Temple of the seven UAFs we reviewed were receiving funds
through the developmental di<ability planning Councils.

Along with the financial support comes varying mandates
and expectations. Maternal and Child Health funds, for ex-
ample, must be used to support trainees interested in sevvice
in the child health field. iy certain disciplines are sup-
ported, and students must be full time and studying at least
at the postbaccalaureate level. Likewise, only certain fa-
culty positions can be funded. Similarly, other grantors,
such as the Bureau of Education for the Handicapped, also
impeose restrictions on the UAFs as to how their funds should
be used.

The core grants were supposed to relieve UAFs of various

administrative and operational costs associated with operating

a facility, and thus free other funds for trainina, service,

and related missions. The developmental disabilities legisla-

tion provided minimal guidance for spendinag these core funds.
It stated that they were to assist UAFs in meeting the cost
of administering and operating (1) demonstration facilities
for providing services for tne developmentally Jdisabled and
(2) interdisciplinary training programs for personnel needed
to render specialized services for the developmentaliy Aig-
abled.
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Alrhouyn formal guldelines were never lssued by HEW, De-—
velopmental Disabilities offictlals stated that they considered
their April 1972 draft guidelines to pe the program's mandates,
These guldellines specify how the funds should be spent and
commission UAPs o expand their activities beyond the mandates
and expectations of theiv other supporters.

The: guidelines imply the <ore grants should pay all or
some of the salaries and related expenses of key facility per-—
sonnel, i.e. , ‘irectors, admiristrators, proaram coordinatoers,
and others who determine how the facility should operate.
Also, salarie, ol support staff and various operational costs
(such as supplics, building raintenance, utilities, printing
and duplicating, and housekeeping staff) could be paid. In-
eligible for core support are Faculty salaries, trailnee sup-
port, and se: v oes.

In reviewing funds used by the seven UAFs during fiscal
years 197¢~78, six allocated at least 75 percent of their
core funds tov personnel costs. The Cincinnati UAF used only
one~third of che funds for salaries, spending the greater
portion for facililty operating costs, Thig UAF was also the
only one 1ot using developmental disability funds to pay
any of i1ts key personnel. The number of key people paid
a tuil or partial salary from fhe core grants at the other
UAFs varied from 3 to 10 during the period. These positions
generally were vcecupled by people responsible for key seg-
ments of the tacility programs {i.e., directors and UAF
manaygement ;. Snree of the UiFs had improperly allacated
a portion of thelr core grants to salaries of five faculty
and service odersonnel.

According to the guidelines, the core arants, by pavinag
tne salarie= of key UAF people, were intended to move the
UAF programs in directions noct necessarily maendated by other
programs. For example, UAFs were to include the disabled
adult in their programs. Developmental disabilities in
addition to mental retardaticn and complex cases were also
to e targeted. Trainlng experiences were to be more divers-—
ified, extend ra to all academic levels and to parents and
paraprofessioneis,. Attention wasg to be given to community
outreacn anc rescarch.

Increases expectations from the developrmental digsabili-~
ties legisiot'cn wers not met with increased funds to expand
the TAF trarning and service programs. The core grants could
not be used spocifically for programmatic activities, instead,



it apparently was hoped that by funding key posgitions thne
UAFs would broaden their mnissions, utllizing resources avall-
able frowm other fundinyg sources.

UAF directors interviewed sald that the core gyrants have
had a significant influence on progran direction. But, they
added every UALP must operate a proyran that reflects the wan-
dates of their fundiny sources. [or cxample, 1if the Bureau ot
Education for Hardicapped contribution is large, a Classroom
training program wili result. If the Maternal and Chiild
Health yrant 13 largye, or the UAF is Jocated 1n a children's
hospital, the progrem will be for ohiiuren.

Most of the directors felt the core yrant, however small,
acts as a vital bonding agent to wn:i:te fragmented funding
sources and mandates, and directs the use of funds toward the
developmental disability gyoals. Only one divector indicated
that his proyrawm «~ould not be hawpered 1L the core support
did not exist. The others said their programns would continue,
but would not ke the same. One saic hig proyran would revert
L¢ a narrow fogus within pediatrics. another sald several fa-
culty and dlsciplines would be dicwisced. Looruiration {in-
side and outside the UAF) would e rore Qiificult, according
to another director. While two directors felt there woulao
be no major redirection in their programs, they indicateda a
further entrenchment of Maternal onu Cnila Healtn :snflvence
would result. Finally, one direcior believed that under-
yraduate proyrams miyht be phasec out ol his facility.

The Director of the Americap Assocvization of {(niversity-
Affiliated Proyrams was even more oniuphatic about the vitalness
of the developmental disability supporw. He compared core
support to a person's blood--it i o swall percentage of
total body welight, but removing 1t wouild cause certzin death.
According to the Director, the do..irs themselvoes are not
important; 1t 1s the fact that they ropresent a centrai [ocus
and specific ideals that other turcing sources, with their
diverse interests, would not cont itue.

We are not convinced, howeve:r, that the core support has
had such a dramatic impact on the HAEF Proyram. [Ir reviewing
the activities of the sampled fac:.lities, we observed that
movements toward the developmenta. wisability expectations
have been started but full success 1s far trom reality. ‘The
next few sections highiiyht cur obscrvations of training,
service, research, &and technical consuitativn activities con-
ducted by the seven facilitlies vivited. Whers in!orwuation
was avallable from other UAFs, we iso inclurded this.

103



Training

UAF Programs should include a provision for interdis-
ciplinary training: an integrated educational process in-
volving interdependent contributions of several disciplines
to increase understanding of attitudes, values, and method-
ology of participating disciplines. While the developmental
disabilities guidelines strongly suppcrt this concept, they
do not provide standards to address such matters as dis-
ciplinary mix, i.e., how many and what types of disciplines
should interact to make the training effective.

In the table on page 99, the number of disciplines
inveolved in the UAF Programs visited ranged between 6 and
20. However, 1in practical training and service settings,
interdisciplinary teams rarely approached this degree of
interaction. While the Cincinnati UAF, with 20 disciplines
represented in the program had between four and eight gen-
erally interacting on a case, the other UAFs usually had
fewer disciplines working together.

The guidelines expanded the UAF training mission to
include disciplines other than those normaliy found in the
health—-oriented and education-based programs ©of Maternal and
Child Health and the Bureau of Education for the Handicapped.
Specialists were to be developed in other disciplines, such
as physical education, recreation, socliology, anthropology,
music therapy, law, and administratiocon.

To determine which disciplines predominated naticnally
and at selected UAFs, we analyzed trainee records ccmpiled by
the American Asscciation of University~Affiliated Programs
for 1977-78 trainees. The records contained information on
six of the seven UAFs we visited. According to the American
Assccilation, a trainee is one who is receiving systematic,
continuous training in a broad range of professional func-
ticns at a UAF.

Based on information from 33 UAFs, health and education
disciplines dominated the UAF scene, undoubtedly the result of
the strong bhacking provided the UAF Program by Maternal and
Child Health and the Bureau of bducation for the Handicapped.
The national reports showed a total of 58 disciplines and
3,319 trainees (for which data were collected) in the 33 UAFs.
Significantly, six health and education disciplines accounted
for 60 percent of all trainees, as shown in the next table.
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Number

Discipline Trainees
Special education 664
Nursing 355
bentistry 306
Medical social work 244
Specch pathology 227
Nutrition 206

2:002
Other disciplines (52) 1,317
Total 3,319

Percent

20
11

Y ~d 1 O

60
40

100

By contrast, the developmental disability-influenced

disciplines account for only a small

portion of the trainees.
As shown 1in the next table, only 6 percent of 3,319 trainees

had disciplines specifically mentioned in the developmental

disability procram guidelines,

Disciplipe

Physical educationr
Developmental disabilities
Recreation

Music therapy
Administration

Social anthropology

L.aw

Total
Percent of all trainees (3,319)

Overall, the UAFs we wvisited !.ad

the

Number of
Trainees

65
47
34
27
11
10
3

197

6

same poor trainee

record for disciplines encouraged by the developmental dis-
ability guidelines. However, as the next table shows, two
UAFs made significant strides in getting

in their programs.
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Number of trainees

Develocpmental
disability
UAF Total discipline
California 24 0
UCLA 5 0
Southern
California 147 0
Ohio State 212 31 (15%)
Cincinnati 261 4 { 2%)
Temp le 121 16 ({13%)
Washington (a) {a}
Total 820 51 ( 6%)

a/Not availavle.

Unlike the Maternal and Child Health mandate to train
graduate candidates, the developmental disability guidelines
encourage a broad range of training opportunities, including
underdgraduate programs. Shert-zerm workshops and orientation
experiences are encouraged as opposed to the full-term course
program. Reports on 33 UAPs show a wide range of training
opportunities heing provided. M the 3,498 trainees
for which data were collected {includes the 3,319 previously
discussed) 38 percent were undergraduates. A summary of
trainees by academic level iz s0own in the next table.

Nambey of

Academic level treinees Percent
Undergraduate b, 349 38
Masters i, 305 37
Doctoral 24 15
Professional 215 g
Other B3 _2

Total 3,498 100

Extensiveness of training, as measured by hours of class-
room, clinical, research, and community-based experiences,
also varied but indications were that greater emphasis was
placed on long-term training. #As the next table shows, almost
three of every four trainees 1 the 33 reporting UAFs were
exposed to 4. or more hours of training experiences.
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Training Number of

hours trainees Percent
1-40 913 26
41-160 1,035 30
161-500 905 26
Over 500 645 18 ’
Total 3,498 100

Regarding type of training, <¢linical experiences
predominated in the 33 facilities. This was true at every
academic level, as the next table shows.

__ _Type ol training ‘

Research/
Academic level Classroom  CUlinical  Community
(fvroent)
Undergraduate 20 65 17
Masters 20 63 19
Doctoral 5 55 40
Professional 10 £H9 22

{Note: Dual mode training may result in some training

counted twice, thusg result:nu in percentages
over 100.)

The UAFs we visited varied 1n scme respects from these
profiles. For example, the California and UCLA facilities
provided programs almost exclusively for graduate professional
students. Also, over 60 percent of rhe trainees at the Temple ;
(84%), UCLA (93%), and California {(64%) UAFs received 161 or ,
more hours of training--far above the overall average of 44
percent for the 33 facilities. Firally, classroom training
was more in evidence at Ohio State a1 Southern California
UAFs than at other facilities.

The UAF directors indicated thesy were not given enough
freedom to operate their training programs. Disciplines
needed approval by their departments, advisory committees,
or their principal funding source. Tihe directors recognize
that more diversified training opportunities would enhance
their programs. They told us they could use additional funds
to expand their community outreach and adult programs, for
example. However, since these are activities encouraged by

the developmental disability quidelin-s, the directors said
this is where the funds will be taken.
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The Director of the Amcrican Association of University-—

Affiliated Programs contended that what is needed is a parallel

adult funding authority that woeale provide for adults the way
Maternal and Child Health provides for children. He suggested
that Vocational Rehabilitaticn coold be placed in the UAF
Program to fulfill this role.

Services

UAFs are intended to be & pact of the total service de-
livery system. While their main mission is not the provision
of services, UAFs are expected to enhance their interdis-
ciplinary training programs by providing opportunities for
observation and practice in settings (i.e., their own clinics
or community facilities) where direct services are provided.

Responding to the mandatzs of their primary funding
sources, UAFs have peen accreustod with notable achievements
in their service programs, particularly in the areas of diag-
nocsis, treatment planning, ard medical care. However, they
have not been as successful n fu.filling their developmental
disability expectations. TInpsicad of serving all age groups,
as intended, UAFs have concertrated on child and adolescent
care. Our analysis of availec.o:. cata on new clients served
by 18 facilities, including t!« s=cven we visited, showed 91
percent of the clients were &ged ;7 or under. Of the seven,
only Temple was noticeably resporsive to the adult popula-
tion. The next table summar:i:¢s our analysis by age of new
clients served in fiscal yea: 378,

Age ‘

gqroups Name ! 11{i.1ated university
of Wash- i

clients Cali- Southern (SIS LN in- ington il

served fornia UCLA California Stecs ratil Temple {note b} Others Total

0-5% le9 64 (a) 1 s 223 - 2o 2,577 3,306

(69%) 30%) (a} et CA4% ) - (S58%) (50%) (48%)

6-17 28 Ll (a) T4 BT 107 122 2,200 2,96}

(11%) hhi) {a) R {5a%) (444 (4L1%) (43%} (43%)
Over 138 56 i {a) & o HEZ 3 343 593
(20%) (L4%) (al [ ColE) {56%) { 1%) (7% ( 9%)

Clients ) ;
served 247 214 (a) R G 245 296 5,120 6,860

a/Data not readi:y available. UaF offi1co:. - 1. ¢ us there were no adults served, that

" most patients were under the age of 1L

b/Data were not readiiy available for al. . .:w:078 served. The 96 represents new ‘

" clients served only 1n the facilities' -xjerivental Fducation Unit, one of two major
components of the UAF. Also, data at e fa o 1lity were notore cordedrfor same age
groupings as alove. The tigures show [0 o over 1B category could be sllqllxtly
understated since tne UAF recorded 7 o il s serverd in o 1ts 13 to 18 aye grouping.

[
o
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The developmental disability i=ylslation directs the
UAFs to serve other disabilities, such as cerebral palsy,
epilepsy, autism and dyslexia, along with mental retardation.
Services were alsc to be provided ro the substantially
handicapped. Data comriled nationa.ly and at our selected
UAFs did not categorize clients accourding to the five class-
ifications in the developmental disatrilities legislation,
although some data were available on mencal retardation
clients. Therefore, it was imposc:ble for us to determine
what efforts had been made to serve all types of develop-
mentally disabled.

Determining what emphasis was piaced on serving the more
complex cases was difficult because of insutficient data and
the absence of a unitorm definitior tcr substantially handi-
capped. Based on retardation leve!s of 6,100 clients served
at 17 UAFs (including all of our senpled facilitles except
the Southern Califorria UAP, for which comparablie data were
not available), we ncted cnly 1 of crery 4 clients was eilther
moderately, severely, or profourndly etarded. The Temple

UAF had the highest percentage of (li2nts in these categor—
ies. Our analysis, summarized in the table on the next page,
suggests that the Uils have made some attempts te include

the substantially handicapped in tl='r programs, but much

more needs to be done.

The developmental disebility quiielines encourage UAFs
to use community facilities in place >f their own clinics,
whenever feasible, s0 trainees have the opportunity to see
the problems encountered by agencles serving the disabled.
The UAF directors told us that they tse community facilities
whenever possible or practical. We oted much of the serv-

ices were being provided in the UAF ¢.inics where special
lab equipment, & more controlled envirvonment, move effective
feedback and follow tnrough, and fa-v ty and student avall-

ability exist.
Research

The Director of the American Association cof University-

Affiliated Programs told us that resecrch is the most neglected

of the four major UAF program areas. We believe there are two
reasons for this. First,

ing and services, with lirtle left over for research. Second,

and more basic, 1s an apparent disaqarcement of UAF's research
mission.

103

UAF funding generally goes for train-



3

=

MRS VT T
ZAAADE DML PQ

Taioatws oL fg

S R e -
- re A BRI
oot ety s
hET T PR T S 2 O B NI R S S RS
. i L 0 oy
PRV RN
[ . s e
gy 91 gL A
“ L '
& - - 5T v
- B PO . r3
: 3 . S
B f% 7

¥

ERE [ER




Pubklic Law 94 103 does
ally. Instead, ia Jofining
of demonstration facriitties

training proorvams bt ronaoer

et awdess UAF research speclfic-
what 2 VA .3, 1t talks in terms
provic o npterdisciplinary
gervire . The new developmental

disabilities Teg:is,ii1on, Public Taw @ -a602z2, lackse additional

-
information, 31thou ot
applied researc ;
fective methods
developmental A1
describing the U4«

1. Develop dara oeagard ono

2. Design o-nnods fooesaland crodnang and service

VEQI s

3. Accumulate aini eval
clients seprvert,

oot P AYs are to conduct
meLe efficiert and ef-

Ll *raining.  Alsce, the

{ ity cuideline. st rather sketchy in

WS IO TR N

(vi¢ and manpower needs.

vnare 1 .o ar information on

We do not bake i1s<ue with Fhe ragscarch expectations clted

in the guidelines.

They are commonsable goals. But, is this

what was intended ™ Should UAFs be Joaing other types of re-

search, and specii
research? We do ro
addressed sul i oLl e

3

cal .y what tvpe 7 conivity constitutes
tobe Tieve

trese Tjections have been

In Apriy 197w, thoe Americar & ¢ sciation of University=-

Futecre Role
Affiliated Faci itieo. " The

Affiliated Progrars jesaed a

Expectations {for

i
ropor o 'Percentions of and
and Mi=sion of University-

repo. - sammgr ilzed what various

groups associated wivh the UAF Projoam believed the program
was all about and w- st vurpese 1t aovo ol One of the mat-

ters addressed we: ¢ ULPR'3

ticns and exg
tors, chalrpetanns on avaf,
and HEW regiona.l

resoa -t rision., The percep-

wCtat s e o vorcaed by oo b ooenple as UAF divec~

olotd o gt Planning Jounclls,

iy L, ovarvied o oanificantly. Some felt
the UAFSs shouwid rmot e oo ted v 0 ol e

rescearch, that

some bilological reoovar.t —hould o0 o« o conducted. Some
sald emphasis sho T4 e or clintca o wosnrch.  Orhers be-

&

lieved it wawx mors oo the AR < v -0 b o bhehavioral

and sacial scienc: ro-¢ o ch

The researsh ot it tdreg

some of all typers. (70 ad g
facilitiens., Howes.ov )
review of project ro-iovas
concluded that wrost o5 oy

i

At ne UaPs we vislited showed
Dagice 0 roeoares at two of the
wioe,s wrth AR officials and
roooar ch activities, we

: ¢ from training,




services; and technical consultation. At all facilities,
research appeared to be a by-product of other UAF missions.
For example, many of the demonstration projects being con-
ducted had an element of research, but basically were in-
tended to serve as training devices.

One area where the UAFs c¢ould do a better job is dissemi-
nating their research results. In the seven UAFs we reviewed,
the findings generally were not shared outside the UAF network.
If development of new knowledge and discovery of new applica-
tions for service delivery are to be totally effective, we
believe this information sho:ld be shared with the service
community.

Technical consultation

The developmental disability guidelines stress the im-
portance of UAFs' maintaining :lose relationships with the
State Planning Councils to assure implementation of the State
Plans under the Formula Grant Program. In effect, UAFs should
actively participate in the planning process for improving
services to the developmentally disabled. UAFs should provide
technical assistance to the louncils, public and private
agencies, service providers, and others who can benefit from
their knowledge.

While data were not readily available showing the extent
to which UAFs are providing technical assistance nationally,
our review at seven facilities showed much activity in some
areas, not so much in others. The UAFs were very active in
continuing education, in-service training (versus pre-service
training of students) of prefessionals, and a myriad of other
community cutreach efforts. Workshops, seminars, conferences,
and various types of orientation programs were being conducted
by all the UAFs we visited. The in-service training and con-
tinuing education programs were generally short lasting from
1 hour to several days.

Attendees generally corsisted of professionals, such as
nurses, physicians, administrators, therapists, school
teachers, and various other service providers. The number
of participants varied from facility to facility, from a
few hundred tc several thousand annually. To a lesser ex-—
tent, parents of the developmentally disabled were also
targeted for these trainirng sescions. UAF involvement with
paraprofescionals appeared i1c¢ be minimal, althcugh we noted
some facilicies were developing programs for these groups
through local community collcaag,
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Technical assistance was pro-ided to numerous organiza-
tions and greoups, such as hospitats, community facilities,
local sexrvice groups, State agencies, colleges, and profes-
sicnal and private crganizations. We noted, however, that
relationships between the UAFs and the State Planning
Councils arpeared to ke gporadic. In two facilities, it
appeared to be an con—again, off-assain relationship. Occa-
sionally, the Councils would invoive the UAFs in their plan-
ning efforts and would award them grants (under the Formula
Grant Program) t¢ carry on partic.lar proiects.

The table on page 100 shows ~hat only two of the facili-
ties were getting funds from the ‘ouncils. Only two of the
seven UAFs, Cincinnati and Washinaton, had a representative

on the planning Councils, althouoh some directors told us they

send a UAF representative to the Uouncil meetings.

MORE ATTENTION NEEDS TG BE GIVEN

TO PROGRAM DIRECTION, IMAGE

BUILDING, AND_ MEASUREMENT CRITERIA

Since it began, the UAF Proaram has had to respond to
mandates and expectations of several! funding sources, with-
out central direction. As a resuit, the program lacks uni-
form standards tc measure performance.

Program lacks effective
central direction

HEW has not established a conerent national policy for
the UAF Prcgram which provides a certral focus to the varying
mandates and expectations of its many financial backers.
Hamstrung by nonuni:orm and somewhat contradictory guidelines
of its supporters, UAFs de not £it the image of any one pro-
gram and are in & constant struggle to live up to varying
expectations, while at the same t:'m¢ trying to clarify their
exact role,

In its 1976 Annual Evaluation Feport, the National
Advisory Council On Services And rFacilities For The Develop-
mentally Disabled observed that the most serious problem
with the UAF Program were the lack «f clearly defined roles,
goals, objectives, and program direction--particularly in
relation to the developmental disohilities program. The
Council called for direct and specific HEW leadership in
this regard.



During our fieldwork., we saw nc evidence of the strong
central direction and leadership that the Council suggested.
An example was the failure of HEW to approve official gquide-
lines for the UAF Program. The 1972 draft guidelines which
the Developmental Disabilities Office provisionally enforced,
did not provide the type of concrete and pragmatic guidance
needed to direct the program. Several vital matters are
not addressed in the guidelines: types and amounts o¢f
training to be provided, how UAfs should be balanced pro-
grammatically, and how the developmental disability core
grants should bhe used to mesh the varying mandates of other
funding authorities.

The UAF Program also lacked any regulations to specific-
ally clarify what the UAFs should be doing. Basically, the
HEW regulations reiterated the broad mandates of Public Law
94-103, The regulations did reemphasize, however, that
priority consideration should be given to facilities demons-
trating an ability to provide services in the community
rather than within the institutional setting. We found no
evidence to indicate this requirement was ever considered
in the funding of UAFs.

In late 1977, the Developmental Disabilities Office de-
veloped a long range strategy for guiding the future of the
UAF Program. The strategy addressed several key issues:

1. Issuance of a policy statement with respect to
Program missions and onjectives,

2. Development of a unified and coordinated inter-
agency grant application process to alleviate
conflicts among varying funding sources.

3. Develcpment of UAF standards and quality assurance
mechanisnms.

4, Determine manpower nucds.

5. Require closer coordiration between the UAF and
State Formula Grant Programs by getting Planning

Councils more intimately involved in UAF appli-
cation processes.

This long range strategy was never approved by HEW. The
UAF Program remained in limbho.



Qfficials of the Developmental Disabilities Qffice in-
dicated to us that HEW has no fivm iong range plans for the
UAF Prog:rem. This was also confirmed in our discussions with
HEW regional persorneil. No additional facilities are anti-
cipated. UAFs wricn are supported with developmental dis-
ability funds are the same cnes which have been supported for
years., This predetermined funding strategy allows no new
facilities to enter the UAF network.

Officials of the Developmental! Disabilities Office told
us they do not have the resources tu properly monitor the
program, that they rely on the regional offices to do this.
Regional officiais wsaid they had inndequate statf and travel
funds to effectively monitor the UAbs in theilr regions. They
also cited 1rsutfic.ent guidance »rom the central office re-
garding UAF evaluat:icns and program administration as another
reason for little monitering. Several naticonal and regional
projects have been awarded to concultants who are to provide
guidance and technical assistance t¢ the UAFs. These projects
may provide valuable assistance to the UAFs, but we guestion
whether consuitants should be plarn:ng the UAF Program.

Program needs to
improve its image

In its April 1876 report on perceptions and expectations
cf the UAF Program, the American Asscoclation of University-
Affiliated Programs said UAFs should attempt to integrate with
and ccmplement the service delivery network to become an
integral part of the comprehensive service delivery system.
Our review indicated that UAFs nac+« only partially succeeded
in this regard.

As part of our review of the State Formula Grant Program,
we asked Planning Zouncil members whether UAFs in their States
have been active contributors to the service system. Of the

38 members interviewed, 10 said UAF contributions were poor.
They said UAFs

--could be more selective in tteir training, that some
is not needed,

~-do not foliow up on their training,

~—are not getting out into the community and providing
direct services,
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—-—are not communicating with the Planning Council,
--are self-serving, and
—-—are contributing nothing.

Fourteen gave UAFs a fair to good appraisal. They cited
the following as examples of what UAFs have done:

--Helped the Planning Council reorganize.
=—-Informed the Councils about their activities.
--Did a good job training professionals.
-—-Provided good diagnostic services.

Significantly, 14 of the 38 members interviewed either
had no idea what the UAFs were contributing or had no per-
ception about what UAFs should be doing.

For some, the UAFs have arn "ivory tower image." The
Director of the American Association of University-Affiliated
Programs felt this image 1is the result of (1) facilities being
attached and closely associated with universities, (2) service
providers feeling threatened by involvement with professionals
and intellectuals, and (3) UAFs not always being able to
respond to the short-term immediate needs of the service
community. This image is fostered by a general reluctance
of the UAFs to go outside their facilities and work directly
with service providers.

We believe UAFs must improve their image within the
service community by demonstrating they want to become a
full partner in the service network.

Standards needed to measure

Conceptually, UAFs are linked through their interdis-
ciplinary training and exemplary service missions. Real-
istically, UAFs do not have specific criteria and standards
to objectively measure program performance overall, or for
individual programs. The UAF Program is characterized by
a great deal of autonomy and diversity. Individual facili-~
ties vary considerably in complexity, programmatic thrust,
disciplines represented, and the nature and extent of their



training, service, and related activities. In short, UAFs
have had considerable freedom in operating their programs.

Greater precision in defining the mission of the UAF
Program and delineating what constitutes an acceptable pro-
gram are needed if progress toward meeting goals is to be
measured and individual programs are to be held accountable
for their operations. There currently exists no effective
mechanism for gauging overall program performance or for
comparing one UAF against ancther to retain the good ones
or, 1if they exist, to seek out those that are not doing well.
Consequently, the same UAFs continue to be supported, re-
gardless of performance.

Changes under Public Law 95-602

The current developmental disabilities legislaticon re-
quires that UAF standards conditionally be established before
core support 1s continued under this program. HEW nominally
complied with this mandate by issuing general standards in
August 1979. However, as stipulated, these were not to be
construed as performance standards which could be used to
measure quality and guantity of program and individual fa-
cility achievements. HEW does not have adequate informa-
tion to develop such standards, but has contracted with a
a consultant to produce performance standards.

To give more specific direction to the UAF Program, the
new legislation officially mandates several activities not
cited in previous developmental disabilities legislation.
Public Law 95-602 gspecifically addresses the need to focus
on persons of all ages and those who are substantially
handicapped. The legislation alsco implies a continuing
and active relationship between UAFs and Planning Councils.
Finally, to have a closer netwerk of various Federal pro-
grams supporting the UAFs, the legislation calls for a
joint review of UAF applications by all Federal agencies
providing funds tc a UAF.

CONCLUSIONS

It is too early to tell what impact the new requirements
0of Public Law 95-602 will have on the UAF Program. However,
the key will be the development »f definitive performance
standards to provide a much needed framework within which
program strengths and weaknesses can be assessed and deter-
minations regarding program expectations can be made in gen-
eral and for individual UAFs.
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HEW has nct issued guidelines for the UAF Program, de-
veloped specific regulations to make UAFs accountable for
their activities, and established a national policy or
strategy for the program.

The UAF Program lacks coherence and consistency pri-
marily because perceptions and expectations about what it
should be accomplishing are varied. This creates an un-—
settling situation which must ©he corrected if the program
is to be recognized as a vital part of the overall develop-
mental disability service network.

RECOMMENDATIONS TC_THE SECRETARY OF HEW

We recommend that the Secretary of HEW assure that the
Commissioner of RSA establishes goals, objectives, and per-
formance standards for the UAF Program supported with de-
velopmental disabilities funds and periodically evaluates
the supported facilities,
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10.

11.

12.

SPECIAL INTEREST GROUPS
CONTACTED BY GAO

Association for Children with Learning
Disabilities {Derwcod, Marviand)

Epilepsv Foundation of America
(Washington, D.C.)

National Association for Retarded Citizens
(Washington, D.C.)

National Society for Autistic Children
(Washingten, D.CL)

Spina Bifida Association/Washington Area
(Washirgton, D.C.)

United Cerebral Palsy Associlation
(Washington, D.C.)

Council for Exceptional Children
(Reston, Virginia)

American Association on Mentael Deficiency
(Washingten, D0.C.)

Natioral Assuciation of State Mental
Retardation Program Directors, Inc.
(Arlingtorn, Virginia)

National Advisory Council on Services and
Facilities for the Developmentally Disabled
{(Washington, D.C.)

North Carclina Developmental Disabilities Council,
Jational {onference on Developmental Disabilities
(Washington, D.C.)

Nationat! Institute on Child Health and Human

Development, Mental Retardation and Develop-
mental Disabilities Brarch (Rethesda, Maryland)
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APPENDIX I1I

APPENDIX II

EXTENT OF COVERAGE IN GAQ REVIEW

OF THE FOUR PROGRAMS AUTHOR

IZ2ED

UNDER PUBLIC LAW 94-103

STATE FORMULA GRANT PROGRAM

Total program
GAO-selected States:
--Califcrnia
~-Pennsylvania

-~Chio
—--Washington

GAO coverage of total program

STATE PROTECTION & ADVOCACY PROGRAM

Total program
GAO~selected States:
~-California
——Pennsylvania

-~0hio
--Washington

GAO coverage of total program

UNIVERSITY-AFFILIATED FACILITIES PROGRAM

Total program
GAO-selected facilities:
--California, Southern California,
UCLA
-—Temple
-~0hio State and Cincinnati
--Washington

GAO coverage of total program
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Funds
allocated

(Fiscal years
1976-78)

$ 97,688,395
18,940,686
7,498,072
5,469,327
4,597,071
1,376,216

19.43

$ 7,850,000
1,468,455
588,439
409,502
360,802
109,712

18.7%

a/$ 15,964,759

2,826,417

999,274
261,679
840,279
725,185

17.7

de




APPENDIX II

SPECIAL PROJECTS PROGRAM

Total program
GAO-selected proiects:
--Projects of naticnal significeance
--Regicon II1
--Region V
-—-Region IX
-~Region X

GAQO coverage of total program

ALL FOUR PROGRAMS

Total for the 4 programs
GAO-selected States, facilities, vroiects
GAO coverage of total program

center funds.

(104098)

S, G s R EN T LRIV MG UEFICE: L - 620~386,/67
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Funds

$ 56,864,465
34,507,237
18,663,307

2,794,313
7,440,793
2,328,199
3,280,625

60.7%

$178,367,619
57,742,795
32.4%

a/Includes core support only--not feasibility and satellite
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