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PURPOSE OF THI S REPORT

This report was especially prepared to informthe United
states Congress of the "inpact of the amendnent of the definition
of 'developnentally disabled on the DD program as required by
Section 503(2) of PL 95-602, Title V, the Amendnent to the
Devel opnental Disabilities Services and Facilities Construction
Act. "

Section 502(b)(2) of the Devel opnental Disabilities Assis-
tance and Bill of R ghts Act is, PL 95-602, Title V

(20 The Secretary of Health, Education, and Welfare
shall  submit to Congress not later than January 15,
1981, a special report concerning the impact of the

amendment of the definition of "developmentally  dis-
abled” made by paragraph (2). This report  shall
include--

(A) an analyss of the impact of the amendment
on each of the categories of persons with develop-
mental disabilities receiving services under the
Developmental Disabilities Assistance and Bill of
Rights Act before the date of enactment of this Act,
and for the fiscal year ending on September 30, 1979
and for the  succeeding fiscal year, including—

(i) the number of persons with developmental
disabilities in  each category served before  and
after such date of enactment; and

(i) the amounts expended wunder such Act for
each such  category of persons with  developmental
disabilities before and after such date  of
enactment; and
(B) an  assessment, evaluation and comparison  of

services  provided to persons  with developmental dis
abilities  provided before the date of enactment  of
this Act and for the fiscal year ending September 30,
1979 and for the succeeding fiscal  year.

This report contains an analysis of the expenditure of
Federal funds provided under the Devel opnental Disabilities Assis-
tance and HIl of R ghts Act tor each of three fiscal years. The
three fiscal years are FY '76, FY '79, and FY '80.

The basic assunption of the report is that the DD community
expended its FY '78 funds responsive to the definition of devel-
opnmental disabilities as contained in PL 94-103 and that the DD
community expended its FY '79 and FY '80 funds responsive to the
definition of developnental disabilities as contained in PL 95-602.



By accounting for the expenditure of funds in each of the three
fiscal years and identifying the intended target popul ation by
disability of the expenditures of those funds, the inpact of the
change in definition wll be apparent.

This report contains an analysis of the expenditure of the
Federal funds appropriated for FY '78, FY '79, and FY '80 for each
of the four conponents of the Devel opnental Disabilities comunity.
The four conponents of the Devel opnental Disabilities comunity
are:

Devel opnental Disabilities Councils/
Adm ni strative Agencies

Protection and Advocacy Program

Speci al Projects

University Affiliated Facilities

The Federal funds appropriated for each of the four conpon-
ents of the Developnental Disabilities conmunity are identified by
the prograns ana projects tor which funds were expended. The tar-
get population by disability group for which funds were expended
is identified for each of the four program conponents. The report
contains a presentation of:

(1) The nunber of persons with devel opnental disabilities
served in each category of disability, and

(2) The amounts expended under the Act for each category
of persons with devel opnental disabilities.

Particular attention in the report is focused on those
i ndividual s served who are nentally retarded, cerebral palsied,
epileptic, and autistic since these are the four categories of
i ndi vidual s who are devel opnentally disabled who are specificically
named in the definition of devel opnental disabilities in PL 94-103.

It is assuned that Congress wanted a conprehensive report
that would show the anobunt of funds expended on the nentally
retarded, cerebral palsied, epileptic, and autistic by the devel op-
mental disabilities comunity as it became responsive to the change
in definition in PL 95-602. The evidence of inpact on these four
popul ations is contained in this report.

The mandate for this report also requires that evidence be
presented containing "an assessnent, evaluation and conparison of
services provided to persons with devel opnental disabilities" in
Fy '78, FY '79, and FY '80.

This report provides conparative information concerning the
service providers and service network used in FY '78, FY '79, and
FY '80 by each of the four program conponents of the Devel opnent al
Disabilities Act. In order to delineate the quality of prograns
used and funded by the DD community, particular attention was paid



to the use of Federal and State standards in prograns which were
fully or partially funded through funds appropriated under the
Devel opmental Disabilities Act for each of the three fiscal years.

It is assuned for the purpose of the "assessnent, eval ua-
tion and conparison" that Fiscal '78 is the base year or control
year ana that Fiscal '79 and Fiscal '80 are the experinental
years. It is assunmed that the service network used and funded
in Fiscal '78 was responsive to the definition of devel opnenta
disabilities in PL 94-103 and that the service network used and
funded in Fiscal '79 ana Fiscal '80 was responsive to the defin-
ition of developnmental disabilities contained in PL 95-602. The
assunption that FY '79 and FY '80 are responsive to the definition
contained in PL 95-602 nust be tenpered by the realization that no
system can automatically change fromone definition of its target
popul ation to a different definition. It takes tine to inplenent
such a change.

A change in a definition and eligibility does not always
have immediate inplenmentation in program activities and service
agencies. The assunption that FY '79 is a reliable experinenta
year probably is an overstatenent ana FY '79 should be assuned
to be a transitional year. however, FY '80 is probably a nore
reliable experinental year than is FY '79 in denonstrating the
i mpact of the new definition on the Devel opnental Disabilities
Program It should be kept in mnd that the full inpact of the
definition of devel opnental disabilities in PL 95-602 nmay not be
denonstrated in either FY '79 or FY '80.

The data contained in this report has been provided by each
conmponent of the Devel opnental Disabilities Program Al sections
of each conponent participated in contributing requested data and
the report therefore contains the nost conprehensive statistica
picture of the Devel opnental Disabilities Programin the United
States at the present tinme. The report, at tinmes, is over respon-
sive to the mandate of Section 502(b)(2) of PL 95-602, Title V but
in such instances valuable to the reader in understanding the
conplexity and conprehensive role of this small but dynamc
program which benefits the individuals who are devel opnentally
disabled in the United States.



DEFINITION OF DEVELOPMENTAL DISABILITIES
IN PL 94-103 AND PL 95-602

The definition of devel opnental disabilities, as contained
in PL 95-602, Title V, Section 102(7), the "Rehabilitation, Com
prehensi ve Services, and Devel opnental Disabilities Amrendnents of
1978", is defined as:

(7) The term  ‘'developmental disability ' means a
severe, chronic disability of a person  which —

(A) is attributable to a mental or physical

impairment or  combination of mental and physical

impairments;

(B) is manifested before the person attains the
age fwenty-two;

(©) is likely to continue indefinitely;

(D) results in substantial functional limitations
in three or more of the following areas of maor life
activity: () self-care, (i) receptive  and expres-
sive language, (i) learning, (iv) mobility,

(v) self-direction, (vi) capacity  for independent
living, and (vii) economic  sufficiency;, and

(E) reflects the person's need for a  combination
and sequence of  special interdisciplinary, or generic

care, treatment, or other services which are of life
long or extended duration and are individually
planned and coordinated.

PL 95-602, Title V, Sec. 107(7)

The definition of 'developnental disability' which is
contained in PL 95-602, Title V, varies fromthe definition of
"devel opnental disability' which is contained in PL 94-103. The
definition contained in PL 94-103, Section 102(7) is:

(7) The term  'developmental disability ' means a
disability of a person  which--

(A1) IS attributable to mental retardation,
cerebral palsy, epilepsy, or  autism;

(i) is  attributable to any other  condition
of a person found to be closedly related to
mental retardation because such condition
results in  smilar  impairment of  general in-
tellectual functioning or adaptive behavior

to that of mentally retarded persons or  requires
treatment and  services similar to those required
for such persons, or

(iii) is attributable to dyslexia resulting
from a disability described in  clause (i) or (i)
of this  subparagraph; and



(B) originates  before  such  person  attains  age

eighteen;

(C) has continued or can be expected to continue
indefinitely; and

(D) constitutes a  substantial handicap to such
person's ability to  function normally in society.

PL 94-103, Sec. 102(7)

The definition of developnental disability contained in
PL 95-602, sonetines referred to as the new definition of devel op-
mental disability, is based solely on an individual's functiona
[imtations, rather than the diagnosis or nature of his or her
disabling condition. The definition of devel opnental disability
contained in PL 94-103, the one used by the devel opnental disa-
bilities community up to Novenber, 1978, generally applies to
persons who suffer fromone of the four handi capping conditions
listed: nental retardation, cerebral palsy, epilepsy or autism

In order to understand the definition of devel opnental
di sabilities which was incorporated in PL 95-602, Title V, the
Devel opnental Disabilities Assistance and Bill of R ghts Act, one
must take a brief look at the historical evolution of this |egis-
lation. The DD legislation in 1970 replaced |egislation enacted
in 1963 as a result of recomendations of President Kennedy's
Panel on Mental Retardation. The 1963 | egislation provided
Federal assistance for the construction of facilities "primarily
for the mentally retarded.” In regulations, "primarily for the
mentally retarded” was interpreted to nean that nore than 50
percent of the people who used the service housed in the facility
would be nentally retarded. In practice, it was found that such
facilities were usually built to accommodate persons who were
noderately, severely or profoundly retarded.

The mldly retarded persons who were anong the candi dates
for use of these facilities usually were those who had additiona
ot her handi caps of a physical, sensory or enotional nature. Even
in the early 60's the |arge conponent of noderately retarded
persons were nore generally accomodated in buildings and prograns
which were at least partially integrated with other people. Bot h
the mldly and noderately retarded program needs tended to be nore
adequately covered either by the educational system or by the
vocational rehabilitation system At that tine, the systens were
not addressing the needs of the nost severely handi capped. The
mental retardation planning anendnents of 1963 addressed the needs
of those persons who, because of their nental retardation and
related disorders, would benefit from ongoing progranm ng involv-
ing different agencies and professional services.

Mental retardation is, by definition, a disabling condition
whi ch begins early inlife. It is a developnental disorder, inter-
fering wth normal devel opnment. There are, of course, a variety



of other handi cappi ng conditions experienced by children which
interfere to some extent, either directly with their devel opnent
or indirectly with their schooling and social experience as
children. Not ail of these handicapping conditions persist as
substantial handicaps into adult life.

It has becone apparent that the conditions which contribute
to the disability of an adult and which are of early onset are
quite different from those conditions experienced by adults who
becone disabled after they are adults. This fact is confirned by
the Social Security Adm nistration which has had over 20 years of
experience in examning the disabilities of adults who are entitled
to Social Security benefits because of the chronicity of their
disability since childhood. Furthernore, it is also apparent that
the conditions which contribute nost to adult disabilities orig-
inating in childhood are nental retardation, cerebral palsy,
epi l epsy, autism and various childhood psychoses.

These mmj or diagnoses just nentioned account for between 75
ana 80 percent of persons who becone entitled to Social Security
benefits as a result of disabilities originating in childhood.

Each individual who qualifies for an adult disabled child s bene-
fit has received a diagnosis of his work disability against a
national norm It is also apparent that these disabilities do

not always occur as discrete entities but frequently occur to-
gether or in conbination with other inpairnments and disorders such
as hearing deficits, speech problens, visual problens, other

ort hopedi ¢ probl ens, ana enotional conplications.

Thus, in 1970 when the term "devel opnental disabilities”
was first introduced into Federal |law, the nentally retarded were
perceived as a mgjor portion of a larger popul ati on whose subst an-
tial, continuing handicaps originating early in life necessitated
a coordi nated and ongoi ng progranmati c approach without limtation
by age, discipline, or service system The individuals, whether
as children or adults, would need special attention fromhealth
agenci es, education agencies, agencies concerned w th enpl oynent,
dependency, housing, and social services. Thus, persons in this
target group had a uniquely urgent need for interagency planning,
coordination, and continuity. They also had a need for certain
types of direct services which were very frequently unavailable in
the communities in which they lived or even in the segregated
residential institutions to which they were often sent.

The attenpt to wite a definition of this population suit-
able for incorporation in legislation has been fraught with diffi-
culty and controversy. In 1975 the Congress asked for a specia
study to develop a definition which would be "appropriate.” An
expert panel of approxinmately 50 people, many of themdirectly
involved in DD planning and service delivery, proposed a so-called
noncat egori cal definition which placed enphasis upon the criteria
of chronicity, early onset, multiple inpairnment, and need for
ongoi ng services involving a multiplicity of service providers.



In order to enphasize the conplexity and "substantiality"” of the
disabling conditions to be addressed by the DD Program the Task
Force proposed that persons who were to be considered as part of
the primary target group of the programwould be inpaired in at

| east three major life activities anong seven enunerated. The
result of the Task Force's efforts is the definition of devel op-
mental disabilities contained in PL 95-602, Title V, heretofore
quoted in this section of the report.

The concepts of substantiality and severity are critical to
this definition. The Task Force appeared to equate severity of
disability for purposes of this Act with the presence of severa
[imtations related to different specific life functions. The
enphasis of the Devel opnental Disabilities Program using the
definition in PL 95-602 is clearly focused on the substantially
handi capped. The fact that enphasis is placed on the substan-
tially handicapped is no different, as we have seen, fromthe
focus of the initial legislation in 1963 and its |ater anmendnents
in 1970 and 1975.

The mandated study in PL 95-602, which is the reason for
this report, is the corollary to the nandated study in PL 94-103.
The results of the mandated study in PL 94-103 brought about the
definition of devel opnental disabilities found in PL 95-602. The
mandated study in PL 95-602 requires that the Adm nistration on
Devel opnental Disabilities report on the inpact of the definition
on the Devel opnental Disabilities Programduring the first two
years of inplenentation.



DISABLED POPULATION

Ohe of the first inpacts of the definition of devel opnental
disabilities contained in PL 95-602 can be found in the planning
process perfornmed by the Devel opnental Disabilities State Pl anning
Councils and Adm ni stering Agencies. Each State is required to
submt a State Plan in order to participate in the Devel opnental
Disabilities Program

One elenment of information required in each State Plan is
an estimate of the devel opnentally disabled population wthin the
St at e. In order to ascertain the total estinmated devel opnental ly
di sabl ed population within the United States one can total the
estimated popul ation submtted by each of the States in their
State Pl ans.

Table 1 presents a conparison of the estimted DD popul a-
tion for FY '78 and FY '80 and percent of change between the two
years as presented by the DD State Planning Councils. The assunp-
tion is, and a stated fact in nost State Plans, that the FY '78
estimate of the DD population is based on the definition of devel-
opnental disabilities contained in PL 94-103 and that the FY '80
popul ation is based on the definition of devel opnental disabili-
ties contained in PL 95-602.

The inpact of the definition of devel opnental disabilities
as contained in PL 95-602 on the estinmated DD population is to
reduce the estimated popul ation by 1,358,981, or 26% fromthe
estimated DD population in FY '78 based on the definition con-
tained in PL 94-1083.

The majority, 32, or 59% of the States stated that the
estimated DD popul ati on decreased as a result ,d applying the
definition of devel opnental disabilities contained in PL 95-602
when conpared with the estinmated DD popul ation which resulted from
applying the definition of developnental disabilities contained in
PL 94-103. These States estimated the popul ati on decreased from a
maxi mum of 76% to a m ni nrum of 5%

Seventeen, or 31% of the States stated that the estinmated
DD popul ation increased as a result of applying the definition
contained in PL 95-602 when conpared with the estimted DD popu-
[ation which resulted from applying the definition in PL 94-103.
These States estimated the DD popul ation increased a maxi mum of
902% to a mnimumof 2% Six States estimated that the DD popu-
lation increased in excess of 100% as a result of applying the
definition in PL 95-602. Five States, or 10%of the States,
stated that the DD popul ation did not change fromthe FY '78
popul ati on when the definition in PL 95-602 was appli ed.



TABLE I-1. COMPARISON OF ESTIMATED DD POPULATION FOR FY '78 AND FY '80 AND PERCENT
OF CHANGE AS ESTIMATED BY THE DD STATE PLARNING COUNCILS

Regions/States Estimated DD Estimated DD
population for population for Percent of increase/
Fiscal Year'78 Fiscal Year'80 decrease from FY '78
Region I 190,289 165,960 - 13
Conunecticut 19,772 38,200 + 93
Maine 43,792 16,587 - 82
Massachusetts 93,210 80,474 - la
New Hampshire 5,974 12,542 + 110
Rhode Island 6,115 9,957 + 63
Vermont 21,426 8,200 - 62
Region I1I 409,541 347,790 - 15
Hew Jersey 125,855 116,670 - 7
New York 125,980 70,520 ~ 44
Puerto Rico 156,583 156,492 0
Virgin Islands 1,123 4,108 + 266
Region III 510,276 429,689 - 16
Delaware 30,760 16,660 - 46
Dist, of Col. 12,033 11,3%0 - 5
Maryland 23,510 69,317 + 195
Pennsylvania 318,919 164,519 -~ 48
Virginia 104,990 156,500 + 49
West Virginia 20,064 11,303 - 44
Region 1V 1,180,261 608,310 - 48
Alabama 132,996 52,695 - 60
Florida 240,457 118,793 - 51
Georgia 153,707 102,380 - 33
Kentucky 128,470 61,137 - 52
Mississippi 57,399 33,633 - 41
North Carolina 197,686 126,000 - 36
South Carolina 110,579 23,299 - 79
Tennesgsee 158,967 90,373 - 43
Region V 926,064 751,464 - 19
Illinois 190,581 192,272 0
Indiana 46,292 70,814 + 53
Michigan 206,060 148,512 - 28
Minnesota 95,015 98,739 + 4
Ohio 298,701 157,706 - 47

Wisconsin 89,415 83,421 - 7




TABLE I-1. COMPARISON OF ESTIMATED DD POPULATION FOR FY '78 AND FY '80 AND PERCENT
OF CHANGE AS ESTIMATED BY THE DD STATE PLANNING COUNCILS (Continued)

Regions/States Estimated DD Estimated DD
population for population for Percent of increase/
Fiscal Year'78 Fiscal Year'80 decrease from FY '78
Region VI 844,648 488,364 - 42
Arkansas 112,364 45,880 - 59
Louisiana 43,047 43,884 0
New Mexice 17,275 20,300 + 18
Oklahoma 156,806 159,723 + 2
Texas 515,156 218,577 - 58
Region VII 395,693 508,889 + 29
Lowa 47,939 45,598 - 5
Kansas §9,533 105,458 + 18
Missouri 252,088 333,000 + 32
Mebraska 6,133 24,833 + 305
Region VIII 96,691 81,012 - 16
Colorado 48,203 28,269 - 41
Montana 7,560 12,403 + 64
North Dakota 7,173 7,173 0
South Dakota 12,071 8,520 - 29
Ut ah 13,272 22,599 + 70
Wyoming 8,412 2,048 - 76
Region IX 601,076 422,980 - 30
Arizona 98,404 40,479 - 59
California 476,100 359,854 - 24
Guam 295 2,956 + 902
Hawaii 12,711 10,637 - 16
Nevada 13,566 9,054 - 33
Region X 111,355 102,455 - 8
Alaska 7,288 7,378 0
Idaho 35,368 15,453 - 56
Oregon 8,905 24,720 + 178
Washington 59,794 54,894 - 8

Total 5,265,894 3,906,913 - 2




It is apparent froman analysis of the data that States are
focusing on the substantially handicapped to a greater extent in
estimating the DD population in FY '80 than when they estinmated
the DD popul ation in FY '78.

The 54 States reported their estimated DD popul ati on by
categories of the cause of disability in FY '78. Mst of the
States reported their estimated popul ation by the cause of disa-
bility in FY "79. Many States used the sane figures as provided
in FY '78 for their FY '79 estimate. It nust be noted that
PL 95-602 was signed in Novenber, 1978 and FY '79 State Pl ans
were due on or before Cctober 1, 1978. Therefore, nost States
woul d have used the definition of devel opnental disabilities in
PL 94-103 in their FY '79 State Plans. Only ten States, or 19% of
the prograns, reported their FY '80 estimated popul ation by the
cause of disability in their State Pl ans.

Table 2 shows the estinmated DD popul ation by disabilities
for each of the three fiscal years.

TABLE I-2, NUMBER AND PERCENT OF THE ESTIMATED DD POPULATION CATEGORIZED BY
MENTAL RETARDATION, CEREBRAL PALSY, EPILEPSY, AUTISM, AND OTHERS FOR FISCAL
YEARS '78, '79 AND '80

Fiscal Fiscal Fiscal
Cause of Year '78 Year '79 Year '80
disability Number % Number % Number %
Mental Retardation | 3,518,742 65.5 3,291,862  64.3 2,140,9881 54.8
Cerebral Palsy 505,269 9.4 623,909 12.2 558,688 14.3
Epilepsy 1,064,479 21.8 1,007,646 19.7 679,802 17.4
Autism 79,866 1.5 75,431 1.5 62,510 1.6
Other 97,490 1.8 120,011 2.3 464,925 11.9
Total 5,265,846 100 5,118,859 100 3,906,913 100

1 The nunbers in this columm are extrapol ated nunbers derived fromthe
percents provided by 10 States which provided categorical information
in their FY '80 State Pl ans.

Most States estimated their DD popul ation identifying these
four causes of disability: nental retardation, cerebral palsy,
epi l epsy and autism  However, seven States did estimate a fifth
category of the cause of disability, the category of which varied
fromState to State. Five of the States have sone conbi nation of
nmul ti pl e handi capping conditions in this category, while two States
estimated the popul ation of |earning disabled as a separate category.



The 'other' category of disability which increased from 1. 8%
of the estimated DD population in FY '78 to 11.9% of the estimated
DD popul ation in FY '80, an increase of 10.1% contains severa
handi cappi ng conditions. Mst States used those conditions |isted
by the Definition Task Force for this category in their estimted
DD popul ation. The 'other' category included socially inpaired
| earni ng di sabl ed, deaf-blind, multiple handi capped, cystic fibrosis,
spina bifida, nuscular dystrophy, deaf, and osteogenesis inperfecta.

TABLE I-3. COMPARISON OF THE PERCENT OF THE ESTIMATED DD POPULATION
INCLUDING PERCENT OF CHANGE CATEGORIZED BY MENTAL RETARDATION,
CEREBRAL PALSY, EPILEPSY, AUTISM, AND OTHER HANDICAPPING CON-
DITIONS FOR FISCAL YEAR '78 AND FISCAL YEAR 'S80

Percent

Cause of Fiscal Fiscal increase/
disability Year '78 Year '80 decrease
Mental Retardation 65.5 54,8 -~ 10.7
Cerebral Palsy 9.4 . 14.3 + 4.9
Epilepsy 21.8 17.4 - 4.4
Autism 1.5 1.6 + .1
Other 1.8 11.9 + 10.1

It is apparent fromthe information presented in Table 3
that the DD community estimates that the percent of nentally
retarded when conpared to the entire DD population will be reduced
approximately 10 percent when applying the definition in PL 95-602
rather than using the definition in PL 94-103. The DD comunity
indicates that there is alnost a 5% increase in the cerebral palsy
popul ati on under the definition in PL 95-602 as conpared to the
definition in PL 94-103. The sanme statistical analysis indicates
an estimate of over a 4% decline in the epilepsy population, and
no significant change in the autistic population. The major shift
in the population is the addition of a variety of handi cappi ng
conditions which the DD comunity estimtes accounts for 10% of
the DD popul ati on when applying the definition of devel opnenta
disabilities contained in PL 95-602 as conpared to the projected
popul ati on under PL 94-103.

The inpact of the definition of devel opnental disabilities
contained in PL 95-602 when conpared to the estinmated popul ation
under PL 94-103 is a 27% decrease in the estinmated popul ati on from
alnost 5.3 mllion to an estimated 3.9 mllion. It is estimated
that "other handi capping conditions" added to the popul ation as a
result of applying the definition in PL 95-602 represent 10% of
the total DD population. This addition of other conditions is
offset by a decrease in the estimated percentage of the nentally
retarded population within the total DD popul ati on.



DEVELOPMENTAL DISABILITIES BUDGETS

The Devel opnental Disabilities Program consists of four
maj or conponents: Basic Gants to States, Protection and Advocacy
Grants, Special Projects, and University Affiliated Facilities.
These four conponents provide the followi ng basic functions with
the nonies received:

1. Formula Grants to the States and Territories
for planning, admnistration and services. In
PL 95-602 there is a nmandate for 65% of the noney
to be expended in one or two priority service
ar eas;

2. Formula Grants to the States for the operation of a
systemto protect and advocate the rights of the
devel opnental | y disabled popul ation;

3. Special Project Gants to inprove the quality of
servi ces, denonstrate established prograns which
hold prom se of inproving services, help elimnate
attitudinal and environnmental barriers through
public awareness and public education, coordinate
avai | abl e community resources, denonstrate services
to persons with devel opnental disabilities who are
econom cal |y di sadvant aged, provide technical assis-
tance related to services and facilities, provide
training of specialized personnel, denonstrate new
or inproved techniques in the devel opnent of ser-
vices, and gather and dissem nate information; and

4. Project Gants to Universities or Affiliated Facil -
ities for admnistrative and operations support for
interdisciplinary training prograns for specialized
personnel, clinical services and research program
services to serve the devel opnental |y disabl ed.

Table 4 shows the anount of Federal funds allotted to each
of the program conponents for Fiscal Years '78, '79 and '80. The
table al so contains the conparative percent of resources each
program conponent has in relation to the other program conponents.

There was no increase in the appropriated funds fromFY '78
to FY '79. For each fiscal year the appropriation for the tota
programwas $59,125,000. In FY '80 the anount appropriated for
the program was $62, 436, 000, which represented an increase of
$3, 311,000, or 5.6% increase over the FY '79 |evel.



It is apparent that the Basic State Grants account for the
maj or part of the programresources. |In FY '"78 the $30 mllion
represented just over 50% of the programresources. In FY '79 the
amount for Basic State Gants was increased to just over $35 ml -
lion without an increase of the total amount appropriated for the
DD Program The $35 million represented al nost 60% of the program
resources. In FY '80 the Basic State Grants received just over
$43 mllion and represented 69% of the program resources. Between
Fy '78 and FY '80 Basic State Grants were increased $13 mlli on,
or 20% of the program funds.

TABLE I-4, FEDERAL APPROPRIATION FOR THE DD PROGRAM BY PROGRAM COMPONENT FOR
FY '78, FY '79, AND FY '80

(In thousands of dollars)

Fiscal Fiscal Fiscal

Program Year '78 Year '79 Year '80

component Amount % Amount % Amount %
Basic State Grants $30,058 50.8 $35,331 59.8 543,180 69.2
Protection & Advocacy 3,000 5.1 3,801 6.4 7,500 12,0
Special Projects 19,567 33.0 12,573 21.3 4,756 7.6
University Affil. Fac. 6,500 11.1 7,420 12,5 7,000 11.2
Total $59,125 100 $59,125 100 $62,436 100

~ Special Projects were fiscally enphasized in FY '78 and
provided 33% of the programnonies. In FY '79 the Special Projects
noni es were reduced by $6,994,000 and represented only 21. 3% of
the program al | ocati on. In FY '80 the Special Project allotnent

was reduced bel ow subsistence level to $4, 756,000 and represented
only 7.6% of the total programallotment. This radical decrease
of fiscal support for Special Projects in a three year period
significantly changed the direction of the DD Programin the
United States and elimnated the major resource for research and

t he devel opnent of nodel prograns for the devel opnental |y disabl ed
in this country.

Protection and Advocacy is the newest of the four conponents
of the DD Program The legislative mandate for Protection and
Advocacy first appeared in PL 94-103, Section 113. This |aw was
passed in 1975. The Protection and Advocacy Programwas i nple-
mented in all 54 States and Territories on or before Cctober 1,
1977. The P&A Program started its fourth year of operation on
Cct ober 1, 1980.



In FY '78 the Protection and Advocacy Program was nodestly
funded at $3, 000,000 with a mninum allotnent State receiving only
$20,000 to inplenent a statew de system of Protection and Advocacy.
The $3 million represented only 5. 1% of the total program budget.

In FY '79 the allotnent was increased to $3.8 mllion due to the
fact that PL 95-602 required that each mninum allotnent State
receive no less than $50,000 for its systemof Protection and
Advocacy. In FY '80 the total allotnent for Protection and Advocacy
was $7.5 million and represented 12% of the total program budget.

Funding for the University Affiliated Facilities Program in
FY '78 was $6.5 million, or 11% of the programresources. The
UAF's received $7.4 mllion in FY '79, which represented 12% of
the programresources. The anount appropriated in FY '80 was $7.0
mllion, or 11.2%of the program budget and a decrease of $400, 000,
or 5% fromthe FY '79 |level of funding.

Table 5 shows the percentage of change in funding which
each of the four programelenents of the DD Program has experi -
enced since FY '78 until FY "80. It is apparent that the program
through its funding, has de-enphasized the Special Projects part
of the legislation, reducing funding of this conponent by approx-
imately 76% between FY '78 and FY '80, and increased enphasis on
the Basic State Grants conponent of the program The increase of
150% for Protection and Advocacy during the two year period is not
significant since the base of $3 million in the control year of
FY '78 was inadequate to neet the mandate of the |egislation.

TABLE I-5. PERCENT OF CHANGE IN FUNDING FOR THE FOUR COMPONENTS
OF THE DD PROGRAM FROM FY '78 THROUGH FY '80

FY *'78 FY '79 FY '80

Program (Control (Experimental (Experimental
component year) year) year)

$ % %

Basic State Grants 100 + 17.5 + 43.7
Protection & Advocacy 100 + 26.7 +150.0
Special Projects 100 - 35.7 - 75.7
University Affil. Fac. 100 + 14.0 + 7.7
Total 100 0 + 5.6

The Basic State Grants and the Protection and Advocacy
Grants are distributed to States according to the HIIl Burton
For mul a.



The total Federal expenditures currently used in services
for devel opnental ly disabled persons are estimated to annually
exceed $4.4 billion.

The Devel opnental Disabilities Program appropriation of
$62 mllion is only a small portion, 1.5% of the total annua
expenditures. The devel opnental disabilities appropriation is
not fiscally the driving force in provision of services for
devel opnental Iy di sabl ed persons.

However, the Devel opnental Disabilities Programis program
mcally necessary in order to provide |everage, accessing and
coordination of all service program provisions funded under other
appropriations for the benefit of the devel opnentally disabl ed.

Al so, the Developnental Disabilities Programis necessary to seek
out and call attention to gaps in the service network which, if
not filled, create destructive interruption of devel opnental ser-
vices for individuals who tend to suffer regressions in skills
from such interruptions of services.

The follow ng pages contain an accounting of the prograns
and activities provided by each of the four conponents of the DD
Programfor the Fiscal Years '78, '79, and '80. The report also
contains an assessnent of the inpact of the definition of devel-
opnmental disabilities as contained in PL 95-602 on the services
provided to individuals with nental retardation, cerebral palsy,
epilepsy and autismfor FY '79 and FY ' 80.



PROCESS USED I N REPORT DEVELOPMENT

The process used to collect the data contained in the
report was a research design which ensured the validity of the
information fromeach of the four conponents of the Devel opnenta
Disabilities Program The four conponents from which data was
coll ected and verification secured were:

1. 54 Devel opnental Disabilities Planning Councils
and Adm ni strative Agencies

2. 54 Protection and Advocacy Agencies

3. Al Gants of National Significance and Specia
Projects for FY '78, FY '79, and FY '80

4. The output of the tel ecommunication system for
the University Affiliated Facilities

The research design for data collection required a pro-
active approach to data collection. The approach used was to
develop a printout of all information known about each of the
program conponents, mail the printout to the rel evant program com
ponent and request verification of the information and/or changes
of incorrect or unavailable data. The verified information was
then returned and tabulated for inclusion in the report. This
pro-active approach to data collection was followed and the
response fromall conponents of the DD community was excellent.

The process used for the Devel opnental D sabilities Planning
Councils and Admi nistrative Agencies began wth a conprehensive
exam nation of each State Plan for each State for each of the
three fiscal years. A total of 162 State Plans were reviewed
during this process.

The DD conmunity, through its State Planning Council s/
Adm ni strative Agencies, has in place one of the npbst conprehensive
pl anni ng prograns of any programin the country. The Adm nistra-
tion on Devel opnental Disabilities and its forerunner, the Bureau
of Devel opnental Disabilities, has expended energy and funds over
a five year period to develop this nationw de, program specific,
conpr ehensi ve planning process. The State Plan produced by a DD
Counci | / Adm ni strative Agency contains a wealth of information
and is an effective tool for pro-active planning and eval uation.

Each State Plan contains essential information describing
the Devel opnental Disabilities Programwithin the State. This
essential information includes:



 Alisting of the nenbership and the activities of
the State Pl anning Council

* A description and enuneration of the devel opnent al
disabilities population in the State

* A description of the service needs of individuals
who are developnentally disabled in the State

* A conprehensive description of the services and
service network for individuals who are devel op-
mentally disabled in the State

in the

* A description of the gaps which exi st

service system

» The goals and objectives which are to be undertaken
for the effective period of the plan

A categorical budget for the fiscal show ng

pl anned expenditures by service area

year

the |egislative

The conprehensive plan is a product of
in PL 95-602

mandate. Section 133 of PL 94-103 as anended
specifies the information required in the State Plan. The DD
community, through the |eadership of the adm nistration, has

pl anned and inplenented a uniform planni ng process throughout
the entire 54 State and Territory program networKk.

Three information elenents were extracted from each of the
162 State Plans for the purpose of this report. The three infor-
mation elenments extracted were:
e The estimated DD popul ation for each of the three
fiscal years for each State
» The plan year objectives for each of the three
fiscal years for each State
e The budget by category for each of the three
fiscal years for each State

The extracted
and a State specific questionnaire.
extracted fromeach State Plan was then sent
State for verification.

Each State reviewed the assenbl ed
i nformation, and conpleted the questionnaire,
of funds expended on each plan year

i nformati on,

obj ecti ve.

i nformati on was assenbled with uniform tabl es
The assenbl ed

i nformation
to the appropriate

verified the
reporting the anount
Each State al so



reported the nunber of plan year objectives achieved, the nunber
of individuals served, the target population for which the objec-
tive was planned, and the standards by which quality accountabil -
ity was achieved or neasured in each program Each State al so
reviewed and verified the estimated DD popul ation information and
the fiscal information.

It is inportant to realize that each State responded to the
request for information. The tinmely response of each of the DD
Counci | s/ Adm ni strative Agencies is anple evidence of the respon-
sibility and interest which the DD Councils and Adm nistrative
Agencies have in the Developnental Disabilities Programand its
i ntended popul ati on.

The data contained in the report also reflects the total
participation of the DD Councils/Adm nistrative Agencies. There
is conplete information on all expenditures of Federal funds for
each of the three years for which the accounting is required.

The Protection and Advocacy Agencies were as cooperative in
their particiption in supplying requested data for this report as
were the DD Councils/Adm nistrative Agencies. Each of the 54 Pro-
tection and Advocacy Agencies supplied the requested statistica
and narrative information.

Preparing for the Protection and Advocacy presentati on was
sonewhat easier and less tine consumng than the tine required to
prepare for the State Councils/Adm nistrative Agencies. The P&A
Agencies had contributed relevant information for the report
prepared for Congress in the spring of 1979. The report entitled
Protection and Advocacy in the United Sates - The First Two Years
contains identical information requested for the present report.
The spring report contained the activity of the P&A Program for
Fy '78 and FY '79.

The statistical data provided by each P&A Agency for the
first report was duplicated for each State with space to fill in
statistical acconplishnents for FY '80. [Each P&A Agency was re-
gquested to update the narrative part of the report in order to
present the activity of each agency over a three year period.

It cannot be repeated often enough that each of the 54 P&A
Agenci es supplied the requested infornmation. It is inportant to
understand that the program inplenentors do cooperate when re-
quested and maintain reliable information for program accountabilty.

The process used to verify information concerning the Pro-
jects of National Significance and Special Projects was equal in
producing reliable information to that used for collecting the
information fromthe DD Councils/Adm ni strative Agencies and the
P&A Agenci es.



A list of Projects of National Significance was nmade for
each of the three fiscal years. A list of the Special Projects
funded at the Regional |evel WAs created for each of the ten
Heal th and Human Services Regions. The list of Projects of
National Significance was verified by the personnel in the Centra
Ofice of the Adm nistration on Devel opnental Disabilities. Each
list of Special Projects was verified by each of the Regiona
Directors of Developnental D sabilities.

The output of the telecommunications system for the
University Affiliated Facilities was used to secure the data
contained in the report on the University Affiliated Facilities
Program The base of the tel ecommunications systemis housed in
the offices of the Anmerican Association of University Affiliated
Facilities in Washington, D C

The UAF tel ecomunications systemcontains data on the UAF
Program activities including client denographics and service data,
training activities, and information on research activities. The
t el ecomuni cati ons system also contains information concerning
fiscal resources of each of the 48 University Affiliated Facili-
ties. The available information on the UAF Program was anal yzed
and the data which resulted fromthe analysis is included in this

report.

The DD community as a whol e, and each conponent of the DD
community has cooperated in providing the information contained
in this report. This report contains verified information which
accurately denonstrates the inpact of the definition of 'devel op-
mental disabilities' as contained in PL 95-602, Title V.



SUMVARY

COUNCI LS/ ADM NI STRATI VE AGENCI ES

PL 95-602 authorizes Basic Formula Grants, based on the Hil
Burton Fornula, to the States for planning, admnistration, and
services. The basic goal of the programis to provide for a signi-
ficant inmprovenent in the quality, scope and extent of services for
persons wth devel opnental disabilities through conprehensive plan-
ning for current and future service needs of the devel opnentally
di sabl ed popul ation, coordination of services and resources for the
devel opnental | y di sabl ed, and devel opnent and denonstration pro-
granms to fill existing gaps in service.

Since 1970, the legislation has placed enphasis on coordin-
ated action for the devel opnent of a network of Federal/state/loca
program services for developnental ly disabled persons to receive
the special and generic services they require. The State nust
coordinate at least the nine Federal/State prograns listed in the
Act .

As a result of a provision under PL 95-602, each State is
required to expend at least 65%of its allocation (or $100, 000,
whi chever is greater) in provision of direct services, selecting
one or two priority areas of service for enphasis.

Table 6 shows the distribution of the Federal Basic Formul a
Grant funds for each of the three Fiscal Years '78, '79, and '80.
The total appropriation is divided between the noni es and percent
expended for planning and admnistration and the noney and percent
expended for service activities and prograns.

TABLE I-6, AMOUNT AND PERCENT OF FEDFRAL BASIC FORMULA GRANT FUNDS EXPENDED
FOR PLANNING AND ADMINISTRATION AND SERVICES BY THE 54 STATES AND TERRITORIES
PARTICIPATING IN THE DD PROGRAM IN FY '78, FY '79, AND FY '80

Total appropriation | Planning/Administration Services
Fiscal Year Amount % Amount 2 Amount 3
Fiscal '78 $30,058,000 100 $ 7,632,815 25.4 $22,425,185 74,6
Fiscal '79 35,331,000 100 9,520,956 26.9 25,810,044  73.1
Fiscal '80 43,180,000 100 10,295,161 23.8 32,884,439 76.2




States nust assure that every program funded under the
Basic State Grants Program has an Individualized Habilitation Pl an
for each devel opnental |y disabled person receiving services and
that they provide for annual review of each plan. Because devel -
opnental ly disabled clients nore than other handi capped persons
require services of several agencies at one tine, the devel opnent
and inplenmentation of the Individualized Habilitation Plan is an
intricate activity. Mny of the services are provided under
Federal program services which have separate and difficult re-
qui rements for individual plans.

An inportant conmponent of the Devel opnental Disabilities
Programis the State Planning Council. The Council is appointed
by the Governor, and by law it nust be conposed of three major
groups concerned with services: State Agency adm nistrators of
human service prograns within the State, |ocal service providers,
and individuals eligible for services to the devel opnentally dis-
abled or their representatives.

State Planing Councils determine and set priorities, poli-
cies and procedures for expenditure of the Formula Grant funds in
accordance with their findings on the needs of the devel opnentally
di sabl ed popul ation to be served. The Council is responsible for
pl anni ng, influencing other Federal/State program service resources,
coordination of Federal and State program services, and eval uating
and nonitoring the inplenmentation of the State Plan for services
for devel opnental |y disabl ed persons.

The inpact of the definition of devel opnental disabilities
contained in PL 95-602 is neasurable. The DD Councils and State
Adm ni strative Agencies started using the definition in FY '79 and
have been inplenenting prograns and using it in planning alnost
exclusively in FY '80. Apparently, the application of the defin-
ition contained in PL 95-602 has caused a 10% change in the types
of disability which individuals have who are served by prograns
and planning activities conducted with Federal Basic Fornmula funds.

Table 7 shows the percent of individuals served who were
mentally retarded, cerebral palsied, epileptic, and autistic, and
all other individuals served by progranms and planning activities
fugded with Federal Basic Formula Grant funds for FY '78, FY '79,
and FY ' 80.

TABLE I-7. PERCENT OF INDIVIDUALS WHO WERE MENTALLY RETARDED,
CEREBRAL PALSIED, EPILEPTIC, AND AUTISTIC AND ALL OTHER INDI-
VIDUALS SERVEDP BY PROGRAMS FUNDED WITH FEDERAL BASIC FORMULA
GRANT FUNDS IN FY '78, FY '79, AND FY '80

Disability FY '78 Fy '79 FY 'B0
groups % % %
MR-CP-E-A 98.4 95.8 88.2

All Others 1.6 4,2 11.8




It is apparent that the percent of individuals served with
disabilities other than nental retardation, cerebral palsy, epilepsy
and autismhas increased in FY '79 and FY '80. However, because
the anmount of appropriations for the Federal Basic Fornula G ant
funds increased nearly 44% in FY '80 over the FY '78 level, the
actual anmount of noney expended on individuals who were disabled
because of nental retardation, cerebral palsy, epilepsy and autism
actually increased in FY '80 from the anount expended on the sane
groups of disabled in FY '78.

Application of the definition of devel opnental disabilities
in PL 95-602 apparently has had little inpact on the type of ser-
vices or the quality of services provided to individuals who are
devel opnental |y disabled. Statistical and narrative reports indi-
cate that, if anything, inprovenent has been nmade in the quality
of services provided under Federal Basic Formula G ant funds.



PROTECTI ON AND ADVOCACY PROGRAM

In order to participate in the Basic State G ant Program a
State must have a Protection and Advocacy system which can take
necessary action to protect the rights of the developnentally dis-
abled persons in the State. The State Protection and Advocacy
systens have the authority to pursue legal, admnistrative, and
ot her appropriate renedies, and nust be free of any conflict of
interest or appearance of conflict. To that end, the |aw mandates
that the Protection and Advocacy State systens be independent of
public and private providers of services.

In FY '78, only $3 mllion was appropriated to inplenent the

programin States. In FY '79, the appropriation for the Protection
and Advocacy Programwas $3.8 nillion, and the mnimum allotnent to
States was set at $50,000. |In FY '80, the appropriation was in-

creased to $7.5 million. To supplenment their limted budgets, many
of the States have secured support from other sources such as

Title XX, CETA, VISTA, Basic State G ant funding, and State appro-

priations. This supplementary funding anounted to $5.2 million in

FY ' 80.

The placenent of the Protection and Advocacy offices desig-
nated to inplenment the State systens varies anong the States. At
the beginning of FY '81, 32 of the States were placed in non-profit,
private corporations especially incorporated to house the P&A
Agencies. Thirteen of the agencies are placed in State Governnent
and nine agencies are operated by non-profit private organizations
whi ch existed prior to the inplenentation of the Protection and

Advocacy Program

The Protection and Advocacy system has served in excess of
68,000 individuals in its first three years of operation. Problens
sol ved by the P&A Agencies cover a variety of areas. Twenty-seven
percent of the cases were education problens, 8% were enploynent
probl ems, 12% fiscal entitlenment problems, 13% i nappropriate |iving
arrangenents, and 5% nedi cal problens. The system al so sol ved
problens related to architectural barriers, zoning, transportation,
and participation in social functions.

The inpact of the definition of devel opnental disabilities
contained in PL 95-602 is neasurable. The P&A system started its
programin FY '78 using the definition contained in PL 94-103.

The P&A Agency now operates the programusing the definition from
PL 95-602. Apparently, the application of the definition contained
in PL 95-602 has caused a 15% change in the types of disabilities
whi ch individuals have who are served by the P&A system



TABLE I-8, PERCENT OF INDIVIDUALS SERVED WHO WERE MENTALLY
RETARDED, CEREBRAL PALSIED, EPILEPTIC AND AUTISTIC AND ALL

OTHER INDIVIDUALS SERVED BY P&A AGENCIES FOR FY '78, FY '79,
AND FY '80

Category of FY '78 FY '79 FY '80

disability $ % %
All others 13.1 24.5 - 28,7
Total 100 100 100

It is apparent that the percent of cases for individuals
wth disabilities other than nental retardation, cerebral pal sy,
epilepsy and autismhas increased in FY '79 and FY '80. However,
because the actual nunber of individuals served by the P&A Agen-
cies in each of these years has increased, the actual nunber of
I ndi vidual s served who are nentally retarded, cerebral palsied,
epileptic and autistic has increased in each of the years. De-
tailed analysis of the inpact of the definition is contained in
Section IIl of this report.

Application of the definition in PL 95-602 apparently has
little |nBact on the type of services or the quality of services
provi ded % the P&A system Statistical and narrative reports
|nd|cate that the tyﬁes of cases and probl em areas of cases have

not changed during the three year peri od.



SPECI AL PROJECTS

Section 145 of the Act, as anmended, authorizes denonstration
grants to acconplish a broad range of objectives in services,
techni cal assistance, training and coordi nation.

There was a change in enphasis for Special Projects with
the anendnents to the DD Act in 1978. Section 145 was anended to
enploy the four priority service areas identified in the law and
to assist the inplenentation of the advocacy program authorized
under Section 113 of PL 95-602.

The areas of service for which Special Project funds could
be used which were carried over fromPL 94-103 to PL 95-602 were
publ i c awar eness, coordination of services, denonstration projects,
techni cal assistance, training, nodel prograns, information dis-
sem nation, inproved quality of services, and projects for specia
gr oups.

Fundi ng for projects under Section 145 was substantially
cut over the three year period of this report. In FY '78, the
funding I evel was $19,567,000; in FY '79, it was cut 35%to
$12,573,000; and in FY '"80, it was cut to $4, 756, 000, or down
76% fromits FY '78 level. The Special Projects component of the
DD Programis so depleted at the present tine it ceases to be a
program factor.

A conplete analysis of the Special Projects and their
contribution to the DD Program over the three year period is
contained in Section IV of this report.

The application of the definition of devel opnental disabil -
ities in PL 95-602 has had sone effect on Special Projects during
FY '79 and FY '80. This effect is neasurable in the amount of
Speci al Project funds expended fromthe total funds expended in a
fiscal year for individuals with disabilities other than nenta
retardation, cerebral palsy, epilepsy and autism This anpunt
increased 11.4% from the percentage of funds expended for that
popul ation in FY '78.

Table 9 shows the percent of Special Project funds expended
for those individuals who were nentally retarded, epileptic,
cerebral palsied, and autistic and all other individuals for which
Special Project funds were used in FY '78, FY '79, and FY '80.



TABLE I-9, PERCENT OF SPECIAL PROJECT FUNDS USED FOR INDIVIDUALS
WHO WERE MENTALLY RETARDED, CEREBRAL PALSIED, EPILEPTIC, AND
-AUTISTIC AND ALL OTHER INDIVIDUALS SERVED BY SPECIAL PROJECTS
IN FY '78, FY '79, AND FY '80

Category of FY '78 FY '79 ~ FY '80

disability % % %
Al) others 2.6 9.9 14.0
Total 100 100 100

The shift of just over 11% to handi caps other than the
mentally retarded, cerebral palsied, epileptic, and autistic group
corresponds to the 15.6% shift identified for the sanme popul ation
in the Protection and Advocacy Program between FY '78 and FY ' 80.
Al so, this percentage of 10% of shift of funds to individuals with
handi caps other than nmental retardation, cerebral palsy, epilepsy,
and autism for the expenditure of Federal Basic Formula Funds
between FY '78 and FY '80 correlates with the 11% shift herein
i dentified.

Application of the definition in PL 95-602 apparently has
l[ittle inpact on the type of services or quality of services
provided by the projects funded under Section 145 appropriation
because of identical or simlar resources being used to conduct
the projects. However, since this conmponent of the DD Program
has been devoid of significant funding in FY "80, it is hard to
ascertain the inpact on services since nost of FY '80 funds were
used for continuation of projects funded in FY '78 and FY '79.



UNI VERSI TY AFFI LI ATED FAC LI TIES

During the 1960's, $44 million in Federal funds were spent
under PL 88-164 to construct twenty facilities affiliated with
universities for the purpose of providing interdisciplinary
training of professionals serving or who would serve nentally
retarded persons.

In 1972, funds becane available to States under PL 91-517,
the Devel opnental Disabilities Act, to admnister and operate
University Affiliated Facilities. There are now 48 facilities
and five satellite centers funded under the DD Act.

Basi ¢ Federal support for nobst University Affiliated Facili -
ties comes fromthree principal sources. Besides the $7.0 mllion
basi c support fromthe DD Act, the UAF s receive basic support from
Maternal and Child Health and the Bureau of Education of the Handi -
capped.

The UAF's operate on an annual budget of approximtely $105
mllion. 1In a traditional year, about 65%of the funds are received
fromFederal, State and |ocal grants. About 22%of the funds are
obtained from university general funds in support of the UAF. Just
over 13% of the funds for UAF' s cone fromrei nbursenent for direct
client services provided by the UAF s. The rest of UAF funds are
derived fromin-kind contributions of the university as match for
grant funds.

The University Affiliated Facilities provide three types of
program activities for the benefit of individuals who are devel op-
mental |y disabled. The UAF s provide:

1. Drect client services
2. Training
3. Resear ch

In FY '79, twenty-one UAF's had a total of 23,793 individuals
for whom they were providing direct services. The UAF s provide
direct services in a variety of areas, which are enunerated in
Section IV of this report.

The UAF's provide training for four classifications of indi-
viduals. The UAF's: (1) provide academc instruction to university
students, (2) have university students who major in a program of
instruction to becone a professional serving the devel opnmentally
di sabl ed, (3) have university students participate in non-acadenc
training activities conducted by UAF nenbers, and (4) have individ-
uals fromthe general public who are interested in the devel opnent -
ally disabled involved in training activities.

In FY '79, thirty-eight UAF' s reported that 14,549 university
students took courses conducted by UAF faculty nmenbers. Twenty of
the UAF' s reported having 391 students majoring in a UAF program



There were 32,495 university students who participated in non-
academc progranms in FY '79 in twenty-five UAF s. Twenty-eight
UAF's reported that they provided training to 98,911 individuals
from the general public during FY '79.

The UAF' s are active in conducting basic and applied re-
search. In FY '"78 and FY '79, there were a total of 69 different
research projects reported by the UAF's involving nearly $8.9 m| -
lion. Forty percent of these research projects were financed by DD
Speci al Project nonies nmade avail abl e under Section 145 of PL 95-602.

The definition of devel opnental disabilities contained in
PL 95-602 has had little inpact on the popul ation served by the
UAF's in their direct client services, training and research
activities. The UAF' s provide services to individuals with a
vari ety of handi cappi ng conditions which have a variety of causes.
The UAF' s serve individuals who have handi caps caused by:

Mental retardation Epi | epsy

Autism Deaf ness

Enoti onal handi caps Bl i ndness
Cerebral palsy Dysl exi a

Physi cal handi caps Lear ni ng di sabl ed

Met abol i ¢ di sorder

In FY '79 there were 11,210 individuals receiving direct
services carried over fromFY '78, and 10,853 new individuals
admtted to services during the year. Fifty-five percent of these
i ndividuals were diagnosed as nentally retarded. There appears to
be no significant change in the clientele of the UAFs as a result
of the definition of devel opnental disabilities contained in
PL 95-602.

The UAF' s are now operating under standards according to the
mandate contained in the 1978 Anmendnents to the DD Act. The re-
qui rement is:

Sec.122(a) Not later than six months after the date
of the enactment of the Rehabilitation Comprehensive
Services, and Developmental Disabilities Amendments of
1978, the Secretary shall establish by regulation
standards for  university affiliated  facilities. ~ These
standards for facilities ~ snhall  reflect the special
needs of persons with developmental disabilities who
are of various ages, and shall include performance
standards relating to each of the activities described
in  Section  102(10).

PL 95-602, Sec. 122

Wth the pronul gation of the standards for UAF' s, the
services at UAF s have becone standardi zed. Also, nost direct
services provided by UAF s are under State and Federal rules and
regul ations. The services provided by UAF s have, if there has
been any change in FY '79 and FY '80, increased in quality.
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LEGISLATIVE MANDATE
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The mandate for the Council to have individuals who are
eligible for services for the devel opnentally disabled or their
representatives for one-half of its nmenbership is an increase in
this type of representation fromthat required in PL 94-103. In
the earlier legislation, PL 94-103, the requirenment was that one-
third of the Council be individuals who are eligible for services
for individuals who are devel opnental |y disabled and/or their

representatives.

The Council brings together three groups of individuals
who are concerned with the lives and services of individuals who
are devel opnental |y di sabl ed. PL 95-602 requires State officials
at the policy level whose departnents provide services to indi-
vidual s who are developnentally disabled to be nenbers of the
Council. The law nmandates that fifty percent of the Council be
i ndividuals who are eligible to receive services or their repre-
sentatives. The law also requires representation of providers of
service and |ocal governnment be on the Council

Each Council has the follow ng mandated responsibilities:

() Each Sate Planning Council shall —

(1) develop jointly with the Sate agency or
agencies designated, under Section 133(b)(1)(B) the
Sate plan required by this part, including  the
specification of areas of services under  Section
133(b) (4) (A) (ii);

(2) monitor, review, and evaluate, not less often
than  annually, the implementation of such Sate plan;
(3 to the maximum extent feasible, review and
comment on all Sate plans in the Sate which re
late to  programs  affecting persons  with develop-

mental disabilities; and

(4) submit to the Secretary, through  the  Governor,
such  periodic reports on its activities as the
Secretary  may  reasonably  request, and keep such
records and afford such access thereto as the
Secretary  finds  necessary  to verify such reports.

The Adm nistrative Agency of the Devel opnental Disabilities
Program has the responsibility of aiding in the devel opnent of the
State Plan. The Adm nistrative Agency also nust inplenent the
program of planning and service presented in the State Plan. The
Adm nistrative Agency is also the fiscal and admnistrative State
Agency for the Developnental Disabilities Fornmula G ant Program
and the State Pl anning Council .

The Devel opnental Disabilities Programis unique in human
service prograns in that it contains the requirenent of maxi num
participation of users of services at the policy level in the
State Pl anning Council .



The Devel opnental Disabilities Programis unique in that it
provides for an organi zed Council to constantly review the services
and life conditions of the nost vul nerable population existent in
the nation. The developnentally disabled are the nost severely
handi capped individuals in the nation, have the need for service
all or nost of their lives, and cannot in sone instances speak for
t hensel ves. The devel opnentally disabled are the victins of abuse,
negl ect, indifference, apathy, and exploitation. The Devel opnenta
Disabilities Program has nmade and continues to make a difference

in the lives of the individuals who are devel opnental |y di sabl ed.

The enphasis of the Devel opnmental Disabilities Program for
State Council s/Adm nistrative Agencies was changed with the passage
of PL 95-602 fromthe enphasis in prior years. The change was
activated in two ways in these anendnents. The change in defini-
tion of devel opnental disabilities has already been discussed in
Section | of this report and is the subject of this report.

The second activator of change in the DD Programwas the
mandate that 65% of the Basic Fornula Grant had to be expended in
services and support of services in four priority areas in FY '79
and thereafter. The four priority areas in which the 65% nonies
must be expended are:

1. Child devel opnent services

2. Case nmmnagenent services

3. Aternative community Iliving
arrangenent services

4 Nonvocati onal social devel opnental
servi ces

Each State is required to select at |least one and no nore
than two of the four priority areas and expend at |east 65% of its
Basic Formula Grant nonies in that or those areas of service. A
State may select to enphasize a State option priority service area
along with one of the four priority service areas heretofore |isted.

The Devel opnmental Disabilities Programhas, then, as its
catalyst, a DD State Pl anning Council which sets the basic poli-
cies for evaluation, provision of services and identification of
gaps in services available to individuals who are devel opnental ly
di sabled. The State Council selects the priority area of service
and/or areas of service for enphasis each plan year.

In cooperation with the Adm nistrative Agency, the State
Pl anni ng Council wites and submts to the Adm nistration on Devel -
opnmental Disabilities a plan which describes the DD popul ati on,
service network, needs and objectives for a three year period. The
Adm ni strative Agency inplenents the program described in the State
Pl anandt he St at e Pl anni ng Counci | eval uat est he processof i npl e-
mentation and the results of the programin order to be able to
continue the planning process which increases the quantity and
quality of services to the individuals who are devel opnmentally
di sabl ed.



APPROPRIATIONS

The Devel opnental Disabilities Program is not designed nor
intended to be a consistent provider of service nonies to the
devel opnental | y disabled. The programis designed to be an advo-
cate, to seek out and fill gaps in the service system to find

alternative program funding resources, and ensure the quality
of prograns provided for individuals who are devel opnental |y
di sabl ed.

The funds for the Basic Fornula State Grants of the Devel -
opnental Disabilities Program are authorized in Section 131 of
PL 95-602, Title V. This is the first section which appears in
Part C of the law Part C is entitled "Gants for Planning and
Provi sion of Services for Persons with Devel opnental Disabilities.”
Therefore, the funds provided to States in the Basic Fornmula are
sonetines referred to as "Part C nonies.”

The Devel opnental Disabilities Program makes use of the
H 1l Burton Formula for the distribution of funds to each of the
States. The mininumallotment to any State is $250,000 regardl ess
of size, population or need. The mninumallotnent to each of the
four Territories which participate in the programis $135, 000.

Table 1 shows the total amount appropriated for Basic
Formula Grants for FY '78, FY '79, and FY '80. The table also
contains a conparison of the percent of change in funding |evel
fromthe control year FY '78 and the two experinental years,

FY '79 and FY ' 80.

TABLE II-1. AMOUNT OF APPROPRIATION AND PERCENT OF CHANGE FROM FY '78
FOR PART C MONIES FOR FY '78, FY '79, AND FY '80

Approp. Approp. Approp.
DD Program for for Per- for Pexr-
component FYy '78 FY '79 cent Fy '80 cent

Basic State Grants | §30,058,000 $35,331,000 +18 | 543,180,000 +44

In FY '78, there was $30, 058,000 appropriated for Basic
Formula Grants under PL 94-103. The mninum allotnent to any one
State in that year was $150,000. The allotnment to each of the
four Territories which participated in the programwas $50, 000.



In FY '79, after the passage of PL 95-602, Title V, the
appropriation was increased for Basic Fornula G ants to $35, 331, 000.
This appropriation increase of 18% over the FY '78 level was ex-
ecuted internal to the Devel opnental Disabilities Programw th no
increase to the overall DD budget. The noney for the $5.2 million
increase in Basic Fornmula G ants was transferred from Section 145
noni es.

The need to increase the Basic Formula Grants in FY '79
resulted fromthe provision in PL 95-602, Title V, which raised
the mninum |l evel provided to any State from $150, 000 to $250, 000.
gl so, the amount to Territories was increased from $50,000 to

100, 000.

In FY '80, the anount appropriated for Basic Formula G ants
was $43,180,000. This anmount represented a 44% increase fromthe
FY '78 level. The overall appropriation for the DD Program was
only increased by just over 5% but internal shifting of program
nmoni es between program conponents resulted in this increase in the
appropriation for Basic Formula G ants.

States had begun the selection of priority areas during
FY '"79 and early FY "80. PL 95-602 provided for a transitional
period for States to cone into conpliance with the required four
priority areas of service. By FY '80, nost States had sel ected
their priority areas of service and by the beginning of FY '81,
all States had selected their priority areas of service. During
the current fiscal year, FY '81, 65% of the Basic Formula G ant
monies Wil be expended on services and support of services in the
four priority service areas or an approved State option.

Table 2 shows the amobunt and percent of Federal Basic
Formula Grant nonies distributed to each of the States categorized
in the ten Health and Human Services regions. As has been stated,
the nonies are distributed to the States on the basis of the Hill
Burton Formnul a.

In FY '78, the Federal allotnent of Part C nonies totalled
$30, 058,000. The States in Region | received 6.4% or just over
$19 million. The States in Region Il received just under 12% or
$3.5 mllion. The second |argest single State appropriation is
made to New York, which received just under 7% of the total Basic
Formula Grant nonies. The States in Region Ill received 11.6% of
the nonies, or nearly the sane anount as the States in Region I1.
The States in Region |V received 18.1% of the nonies, or $5.4
mllion. The States in Region V received 19.4% of the nonies, or
$5.8 mllion. Region VI States received just under 11 % of the

nonies at the $3.2 mllion level. The States in Region VII, of
which there are four, received 5.4% of the Basic Fornula appropri-
ation, or $1.6 nmllion. The six States in Region VIII received

3.5% of the Basic Formula appropriation, just over $1 mllion.
States in Region | X received 9.6% of the Basic Formula appropria-
tion in FY '78. The State receiving the largest single grant is



TABLE 1I-2. AMOUNT AND PERCENT OF FEDERAL BASIC FORMULA GRANTS PROVIDED TO
EACH STATE FOR FY '78, FY '79, AND FY '80 PRESENTED BY HEALTHE AND HUMAN

SERVICES REGIONS

FY 78 FY 179 FY B0
Region/State $ Amount [ $ Amount % S Amount %
HHS Regivn I 1,926,673 6.4 2,225,854 6.3 2,539,260 | 5.9
Connecticut 345,905 1.2 398,338 1.1 505,193 | 1.2
Maine 178,230 .6 252,191 .7 255,790 .6
Massachusetts 951,941 3 819,226 2.4 1,020,801 2.3
New Hampshire 150,000 .5 252,033 .7 252,492 .6
Rhode Island 150,597 .5 252,033 .7 252,492 .6
Vermont 150,000 .5 252,033 i 252,492 .6
HHS Region 11 3,557,125 | 11.8 4,327,186 | 12,2 5,404,409 [12.5
New Jersey 824,234 | 2.7 935,727 | 2.6 T,164,247 | 2.7
New York 2,069,527 | 6.9 2,570,624 | 7.3 3,131,645 | 7.2
Puerto Rico 613,364 2.0 720,078 2.0 972,171 | 2.3
Virgin Islands S0,000 W2 100,757 .3 136,346 .3
HHS Region III 3,495,104 [ 11,6 4,073,128 [ 11.5 4,906,745 11,4
Delaware 150,606 .5 252,033 .7 252,492 N
District/Columbial 150,000 .5 250,837 .7 252,492 .6
Maryland 470,757 1.6 534,070 1.5 654,088 | 1.5
Pennsylvania 1,676,518 5.5 1,836,742 5.2 2,291,467 | 5.3
Virginia 687,146 2.3 755,917 2.1 955,665 ] 2.2
West Virginia 360,077 1.2 443,529 1.3 500,341 ] 1.2
HHS Region IV 5,441,164 [ 18.1 6,169,669 | 17.5 7,814,941 [18,1
Alabama 644,065 2.1 714,855 2.0 694,730 [ 2.1
Florida 1,013,516 3.4 1,186,982 3.4 1,513,608 | 3.5
Georgia 713,464 2.4 827,609 2.3 1,062,265| 2.5
Kentucky 613,106 2,0 £70,953 1.9 837,593 | 1.9
Mississippi 440,326 1.5 501,512 1.4 632,558 | 1.5
North Carolina 875,460 2.9 980,359 2.8 1,230,712 | 2.8
South Carolina 462,382 1.5 523,923 1.5 659,797 | 1.5
Tennessee 678,845 | 2.3 763,476 | 2.2 983,678 ] 2.3
HHS Region V 5,840,951 {19.4 6,444,218 | 18.3 8,143,885 [18.9
Illinois 1,302,007 | 4.4 1,441,574 ) 4.1 1,619,644 | 4.2
Indiana 736,324 2.4 813,878 2.3 1,023,533 2.4
Michigan 1,173,207 | 3.9 1,299,667 | 3.7 1,645,403 [ 3.8
Minnesota 544,482 1.8 583,002 1.7 735,038 ) 1.7
Ohio 1,414,841 | 4.7 1,583,950 | 4.5 0T, Te7 a7
Wisconsin 670,000 2.2 721,747 2.0 907,080 | 2,1
HHS Region VI 3,226,297 | 10.8 3,665,806 | 10,4 4,553,776 [10.5
Arkansas A58, 760 1.2 401,399 1.1 519,668 | 1.2
Louisiana 608,010 2.0 694,876 2.0 871,691 | 2.0
Hew Mexico 178,329 .6 252,152 A 262,271 .6
Oklahoma 411,694 1.4 456,267 1.3 577,297 1 1.3
Texas 1,669,504 5.6 1,861,112 5.3 2,322,849 | 5.4
HHS Regon VII 1,627,168 | 5.4 1,769,600 | 5.1 2,242,610 [ 5.2
Iowa 424,866 1.4 450,260 1.3 567,111 1.3
Kansas 299,210 1.0 328,108 9 418,320 | 1.0
Missouri 679,688 2.3 758,789 2.2 957,928 | 2.2
Nebraska 223,404 .7 252,443 i 298,651 .7
HHS Region VIII 1,060,086 | 3.5 1,606,695 | 4.5 1,695,570 | 4.0
Coleorado 283,944 .9 346,406 1.0 414,722 1 1.0
Montana 150,000 .5 252,033 .7 252,492 .6
North Dakota 150,000 - 252,033 i 252,492 .6
South Dakota 150,000 5 252,033 o7 250,000 .6
Utah 176,142 .6 252,157 .7 273,372 .6
Wyoming 150,000 .5 252,033 .7 252,492 .6
HHS Region IX 2,872,941 9.6 3,718,611 ] 10.5 4,348,206 16.0
Arizona 277,927 .9 333,459 .9 404,168 .9
California 2,245,014 7.5 2,780,329 7.9 3,302,708 7.6
Guam 50,000 .2 100,757 .3 136,346 .3
Hawaii 150,000 .5 252,033 ) 252,492 .6
Nevada 150,000 .5 252,033 .7 252,492 .0
HHS Region X 1,010,491 1.4 1,310,233 3.7 1,530,598 | 3.5
Alaska 150,000 +5 250,000 .7 252,492 .6
Idaho 15G,000 «5 250,000 .7 252,492 .6
Oregon 293,573 1.0 330,676 .9 423,662 1.0
Washington 416,918 1.4 479,557 1.4 601,952 ) 1.3
Total United States 30,058,000 100 35,331,000 100 43,180,000 ¢ 100




California. California received 7.5% of the total appropriation
for the DD Basic Formula Grant Programin FY '78. States in
Region X received 3.4% of the Basic Formula Gant appropriation.

There was an increase of $5,273,000 in the appropriation
for the Basic Formula Grant in FY '79. This increase was an 18%
increase and provided mainly for the increase in mninmm all otnent
State fundings. PL 95-602 requires that the m ninum all ot ment
States receive no less than $250,000 and the Territories receive
no |less than $100,000. Therefore, the percentages of Basic
Formul a noney going into each of the States in the various HHS
regi ons experienced a slight change in FY '79.

Region | received the sane percentage as in FY '78. The
States in Region | received 6.3% or $2.2 nillion. States in
Region Il received 12.2% of the Basic Formula Grant and New York
received 7.3% of the total appropriation. States in Region Il
received 11.5% of the Basic Fornmnula Grant in FY '79. The States
in Region IV received 17.5% of the Basic Formula Grant, or $6.1
mllion. States in Region V received 18.3% or $6.4 mllion.
States in Region VI received 10.4% of the Basic Fornula G ant
appropriation, or $3.6 mllion. States in Region VII received
5.1% of the Basic Fornmula Grant appropriation. The States in
Region VI1I received 4.5% of the Basic Formula Grant, an increase
of a full one percent of the Basic Fornmula Grant funding over the
percentage received in FY '78. This increase is the direct result
of the region having five mninmum allotnment States within its
jurisdiction. Each mninum allotnent State received an additional
$100, 000 in funding over the FY '78 level. States in Region IX
received 10.5% of the Basic Formula Grant appropriation. California
received 7.9% of the total Basic Grant appropriation. States in
Region X received 3.7% of the Basic Formula Gant appropriation in
Fy ' 79.

There was a 44% increase in funding in FY '80 over the
level of funding in FY '78. This increase anounted to $18, 395, 000
and was distributed throughout the DD community. The States in
Region | received 5.9% of the Basic Fornmula Grant funding, or
$2.5 mllion. States in Region Il received 12.5% of the fundi ng,
or $5.4 mllion. States in Region IlIl received 11.4% of the
funding and the States in Region IV received 18.1% of the funding.
The States in Region V received 18.9% of the funding and the
States in Region VI received 10.5% of the funding in FY '80.
States in Region VII received 5.2% of the funding and States in
Region VI11 received 4.0% of the funding in FY '80. States in
Region I X received 10% of the funding and States in Region X
received 3.5% of the funding.

The increase in funding in FY "80 was equitably distributed
t hroughout with the exception of mninum allotnment States which
remai ned at $250,000 in basic funding. The $250, 000, which is the
m ni mum al |l ot ment funding, was the identical sum that m ni num
allotment States received in FY '79.



The fact that the Basic Fornula nonies are distributed
according to population and size and an analysis of need in the
H 1l Burton Fornmula is reflected in the distribution of the nonies
through the three fiscal years covered by this report. There is
not a dramatic change in the percentage received by the various
States of the Basic Fornmula Grant with the exception of the shift
caused by the increase to mninmum allotnment States in FY '79.

PL 95-602, Section 133(3)(D) requires that "there wll be
reasonable State financial participation in the cost of carrying
out the State plan.”

The requirement of State financial participation is referred
to as State match. There is a requirenent that the State match
the Federal appropriations by at |east 25% of the Part C nonies
provided to the State. |In poverty areas and/or rural areas, the
required match is 10% of the Basic Formula Grant. The State can
either match the Federal appropriation with State nonies or "in-
ki nd" servi ces.

Tabl e 3 shows the anmount and percent of State matching funds
for Basic Fornmula Grants for each State for the three fiscal years
included in this report. It is interesting to note that the States
exceeded the 25% requirenment of participation in each of the three
years by as nmuch as 7% in FY '78 and as little as 3% in FY '79.

In FY '78, the States matched the $30 million Federal Basic
Formula Grant nonies with $14,057,923. Five and seven-tenths per-

cent of this anount was provided by the States in Region |I. Seven
teen and six-tenths percent was provided by the States in Region Il
and 22. 7% was provided by the States in Region Il1l. The States in

Region 1V provided 14.8% of the match of the Federal dollars and
the States in Region V provided 15.1% States in Region VI pro-
vided 7.4% of the Basic Fornula Grant match nonies for FY '78, and
the States in Region VII provided 2.6% of the nonies. The six
States in Region VIIl provided just under 5% of the match nonies
and the States in Region |IX provided 6.9% of the match noni es.

The States in Region X provided 2.3% of the match nonies in FY '78.

In FY '79, the percentage of match was sonewhat |ess than
in FY '78. However, it nust be pointed out that the increase in
appropriation was not approved and distributed to the States unti
the last three nonths of the fiscal year 1979. The reason for the
delay in the distribution of the increase in appropriation was the
fact that suppl enental appropriations were not made to the DD Bil
until after it had been signed in Novenber of 1978. The suppl e-
mental appropriation then had to nove through the Congress and the
Adm nistration. Therefore, the basis of match by the States was
the $30 mllion level instead of the supplenented $35 mllion
| evel which was eventually distributed to the States. The match
that is displayed on Table 3 is really a match of a $30 nmillion
level rather than a $35 nmillion level. The reader nust keep this
in mnd when scrutinizing the figures contained within the refer-
enced table.



TABLE II-3., AMOUNT AND PERCENT OF STATE MATCAING FUNDS FOR BASIC FORMULA

GRANTS POR EACH STATE FOR FY '78, PY '79, AND FY '80 PRESENTED BY HEALTH
AND HUMARN SERVICES REGIONS

FY '78 FY *'79 FY ‘B0
Region/State $ _Amount % $ Amount % $ Amount [
HHS Region I 806,374 5.7 784,685 5.7 634,818 3.3
Cconnecticut 115,301 .8 119,694 .9 119,694 .6
Maine 300,700 2.1 300,700 2.2 85,000 !
Massachusetts 239,861 1.6 180,291 1.2 180,291 (1.0
MNew Hampshire 50,000 .4 50,000 .4 83,333 .4
Rhode Island 50,512 .4 84,000 .6 138,500 .7
Vermont 50,000 oA 50,000 . 4 28,000 .2
HHS Region II 2,477,033 | 17.6 3,011,343 | 22.1 3,241,838 P71
New Jersey 461,773 3.3 884,358 6.5 967,959 | 5.1
New York 910,512 6.4 908,472 6.7 1,055,366} 5,5
Puerto Riceo 1,089,748 7.8 1,2G3,513 8.8 1,203,513 1 6.4
Virgin Islands 15,000 o1 15,000 LA 15,000 .1
HHS Region 1II 3,186,417 1 22,7 2,211,801 [ 16.2 2,156,731 11,4
Delaware 50,303 .4 50,000 od 83,333 W4
District/Columbial 50,000 .4 60,192 .4 63,227 .3
Maryland 312,758 2,2 374,741 2.7 659,8001 3.5
Pennsylvania 2,235,357 |1 15.9 597,839 4.4 600,000 ] 3,2
Virginia 232,802 1.6 232,802 1.7 228,127 1.2
West Virginia 305,197 2.2 896,227 6.6 522,244 | 2.8
HHS Region IV 2,076,892 | 14.8 2,150,955 | 15,8 2,551,029 13,5
Alabama 269,116 1.9 260,676 1.9 298,244 { 1,6
Florida 377,212 2.7 337,839 2.5 24,162 11,7
Georgia 237,584 1.7 237,584 1.8 237,821 1.3
Kentucky 204,369 1.5 271,740 2.0 493,966 | 2,6
Mississippi 140,095 1.0 165,131 1.2 334,565 )| 1.8
North Carolina 348,593 2.5 ans5,781 2.2 323,610 | 1.7
South Carolina 174,618 1.2 257,795 1.9 253,32211.3
Tepnessee 325,305 2.3 314,409 2.3 285,339 1 1.5
HHS Region V 2,121,824 {151 1,960,384 | 14.4 2,566,758 13,6
Illinois 434,032 3.0 480,658 3.5 606,548 | 3,2
Indiana 247,97 1.8 247,971 1.8 164,081 11,0
Michigan 563,389 4.0 357,487 2.6 543,055 2.9
Minnesota 181,494 1.3 182,124 J.4 242,595 | 1.3
Qhio 471,614 3.4 469,715 3.5 691,102 { 3.7
Wisconsin 223,333 1.6 222,429 1.6 299,375 1.5
HHS Region VI 1,032,330 | 7.4 994,835 | 7.3 1,294,363 | 6.8
Arkansas 93,655 .7 49,339 ) 97,164 N1
Louisiana 202,670 1.4 231,625 1.7 290,564 1 1.5
New Mexico 42,272 W3 22,974 .2 83,333 .4
Okl ahoma 137,231 1.0 153,422 1.1 202,932 1 1.1
Texas 556,502 4.0 537,475 3.9 620,370 | 3.3
HHS Regon VII 369,185 2.6 372,590 2.7 763,255 1 4.0
lowa 20,000 ] 20,000 ] 190,000 | V.0
Kansas 99,736 .7 102,840 .8 123,423 .7
Migsouri 174,981 1.3 174,981 1.3 314,833 | 1.6
Nebraska 74,468 .5 14,769 .5 134,999 o7
HHS Region VIII 667,594 | 4.9 460,333 | 3.4 602,364 | 3.2
Colorado 115,602 .8 115,602 .9 151,104 .B
Montana 34,689 .3 54,950 »4 88,960 +5
North Dakota 104,249 .7 93,369 .7 91,667 5
South Dakota 51,000 .4 67,000 .3 94,661 5
Utah 58,779 4 74,412 .5 84,305 .4
Wyoming 323,275 2.3 55,000 .4 91,667 .5
HHS Region IX 973,555 6,9 1,387,995 [ 10.1 1,774,849 ] 9.4
Arizona 97,000 i 505,800 3.6 756,000 1 4.0
California 771,000 5.4 771,000 5.6 817,930 ] 4.3
Guam 5,555 0 11,195 .1 15,000 A
RHawaii 50,000 .4 50,000 .4 83,333 4
Nevada 50,000 .4 50,000 A 102,586 .6
HHS Region X 326,719 2.3 321,205 2,3 3,348,326 17.7
Alaska 50,000 ] 50,000 .4 83,333 o4
Idaho 50,000 .4 50,000 .4 84,300 .4
Oregon 91,000 .6 91,000 .6 3,019,938 16,0
Washington 135,719 .9 130,205 .9 160,755 L9
Total United States 14,057,923 100 13,656,126 100 168,934,331 | 100




In FY '79, the States nmatched the Federal Basic Formnul a
Grant funds with $13, 656, 126. O this ampunt, 5.7% cane fromthe

States in Region |I. Twenty-two and one-tenth percent was from
States in Region Il. Sixteen and two-tenths percent was from
States in Region Il1l1. There was 15.8% of the match from States

in Region IV and 14. 4% from States in Region V. There was 7.3%
match fromthe States in Region VI and 2.7% of the match generated
during FY '79 canme fromthe States in Region VII. There was 3.4%
of the match fromthe States in Region VIII and 10. 1% of the match
fromthe States in Region I X Two and three-tenths percent of the
match cane fromthe States in Region X

It nmust be kept in mnd that when we are displaying the
mat ch of Federal dollars to State prograns, the match can be in-
kind or in programdollars and is provided at the discretion of
the State to be utilized in any category of program activity.
The point in providing an assessnent of the matching dollars is
to denonstrate that the DD program has met its required fisca
obligation in each of the fiscal years covered in the report.

Al so, this display is made to denonstrate that not only has the
totality of the programnet its nmandated fiscal obligation, but
each State has indeed net and exceeded, in nmany cases, its
obligation to match Federal doll ars.

In FY '80, the DD comunity nmatched the Federal Basic For-
mula Gant with $18,934,331. The State match in FY '80 was a sig-
nificant increase over the level of match in FY '79 and reflected
the increase in Basic Formula Gant nonies. The States in Region I
provided 3.3% of the match. States in Region Il provided 17. 1% of
the total amount in match. States in Region IlIl provided 11.4% of
the funds and in-kind services used to match Federal Basic Fornul a
Grant nonies. The States in Region IV provided 13.5% and the
States in Region V provided 13.6% of the match. States in Region VI
provided 6.8% and States in Region VII provided 4.0% of the match.
States in Region VIIlI provided 3.2% of the match and States in
Region | X provided 9.4% of the match. States in Region X provided
17. 7% of the match.

Generally, looking across the contributions by the States
to the DD Programin relationship to the Basic Fornmula G ant
Program there is not a significant change with the exception of
Region X States in FY '80 fromits FY '78 and FY '79 | evels.

The source of the data on Table 3 is the approved State
Pl an budget subm ssion by each of the States for each of the three
fiscal years.

Table 4 contains a summary of the total anount and percent
of Federal Part C nonies and non-Federal nonies appropriated for
the Devel opnmental Disabilities Program for each of the Fisca
years '78, '79, and '80. As can be seen fromthe information
di spl ayed on the table, in FY '78, $44,115,6923 was budgeted for
the DD Programin the 54 States and Territories participating in



the program  Sixty-eight percent of the noney was Federal allot-
ment noni es and 32% was non- Federal, State matching doll ars.

In FY '"79, the total anount was increased to $48, 987, 126
with $35.3 million being appropriated by the Federal dollars and
$13.6 mllion, or 28% being appropriated in State match, either
in-kind or in dollars. The reader nust note the explanation for
the apparent decrease in State match in relationship to the per-
centage of Federal funding that has heretofore been provided.

In FY '80, the Basic Fornula Grant budget was $62, 114, 331,
of which 70% or $43, 180, 000, was Federal dollars and 30% or
$18, 934, 331, was State match.

The Basic Formula Grant Program then, increased in FY '79
and FY '80 over the FY '78 level. The nost dramatic increase was
in FY '"80. The increase was just over 40%of the FY '78 |evel.

TABLE II-4., AMOUNT OF APPROPRIATICN AND PERCENT OF CHANGE FROM FY '78
FOR PART C MONIES FOR FY '78, FY '79, AND FY '80

Federal Non-Federal Total
Fiscal Year Amount 3 Amount % Amount %

Fiscal '78 $30,058,000 68| $14,057,923 32| $44,115,923 100
Fiscal '79 35,331,000 72 13,656,426 28 48,987,126 100
Fiscal '80 43,180,000 70 18,934,331 30 62,114,331 100




UTILIZATION OF RESOURCES

PL 95-602 requires that the funds be used in "strenghtening
services for persons with devel opnental disabilities through agen-
cies in the various political subdivisions of the State.” The |aw
further requires that "part of the funds will be nade avail able by
the State to public or non-profit private entities.”

In FY '78, at the tinme when the DD Program operated under
the amendnents contained in PL 94-103, the States were requested
to submt budgets in four categories. The four required categor-
ies were:

Council Planning - This is the anount of funds used by
the Council for its staff, Council operations,
expense of neeting, and expense of devel opi ng and
producing the required State Pl an.

O her Planning - This is the anmount of funds used for
pl anning activities other than those identified
in Council planning.

Adm nistration - This is the anount of funds used by
the Adm nistrative Agency(ies) to carry out its
tasks of aiding in the devel opnent of the State
Plan, inplenmenting the prograns within the State
Pl an, and providing admnistrative and fisca
support to the State DD Planning Council. There
can be no nore than 5% or $50,000, of the Federa
Basic Formula Grant used for this purpose in any
State.

Services - This is the anount of funds used to fil
identified gaps in the service system (Gaps in
the service systemare filled by providing seed
nmoney for new programnms, provide augnentation to
exi sting progranms, and/or support specific iden-
tified services for individuals or groups of

individuals,. In FY '78, at |least 30% of the
Federal Basic Formula Grant was to be used for
prograns in deinstitutionalization. In FY '79

and '80, the States were to strive to use at

| east 65% in one or nore of the four priority
service areas or an approved State specific
option service area.

Table 5 shows the amounts and percent of Federal Basic
Formul a Grant funds expended in each of the four budget categories
for each of the three fiscal years by the States and Territories
participating in the DD Program



TABLE |1-5., AMOUNT AND PERCENT OF FEDERAL BASIC FORMULA GRANT FUNDS EXPENDED FOR COUNCIL PLANNING, OTHER
PLANNING, ADMINISTRATION, AND SERYVICES FOR FY '78, FY 179, AND FY '80 BY STATES PARTICIPATING IN THE
DEVELOPMENTAL DISABILITIES PROGRAM

Total Counci | Othear Adminis~-
Fiscal appropriation planning planning tration Services
- year Amount 3 Amount % Amount % Amount £ Amount 4

Fiscal '78 { $30,058,000 100 $4,074,833 13.6 $2,673,384 8,9 § 684,598 2,9 $22,425,185 74,6
Fiscal '79 35,331,000 100 6,596,444 18.6 2,118,963 6.0 805,549 2.3 25,810,044 73,1

Fiscal *80 43,180,000 100 7,557,948 17.4 1,688,991 3,9 1,068,622 2,5 32,884,439 76.2

In FY '78, the total Federal appropriation of Part C nonies
under PL 94-103 was $30,058,000. O these nonies, 13.6% was ex-
pended for Council Planning, and 8.9% was expended for other types
of planning activities. There was 2.9% of the Federal all otnent
used for admnistration in FY '78. There was 74.6% of the Federal
allotment used to provide services to individuals who were devel -
opnental ly disabled. The total dollar anount of Basic Federa
Formul a funds expended for services in FY '78 was $22, 425, 185.

There was an 18% increase in the Basic Fornula funds appro-
priation in FY '79 over the FY '78 level. The total appropriation
was $35,331,000. O this anpunt, 18.6% was expended for Counci
pl anning and 6.0% for other planning activities. There was only
2.3% of the Federal funds used for admnistration in FY '79, a
decrease of six-tenths of a percent over the FY '78 level. The DD
community spent 73.1% of the Basic Formula nonies on services for
t he devel opnental |y di sabl ed, or $25, 810, 044.

There was a 44% increase in the Federal Basic Formula funds
appropriation in FY '80 over the FY '78 level. The total appro-
priation was $43,180,000. There was 76.2% of this noney expended
for services for the developnentally disabled during this year.
Only 2.5% of the noney was expended for adm nistration. The
Councils used 17.4% of the noney for Council planning, and 3.9%
was expended for other types of planning activities.

It is apparent that the change in PL 95-602 requiring 65%
of the Basic Formula Grant funds to be expended for priority ser-
vices has not had a significant inpact on the percentage of expen-
ditures for services in the DD Program The percentage of expen-
ditures of Federal Basic Formula funds for services in FY '80

increased only 1.6% over the FY "78 level. The percentage of
expenditures for services in FY '79 decreased 1.5% fromthe
FY '78 level. However, these changes in percentage between the

three fiscal years do not represent a significant change in
program expendi ture of funds.



It is of interest to examne the category of expenditures
by the various States over the three year period. As to the in-
formation contained on the next three tables, it is inportant to
recogni ze the conposition of the States which are located in each
of the ten regions of the Departnment of Health and Human Servi ces.
Generally, the information presented indicates that those regions
whi ch have a majority of mninum allotnment States contribute a
| ower percentage of the Federal Basic Formula funds to services
than those States which exceed the m ni mum all ot nent.

One major factor in the above occurrence is that in the
| esser popul ated States, there are great distances to travel and
a significant rural area to cover in the service system Al so,
the required conposition of the DD Council and m ninmum staffing
pattern are identical within the law. Therefore, there is a m n-
I mum cost incurred for Council planning and operation no matter
the size of the appropriation. It is denonstrated in the next
pages that the mninmum allotnment States require a |arger percent-
age of their Basic Formula funds to operate their Councils than
do the nore populous and affluent States.

Table 6 shows the anount and percent of Federal Basic
Formul a funds expended by States for Council planning, other
pl anni ng, adm nistration, and services for FY '78 displayed in
Heal th and Human Servi ces Regi ons.

TABLE JI-6, AMOUNT AND PERCENT OF FEDERAL BASIC FORMULA FUNDS EXPENDED BY STATES FOR COUNCIL
PLANNING, OTHER PLANNING, ADMINISTRATION, AND SERVICES FOR FY '78 DISPLAYED 8Y HEALTH AND HUMAN
SERVICES REGIONS

Health &
Human No. Total Council Cther Adminis=-

Services of appropriation planning planning tration Services
Region Etate Amount  § Amount % Amount % Amount % Amount  §
Region | 6 |$ 1,926,673 100 $§ 387,151 20 % 189,26t 10 $ 84,338 4 $ 1,267,983 66
Region 11 4 3,557,125 100 383,567 11 8,500 0 0] 0 5,165,058 8%
Region (11 6 1,495,104 100 297,648 11 562,911 16 87,904 3 2,446,647 70
Region 1V g 5,441,164 100 641,748 12 948,995 17 161,548 3 3,688,873 68
Region ¥ 6 5,840,951 100 778,070 13 356,223 6 212,180 4 4,494,478 77
Reglon VI 5 3,226,297 100 217,271 7 50,000 2 146,503 4 2,812,523 &7
Reglon ¥li| 4 1,627,168 100 43,128 3 432,416 26 44,870 3 1,106,754 68
Region Vil 6 1,060,086 100 318,94 30 61,706 6 37,041 3 642,375 61
Region IX 5 2,872,941 100 613,315 21 30,440 1 74,687 3 2,154,499 75
Region X 4 1,010,451 100 296,03t 29 32,932 3 35,527 4 646,001 64
Total 54 | $30,058,000 100 34,076,893 13 $2,673,384 9 %884,598 3 $22,425,185 75




In FY ' 78, the percent of Federal Basic Formula funds used

for Council planning ranged from30% in Region VIII, which has a
majority of mnimm funded States, to 3% for the States in Region
VIl. The 3% for Region VII States nust be viewed in the |ight of

these States expending 26% of the Basic Fornula Grant funds for
pl anning activities other than Council planning.

In FY ' 78, the percent of Federal Basic Fornula funds used
for other planning activities ranged from 26% for the States in
Region VIl to the States in Region Il which used |ess than one
percent for this purpose. It nust be pointed out that specific
instructions as to itens and activities listed under this budget
category were not clarified, and in nmany cases a State option.
Therefore, a conposite picture of the planning activity for the
State DD program may be seen by conbining the anount contained
under Council planning and ot her planning.

The percentage used for adm nistration ranged between 4%
for States in several HHS regions to the States in Region Il which
did not use any Federal funds for this purpose in FY '78.

The percentage of Federal funds used for services in FY '78
ranged from8y% for the States in Region Il to 61% for the States
in Region VII1. Again, it nust be pointed out that Region VIII is
alnost entirely conposed of mninum allotnent States, as are nmany
of the regions which have the |ower percentage of funds expended
for services.

Table 7 contains the amount and percent of Federal Basic
Formul a funds expended in the four budget categories by States in
FY ' 79.

TABLE |1-7, AMOUNT AND PERCENT OF FEDERAL BASIC FORMULA FUNDS EXPENDED BY STATES FOR COUNCIL PLANNING,
OTHER PLANNING, ADMINISTRATION, AND SERVICES FOR FY '79 DISPLAYED BY HEALTH AND HUMAN SERVICES REGIONS

Health &

Human Ho Total Council Other Adminis~

Services of appropriation planning planning tration Services

Region hiatey Amount % Amount & Amount £ Amount & Amount &
Region | 6 | % 2,225,854 100 $ 594,324 26 $ 18,774 t % 56,217 3 § 1,556,539 70
Region It 4 4,327,186 100 534,415 12 9,000 0 56,000 1 3,727,711 86
Region |11 6 4,073,128 100 983,293 24 158,740 4 74,0214 2 2,857,074 70
Region |V 8 6,169,669 100 756,930 12 536,532 9 147,631 2 4,734,576 77
Region V 6 6,444,218 106G 1,523,455 23 621,558 10 192,466 3 4,106,739 &4
Region VI S 3,665,806 100 364,314 10 225,763 6 70,497 2 3,005,232 82
Region VI 4 1,789,600 100 93,227 5 357,395 20 62,199 4 1,276,779 71
Region Vi1 6 1,606,695 100 509,822 31 61,849 4 44,024 3 991,000 62
Region IX 5 3,718,611 100 792,394 21 129,352 4 66,591 Y4 2,730,274 73
Region X 4 1,310,233 100 450,270 4 0 o 35,903 3 824,060 63
Total 54 | $35,331,000 100 $6,596,444 19 $2,118,963 6 $805,549 2 5%25,810,044 73




Counci | planning required 19% of the appropriation in
FY '79. The range of expenditures was from31% for the States in

Region VIl to 5% in Region VII. However, Region VII had the
hi ghest percent of funds used in other planning activities, wth
20% going for this purpose. Region Il States had |ess than one

percent of funds for other planning in FY '79.

Only the States in Region VII had 4% of their funds ex-
pended for admnistration. There were States in four regions
whi ch expended 3% for this purpose. The States in Region Il
expended 1% for adm nistration.

There was 73% of the Basic Formula G ant funds expended for
services in FY '79. The range in percent was from 62% on the |ow
end to 86% on the top end of the range.

Tabl e 8 shows that 76% of the Federal Basic Fornula was
used for services in FY '"80. Seventeen percent was used for
Counci | planning and 4% was used for other planning. Three percent
of the Federal Basic Fornmula funds was used for adm nistration.

TABLE J1-8, AMOUNT AND PERCENT OF FEDERAL BASIC FORMULA FUNDS EXPENDED BY STATES FOR COUNCIL PLANNING,
OTHER PLANNING, ADMINISTRATION, AND SERVICES FOR FY 180 DISPLAYED BY HEALTH AND HUMAN SERYICES REGIONS

Health &

Human Noa Total Council Other Adminis=

Services of appropriation planning planning traticn Services

Region Etates Amount & Amount & Amount % Amount & Amount  §
Kegion | & | $ 2,539,260 100 % 589,482 23 3 153,213 6 § 55,392 2 % 1,740,073 69
Region 11 4 5,404,409 100 724,834 13 37,846 1 97,576 2 4,543,153 B4
Region it 6 4,906,745 100 674,181 14 240,206 5 146,423 3 3,845,933 78
Region 1V ] 7,814,941 100G 976,350 12 279,429 4 238,596 3 6,320,360 81
Reyion ¥ 6 8,143,885 100 1,796,341 22 399,556 5 231,040 3 5,716,948 70
Keyion VI 5 4,553,776 100 325,318 7 576,739 i3 87,124 2 3,564,595 78
kegion ¥II 4 2,242,610 100 396,615 18 0 0 53,842 2 1,792,153 80
Region %111 6 1,695,570 100 544,922 32 ] 0 65,526 4 1,085,122 64
Region IX 5 4,348,206 100 1,087,600 25 0 0 78,559 2 3,172,047 73
Region X 4 1,530,598 100 412,196 27 ] 0 14,544 i 1,103,855 72
Totai 54 | 343,160,000 100 37,537,848 17 31,688,991 4 51,068,622 3 $32,584,43% 76

There was a range of 32% of funds used in FY '80 for Council
planning in Region VIIl to 7% in Region VI. However, it nust be
noted that the States in Region VI used 13% of the Basic Formnula
funds for other planning activities during FY '80. The States in
Region VIl through X had no expenditures in other planning activi-
ties listed in FY '80.



~ The percentage of nonies used for admnistration renai ned
consistent 1n FY '80 when conpared to prior years.

There was 64%of the nonies in the States in Region VI |
expended for services in FY '80. The States in Region |l expended
84%of their allotrment for this purpose.

In summary, it is apparent that a certain percent of Basic
Formula Grant nonies are needed to inplement PL 95-602 and get
maxi mum participation fromthe DD coomunity. However, it is also
apparent that the DD commnity is exceeding the requirenment of 65%
expenditures on services and service related activities and has so
exceeded this nandate in each of the last three fiscal years.



SERVICES PROVIDED

There were a variety of different services provided to
i ndividuals who are devel opnentally disabled as a result of the
activity of the State Planning Councils and Adm ni strative Agen-
ciesinFY'78, FY'79, and FY '80. Approximately 75 cents of every
Federal Basic Fornula dollar was spent on services in each of the

three years.

The type of services which were purchased for the devel op-
mentally disabled varied from State to State as each Council sur-
veyed the needs and explored the gaps in the service system It
is apparent that there are a variety of services which nust be
provided for the devel opnental ly disabled since a person nust have
a "need for a conbination and sequence of special, interdisciplin-
ary, or generic care, treatnent, or other services which are of
lifelong or extended duration and are individually planned and
coordinated" in order to be diagnosed as devel opnental |y disabl ed.

In FY '78, the OD Program under PL 94-103 focused on sixteen
services which were listed in those anmendnents to the Devel opnent al
Disabilities Act. The sixteen services listed in the Act were:

D agnosi s

Eval uati on

Tr eat nent

Personal care

Day care

Domciliary care

Special living arrangenents
Tr ai ni ng

Educati on

Shel tered enpl oynent
Recreati on

Counsel i ng

Protection and social services
Information and referral

Fol | ow al ong

Transportation

Federal funds were used to provide services in any one or
all of the above service areas in FY '78. The areas selected by
each State Planning Council and Adm nistrative Agency depended
upon the identified need and results of the planning process.

In FY '79, the focus of the DD Programwas narrowed wth
the introduction of four priority service areas in PL 95-602. The
term 'services for persons with devel opnental disabilities' is
stated as "priority services (as defined in subparagraph (B)), and
any other specialized services or special adaptations of generic
services for persons with devel opnental disabilities..."



The DD community began to hold conferences on the four
priority service areas attenpting to understand and inplenent this
new enphasis in the DD |l egislation. Section 102 of PL 95-602,
paragraph B contains the definition of priority service:

The term ‘priority  service means ease  management
services (as defined in  subparagraph ©), child de
velopment  services (as defined in  subparagraph (D)),
alternative community living arrangement services
(as defined in  subparagraph (E)), and  nonvocational
social developmental services (as defined in Subpara-

graph  (F)) .

The authors of the |egislation defined, as one can see from
the text, each of the four priority services, listing many of the
si xteen services listed in PL 94-103 under the appropriate prior-
ity service area.

The DD Councils and Adm ni strative Agencies were given the
mandate to select at l|least one and no nore than two of the four
priority areas and to expend at |east 65% of the Federal Fornula
appropriation for progranms in that or those priority area(s)
sel ect ed.

There is broad latitude as to the type of program or support
servi ces which can be funded under each of the four priority ser-
vice areas. The service activities which can be supported through
the use of Federal Fornula funds are contained in Section 133 of
PL 95-602, Paragraph (4)(B)(iv). The paragraph is as foll ows:

For purposes of this subparagraph, the term 'service
activities includes, with  respect to an area of ser-
vice, provisons of services in the area, model  service
programs in the area, activities to increase the capa-
city of ingtitutions and agencies to provide services
in the area, coordinating the provision of services in
the area with the provison of other services, outreach

to individuals for the provision of services in the
area, the training of personne to provide services in
the area, and similar activities designed to expand.

the use and availability of services in the area
PL 95~602,5ec.133(4)(B}{(iv)

The DD community had been providing prograns and services
in the four priority areas prior to the passage of PL 95-602.
Table 9 shows the expenditure of Federal Fornula nonies for
services by programcategories for FY '78, FY '79, and FY '80.
For the purposes of this report, the prograns funded with Federal
Formul a dollars have been divided into ten categories. The
categories are:



The first four

Chi | d devel opnent
Case managenent
Al ternative living arrangenents

Nonvocati onal social devel oprrent
Tr ai ni ng

Enpl oyment / vocat i onal devel opnent
Advocacy

St andar ds/ needs assessnent
Publ i c awar eness
Counci | activities

categories of service prograns are the four

priority service areas contained in PL 95-602 heretofore refer-

enced.
this report

The definition of each of these areas of service used for

is the definition contained in PL 95-602. These

definitions are as foll ows:

The
services as
cation,
children,

in

Vices,

(iii)
ties,

developmental

The
persons

them

ucational,
(i)
continuing
an agency or
disability
guardians,
family

(i1)

(and
programs

the

sons
to
on
son's

The
means
opmental

tial

services means  such
the  prevention, identifi-
alleviation of developmental disabilities
and includes ) early intervention  ser-
counseling and training of  parents,

early identification of  devleopmental
(iv)  diagnosis and evaluation of

disabilities.

‘child
will

development
assist in

term
and
(i)

and

disabili-
such

PL 95-602,Sec.102(8)(D)

services to
will assist
medical, ed-
term  includes —

‘case management ' means  such
developmental disabilities as
in gaining access to needed social,
and other  services, and  such
follow-along  services  which ensure, through a
relationship, lifelong if necessary, between
provider and a person with a developmental
the person's immediate relatives or
that the changing needs of the person and
are recognized and appropriately  met; and
coordination of  services which provide to per-
with developmental disabilities support, access
coordination of) other Services, information
and servicess, and monitoring of the per-
progress.

term
with

and

PL 95-602,S5ec.102(8)(C)

living arrangements
persons with devel-
suitable residen-
and includes

community
assist
maintaining
community,

term ‘alternative
such services as will
disabilities in

arrangements  in  the



inhouse  services (such as  personal aids and attendants
and other domestic assistance and supportive services).

family support services, foster care services, group
"living services, respite  care, and saff training,
placement, and maintenance  services.

PL 95-602,Sec.102(8)(E)

The term "'nonvocational social-devel opmental ser-
viceSs means such services as will assist persons with
developmental disabilities in performing daily living

and work activities.
PL 95-602,Sec.102(8)(F)

There are six additional categories of prograns funded by
Federal noni es expended for service projects in FY '78, FY '79,
and FY '80 in this report. The definitions used for prograns
funded in each of these categories are as follows:

Training is a category which contains progranms such as nman-
agenment training of a variety of personnel, general conferences
and semnars for professionals, para-professionals and the genera
public on specific issues concerning individuals who are devel op-
mental ly disabled and all other training prograns in which specific
topics and/or target populations were not specifically identified.

Enpl oynment / vocati onal devel opment contains all prograns in
whi ch enpl oynent and/or specific occupational and vocati onal
i nstruction was conduct ed.

Advocacy contains all the prograns in which the Council and
Adm ni strative Agency provided financial support to the State des-
i gnated advocacy agency and advocacy prograns conducted within the
State by organizations other than the State designated advocacy
agency.

St andar ds/ needs assessnent category contains prograns iden-
tified as establishing standards for services for the devel op-
mental |y di sabl ed, conducting needs assessnent and/or devel oping
eval uation tools and procedures for services provided to individ-
ual s who are devel opnental |y di sabl ed.

Publ i c awareness category contains all progranms in which
media materials were prepared, public awareness canpai gns con-
ducted, and public relations activities carried on which attenpted
to informthe general public about the needs and abilities of
i ndi vidual s who are devel opnental |y di sabl ed.

Council activities is a category that contains those
service prograns specifically related to the devel opnent of the
skills, know edge and operation of the nmenbers of the Councils in
bei ng or becom ng nore effective Council nenbers.



Each of the service prograns funded in each State in FY '78,

Fy '79,

and FY '80 was placed 1n one of the ten categories.

TABLE 11-9, NRUMBER OF PROJECTS, AMOUNT AND PERCENT OF FEDERAL FORMULA RESOURCES USED FOR SERVICE
ACTIVITIES IN FY 78, FY *79, AND FY '80 BY CATEGORICAL HEADINGS FOR ALL STATES AND TERRITORIES
PARTICIFATING IN THE DEVELOPMENTAL DISABILITIES PROGRAM

Fiscal '78 Fiscal '79 Fiscal 180
Category of No.of Nosof No.of
. project Projs. Amount g Proj. Amount % Proja. Amount 4
Child Development 111§ 2,638,042 11.8 159 § 3,944,961 15,3 208 $ 5,441,543 16.6
Case Management 29 833,325 3e7 25 1,168,849 4.5 76 2,9%0,171 2.0
Alternative Liv. Arrg. 258 8,313,648 37.1 271 8,744,885 33.9 285 11,641,408 35.4
Nonvoc. Social Devel. 209 3,901,899 17.3 224 4,732,156 18,3 208 6,060,840 18.4
Training 20 734,415 3.3 31 1,285,233 5.0 34 1,122,501 3.4
Employment/Voc. Devel. 61 1,184,897 5.3 60 1,066,260 4.1 24 918,269 2.8
Advocacy 52 2,935,637 13.1 n 3,214,136 12,5 47 2,894,019 8,8
Standards/Needs Asses, 19 581,916 2.6 17 - 530,267 2.1 15 395,927 1.2
Public Awareness 49 738,310 3.3 43 437,693 1.9 36 633,280 1.9
Council Activities 30 563,096 2.5 35 615,606 2.4 24 826,481 2.5
Total 638 $22,425,185 100 942 $25,810,044 106 957 $32,884,439 100
There was a total of $22,425,185 of the Federal Formul a
funds used for 838 different service activities in FY '78. Nearly

70% of these funds was used for service activities

in one of the

Over

f our Eriority areas of services identified in PL 95-602.

one-third, 37.1% of all service nonies was used in the area of
alternative living arrangenents. Nonvocational social devel op-
mental service activities received 17.3%of the funds, child

devel opnent service activities 11.8%of the funds, and 3.7% of the

funds went to the case managenent area of service.

Advocacy prograns received 13.1% of the service noney in
FY '78. Enpl oynent/vocational devel opnent received 5.3% training
3.3% and public awareness 3.3% of the service noney expended.
The Councils and Adm ni strative Agenci es expended 2.6% of the
noni es for the devel opnent of standards, and 2.5% for Council
devel opnent and awar eness.



In FY '79, $25,810,004 of the Federal Formula funds were
expended for service activities. O this anmount, 72% was expended
for activities in the four priority service areas identified in
PL 95-602. Just over one-third, 33.9% of the service dollars was
expended in the area of alternative living arrangenents. There
was 18. 3% expended for nonvocational social devel opnent, 15.3% for
child devel opnent, and 4.5% for case nmanagenent.

Advocacy prograns received 12.5% of the service nonies in
FY '79. Enploynent/vocational devel opnent prograns received 4.1%
and training projects received 5 0% of the funds. Public aware-
ness prograns received 1.9% of the funds. Council devel opnent was
supported wth 2.4% of the funds, and 2.1% of the funds was used
to devel op standards for the DD Program

In FY '80, $32,884,439 of the Federal Fornula funds were
expended for service activities. O this anmount, alnost 80% was
expended for activities in the four priority areas of service. As
in FY '78 and FY '79, just over one-third of all service funds,
35.4% was used for services for alternative living arrangenents.
Al nost the sane percentage as was expended in FY '79 was expended
for nonvocational social developnent in FY '80. Child devel opnent
prograns received 16.6% of the funds in FY '80. The category
which received the largest increase in percentage of service
nmonies in FY '80 conpared to FY '79 was case managenent. N ne
percent of the service dollars was spent for case managenent
prograns in FY '79.

Advocacy prograns received 8.8% of the service dollars in
FY '80. Enpl oynent/vocational devel opnent received 2.8% and
training was funded with 3.4% of the service dollars. Exactly the
sane percent of funds was expended in FY '80 as was expended iIn
FY '79 for public awareness progranms, while 2.5% was expended for
Counci | devel opnent, and 1.2% expended for the devel opnent of
st andar ds.

Tabl e 10 contains a conparison of the percent of Federa
Formul a funds expended for services between FY '78, FY '79, and
FY "80 by all 54 States and Territories participating in the DD
Program The information on the table shows the increase or
decrease in percent of funds used in FY '79 and FY '"80 for pro-
grans in each category when conpared to the percent expended in
FYy ' 78.

The overall change in percent of expenditure over the three
year period cane in the area of programs in the four priority ser-
vice areas. There has been an increase of 9.5% in the percentage
of funds expended in the four areas of service conpared to the
percent age expended in FY '78. Case managenent prograns received
the largest increase in percentage of funds, closely followed by
the prograns in the area of child devel opnent. The percentage
provided for alternative living arrangenent prograns decreased
fromFY '78 to FY *80. It nust be kept in mnd that there was a



Fiscal '78 Fiscal 179 Flscal '80
Increase/ Increase/
Category of Percent of Percent of decrease Percent of decrease

project funds funds from FY'78 funds from FY'78
- Priority Area Total 69.9 72,0 + 2.1 79.4 + 9.5
Child Development 11.8 15.3 + 3.5 16.6 + 4.8
Case Management 3.7 4,5 + .8 2.0 + 5.3
Alternative Liv.e Arrge 37.1 33.9 - 3.2 35.4 - 1.7
Nonvoc. Social Devel. 17.3 18,3 + L0 18.4 + 1.1
Other Direct Service Total 21,7 21.6 - . 15.0 - 6.7
Advocacy 13.1 12.5 - 6 8.8 - 4.3
Employment/Voc. Devel. 5.3 4.1 -~ 1.2 2.8 - 2.5
Training 3.3 3.0 + .7 3.4 + .
Support Service Total 8.4 6.4 - 2.0 5.6 - 2.8
Public Awareness 3,3 1.9 - 1.4 1.9 - l.d
Standards/Needs Asses. 2.6 2.1 - 5 1.2 - 1.4
Council Activities 2,5 2.4 - .l 2.5 0

consi derabl e increase in the dollar anount expended for services
between FY '78 and FY '80. Therefore, although the percentage of
funds decreased between the funding years for alternative I|iving
arrangenents, the actual dollar amunt increased in FY '80 over
that expended in FY '78 by over $3.3 mllion. There was a 1.1%
increase in the percentage devoted to prograns in nonvocati onal
soci al devel opnental areas of service fromFY '78 to FY '80.

The percentage devoted to prograns in advocacy decreased
from13.1% in FY '78 to 8.8% in FY '80. Enploynent/vocati onal
devel opnent progranms went fromthe 5.3% funding level in FY '"78 to
2.8% in FY '80. The percent of funds used for training rose in
FY '79 fromthe FY '78 level but returned to the FY '78 level in
Fy ' 80.

Progranms in the support services of public awareness,
st andar ds/ needs assessnent, and Council activities experienced a
decrease in the percent of funding level fromFY '78 to FY '80.
However, the actual dollar anmount for progranms in these three
areas actually increased fromFY "'78 to FY '80 because of the
increase in the anount expended for service projects in FY '80
over the anount expended in FY '78.



In sunmary, the inplenentation in the change in the defin-
ition of devel opnental disabilities fromthe one contained in
PL 94-103 to the one contained in PL 95-602 apparently has not
affected the services provided wth the Federal Formula funds by
the DD Pl anning Councils and Adm nistrative Agenci es.

The apparent effect of PL 95-602 on the provision of ser-
vices is that States are, in fact, focusing alnost all of their
service dollars in the four priority service areas. In FY '78,
the States expended 75% of the Federal Fornula dollars for
services, of which 70% went into prograns in the four priority
areas of service identified in PL 95-602. In FY '79, the States
expended 73% of the Federal Formula funds for services, of which
72% went into progranms in the four priority service areas. In
FY '80, over 76% of the Federal Fornula funds was spent for ser-
vices, of which alnost 80% went into prograns in the four priority
areas of service identified in PL 95-602.

The percent of Federal Formula Grant resources used for
servi ces renained constant over the three year period. However,
in FY '78, 70%was used for prograns in the four priority service
areas, while in FY '80, alnost 80% was used in these four areas
of service. This 10% increase in the percentage of funds devoted
to the priority service areas clearly denonstrates that the DD
community is focusing its resources on the areas of services
identified in the law and conplying with the program direction
and mandat e.



POPULATI ONS SERVED

The Federal Formula Basic State Grant nonies of PL 94-103
and PL 95-602 are used, as has been denonstrated, in four prinary
activities. The four prinmary activities are:

Counci | pl anni ng

Q her planning activities

Adm ni stration

Service activities and prograns

The breakdown of expenditures of the Federal Formula funds
has been heretofore provided in this report. The expenditure of
funds can be categorized into three categories in order to ascer-
tain tPefd|gab|I|ty groups which were served through the expendi -
ture of funds.

_ The nmandated report requires that "the nunber of persons
wth devel opnental disabilities in each category served before and
after such date of enactnent” be included in the report. However,
because of the fact that much of the Federal Basic Formula G ant
funds are used in support and augmentation of existing prograns,
accurate and valid population statistics are difficult to present.
The actual nunber of persons served through Federal Fornula funds
can legitimately be listed as the entire estinated devel opnenta
disabilities population of 5.2 mllion in FY "78, or 3.9 mllion in
FY '80, or as the total nunber of individuals involved in specific
projects fully or partially funded with Federal Formula G ant funds.

_ Since Federal Basic Formula Gant funds are used for a
variety of activities including conprehensive planning, devel oping
the network of services, and providing seed nonies for specific
program activities, enuneration of the popul ation served has been
omtted fromthis report. It is assumed that the tracking of the
Federal Basic Forrmula dollars to the appropriate disability grou
provides nore reliable data as to the inpact of the definition o
devel opnental disabilities in PL 95-602 than would a forced or
I nconpl ete enuneration of the popul ati on served.

The first category of expenditures is those expenditures
whi ch include the support of the Council, all planning activities,
and the expenditures for admnistration. The expenditures in this
group woul d enconpass the entire devel opnental disabilities com
munity within the State, and therefore these expenditures shoul d
be distributed in accordance to the estinmated percentage of each
disability group within each State. Table 11 contains the anount
and percent of Federal Basic Formula funds used for Council plan-
ning, other planning, and admnistration in the three fiscal years
of the report.

There was a total of $7,632,815 of Federal Formula funds
used for planning activities and admnistration in FY '78.  this
amount, 53.4%was used for Council planning, 35%was used for other
pl anning activities, and 11.6% was used for program adm ni stration.



TABLE II-11. AMOUNT AND PERCENT OF FEDERAL FORMULA FUNDS USED FOR CQOUNCIL
PLANNING, OTHER PLANNING, AND ADMINISTRATION EY THE 54 STATES AND TERRI-
TORIES PARTTCIPATING IN THE DD PROGRAM IN FY '78, FY '79, AND FY '80

Program Fiscal 78 Fiscal '79 Fiscal '80
activity Amount % Amount % Amount 3

Council Planning | $4,074,833 53.4 | $6,596,444 69.3| $7,537,948 73.3

Other Planning 2,673,384 35,0 2,118,963 22,2 1,688,991 16.4
Administration 884,598 11.6 805,549 8.5 1,068,622 10.3
Total : $7,632,815 100 $9,520,956 100 | $10,295,561 100

There was a total of $9,520,956 of Federal Fornula funds
used for planning activities and admnistration in FY '79.
this anpunt, 69.3% was used for Council planning, 22.2%was used
for other planning activities, and 8.5% was used for program
adm ni stration.

There was a total of $10,295,561 of Federal Formula funds
used for planning activities and admnistration in FY '80.
this amount, 73.3% was used for Council planning, 16.4%was used
for other lanning activities, and 10.3% was used for program
adm ni stration.

The information presented in Section | of this report under
the topical heading of D sabled Population is used in order to
distribute the expenditures shown in Table 11 to the proper disa-
bility groups. Table 12 contains the results of that distribution
and shows the expenditures according to the relevant disability
groups for each of the three fiscal years.

TABLE 1I-12. AMOUNT AND PERCENT OF FEDERAL: FORMULA FUNDS EXPENDED FOR
PLANNING AND ADMINISTRATION DISTRIBUTED ACCORDING TO DISABILITY GROUPS
FOR FY '78, FY '79, AND FY '80

Disability Fiscal '78 Fiscal '79 Fiscal '80
group Anount 3 Amount % Amount %

Mental Retardation $4,999,494 65.5| $6,121,974 64.3|$ 5,641,967 54.8

Cerebral Palsy 717,485 9.4 1,161,557 12.2] 1,472,265 14.3
Epilepsy 1,663,954 21.8| 1,875,628 19.7| 1,791,428 17.4
Autism 114,492 1.5 142,814 1.5 164,729 1.6
Other 137,390 1.8 218,983 2.3 1,225,172 11.9

Total $7,632,815 100 $9,520,956 100 | $10,295,561 100




The DD Councils and Adm nistrative Agencies estinated that
the devel opmental disabilities community consisted of 65.5% of
i ndividuals who were nentally retarded in FY '78. It was esti-
mated that 9.4% of the DD community were individuals who were
cerebral palsied and 21.8% of the DD community were individuals
who had epilepsy. It was estimated that 1.5% of the DD community
was conposed of individuals who were autistic, while 1.8% of the
DD comunity were individuals who were disabl ed because of
econditions other than those |isted.

In FY '79, the estimate of the conposition of the DD com
munity did not change radically fromthat presented in FY '78.
The fact that nost State Plans were submtted for FY '79 prior
to the President signing PL 95-602 was reflected in that the DD
pl anners used the definition contained in PL 94-103 to nake their
estimates of the conposition of the DD popul ation.

The inpact of the definition of devel opnental disabilities
contained in PL 95-602 can be seen in the estinmated conposition of
the DD population in FY '"80. In this year, it is estimated that
54.8% of the DD community is nmade up of individuals who are nen-
tally retarded. The DD comunity consists of 14.3% of individuals
with cerebral palsy and 17.4% of individuals who are epileptic.
The individuals who are autistic represent 1.6% of the DD commun-
ity. It is estimated that conditions other than nental retarda-
tion, epilepsy, cerebral palsy and auti sm nake up 11.9% of the DD
community as a result of the inplenmentation of the definition of
devel opnental disabilities contained in PL 95-602.

The majority of Federal Basic Fornula funds were expended
for service activities and prograns. The expenditures for each
category of service activities has heretofore been enunerated.

The service activities funded by States with Federa
Formula Grant nonies can be divided into two groups in order to
assess the popul ations served by the service activities. The two
groups of service activities are:

1. Activities affecting the entire DD comunity;

2. Activities specifically funded for one or nore
di sability groups.

Each of the service activities and prograns funded during
the three year period of this report was assigned to one of the
two groups.

Al'l of the projects funded in the categories of training,
advocacy, standards/ needs assessnent, public awareness, and
Council activities were assigned to the group which affects the
the entire DD conmmunity.



It is assunmed that projects in the five categories |isted
above affect the entire DD community within the State. It is
understood that individual projects in each of the categories may
be targeted to a particular disability group or to a specific geo-
graphical section of the State. However, an analysis of the data
whi ch describes the service activities indicates that specifically
targeted prograns are not statistically significant when conpared
to the universe of service activities funded in the five categor-
ies of projects.

Tabl e 13 shows the amount of funds and percentage of Federa
Formul a funds used for each of the five categories of projects
which affect the entire DD community.

TABLE IT-13., AMOUNT AND PERCENT OF FEDERAL FORMULA FUNDS USED FOR SERVICE
ACTIVITIES IN TRAINING, ADVOCACY, STANDARDS/NEEDS ASSESSMENT, PUBLIC
AWARENESS, AND CQOUNCIL ACTIVITIES FOR FY '78, FY '79, AND FY '80 BY ALL
54 STATES AND TERRITORIES PARTICIPATING IN THE DD PROGRAM

Category of Fiscal '78 Fiscal '79 Fiscal ‘80
projects Amount % Amount $ amount %
Training $ 734,415 13.2| $1,295,233 21.1| $1,122,501 19.1
Advocacy 2,935,637 52.9| 3,214,136 52.2| 2,894,019 49.3
Standards/Needs 581,916 10.5 530,267 8.6 395,927 6.7
Assessment
Public Awareness 738,310 13,3 497,693 8.1 633,280 10.8
Council Activities 563,096 10.1 615,606 10.0 826,481 14.1
Total $5,553,374 100 $6,152,935 100 $5,872,208 100

There was a total of $5,553,374 Federal Formula funds ex-
pended for service activities which affected the entire DD comunity
in FY'78. The mgjority of these funds, 52.9% were devoted to
prograns in advocacy. There was 13.3%f the funds expended for
public awareness, 13.2% for training, and 10.5% for the devel opnent
of standards and needs assessnent. Council activities required
10. 1% of these funds.

There was a total of $6,152,935 Federal Fornula funds ex-
pended for service activities which affected the entire DD community



in FY '78, over 52% of these nonies was expended

There was 21. 1% of the noney used for

The devel opnent of standards and
the noney, and public awareness

of the noney was expended on

in FY '79. As
for advocacy prograns.
training activities in FY '79.
needs assessnent required 8.6% of
progranms required 8.1% Ten percent
Council activities in FY '79.

There was a total of $5,872,208 Federal Formula funds ex-
pended for service activities which affected the entire DD conmun-
ity in FY "80. Nearly 50% of these nonies was expended for pro-
grans in advocacy. Just under 20% was used for training, and 10.8%
was used for public awareness. There was 6.7% of the funds used
to devel op standards and needs assessnment. There was a total of
14.1% of the service funds expended in Council activities and
awar eness in FY '80.

It is assuned that the projects and service activities of
trai ning, advocacy, standards, public awareness, and Council acti-
vities are conducted for the benefit of the entire DD conmunity.
Therefore, the amounts of expenditures for these activities are
proportioned to the disability groups according to the best esti-
mate heretofore described for the three years. Table 14 contains
the results of the proportional distribution of the expenditures
for the projects and service activities which were conducted for
the general devel opnental disabilities popul ation.

TABLE II-14. AMOUNT AND PERCENT OF FEDERAL BASIC FORMULA FUNDS EXPENDED FOR
TRAINING, ADVOCACY, STANDARDS, PUBLIC AWARENESS, AND OOUNCIL ACTIVITIES
DISTRIBUTED BY DISABILITY GROUPS FOR FY '78, FY '79, AND FY '80

Disability Fiscal '78 Fiscal '79 Fiscal '80
group Amount % Amount 3 Amount %
Mental Retardation $3,637,460 65.5) $3,956,337 64.3] $3,217,970 54.8
Cerebral Palsy 522,018 9.4 750,658 12,2 839,726 14.3
Epilepsy 1,210,636 21.8 1,212,128 19.7 1,021,764 17.4
Autism 83,300 1.5 92,2%4 1.5 93,955 1.6
Other 99,960 1.8 141,518 2.3 698,793 11.9
Total $5,553,374 100 $6,152,935 100 $5,872,208 100




There was a total of $5,553,374 Federal Formula funds ex-
pended for training, advocacy, standards, public awareness, and
Council activities in FY '78. O this anobunt, 65.5% or $3, 637, 460,
was expended for individuals who were nmentally retarded, $522, 018,
or 9.4% for individuals who were cerebral palsied, and $1, 210, 636,
or 21.8% for individuals with epilepsy. There was 1.5% of this
anount expended for individuals who were autistic, and 1.8% of the
funds expended for individuals who were disabled by causes other
than those |isted.

There was a total of $6,152,935 Federal Formula funds ex-
pended for the five categories of service activities in FY '79.
O this anmobunt, $3,956,337, or 64.3% was expended for individuals
who were nentally retarded. There was a total of $750, 658 for
i ndi vi dual s who were cerebral palsied, and $1,212,128, or 19.7%
of the anount expended for individuals who were epileptic. There
was 1.5% expended for individuals who were autistic, and 2. 3% was
expended for individuals whose disability was caused by conditions
ot her than those I|isted.

There was a total of $5,872,208 Federal Formula funds ex-
pended for training, advocacy, standards, public awareness, and
Council activities in FY '80. O this anount, 54.8% or $3,217, 970,
was expended for individuals who were nentally retarded. There
was a total of $839, 726, or 14.3% expended for individuals who
were cerebral palsied, and $1,021, 764, or 17.4% expended for indi-
viduals who were epileptic. There was 1.6% of the funds expended
for individuals who were autistic. There was 11.9% or $698, 793,
expended for individuals whose disabilities were caused by other
than nmental retardation, cerebral palsy, epilepsy, or autism

The majority of Federal Formula funds was expended for
service activities in the four priority areas of service listed
in PL 95-602 and for enploynent/vocational devel opnent prograns.
These service activities were usually designed for individuals in
specific disability groups. Therefore, it is possible to identify
wth a great degree of confidence the amount of funds expended for
each disability group in five categories of service projects.
Tabl e 15 contains the amount and percent of Federal Fornula funds
expended for prograns in child devel opnent, case managenent,
alternative living arrangenents, nonvocational social devel opnent,
and enpl oynent/vocati onal devel opnent for each of the three years
covered by this report.

There was a total of $16,871,811 Federal Fornula funds ex-
pended for progranms in the four priority service areas and enpl oy-
ment in FY '78. Nearly one-half, 49.3% was expended for prograns
in alternative living arrangenments. There was 23. 1% expended for
progranms in nonvocational social devel opnent, and 15. 7% expended
for prograns in child devel opnent. There was a total of 4.9% of
the funds expended for case nmanagenent prograns, and 7% for pro-
granms in enploynment.



TABLE II-15. AMOUNT AND PERCENT OF FEDERAL FORMULA FUNDS USED FOR SERVICE _
ACTIVITIES FOR PROGRAMS IN CHILD DEVELOPMENT, CASE MANAGEMENT, ALTERNATIVE
LIVING ARRANGEMENTS, NONVOCATIONAL SOCIAL DEVELOPMENT, AND EMPLOYMENT/
VOCATIONAL, DEVELOPMENT IN FY '78, FY '79, AND FY ‘80 BY THE 54 STATES AND
TERRITORIES PARTICIPATING IN THE DD PROGRAM

Category of Fiscal '78 Figcal '7% Fiscal '80
programs Amount % Amount % Amount E)

Child Development $ 2,638,042 15,7 |$ 3,944,961 20.1|$ 5,441,543 20.2
Case Management 833,325 4.9 1,168,849 5.9 2,950,171 10.9
Altern. Living Arrg. 8,313,648 49.3 8,744,883 44.5} 11,641,408 43,1
Nonvoe, Social Dev, 3,901,899 23.1 4,732,156 24.1 6,060,840 22.4

Employment /Voc.Dev. 1,184,897 7.0 1,066,260 5,4 918,269 3.4

Total $16,871,811 100 | $19,657,109 100 | $27,012,231 100

There was a total of $19, 657, 109 expended for programs in
the four priority service areas and enploynment in FY '79. O this
amount, 44.5%was expended for prograns in alternative |iving
arrangenents, and 24.1% for prograns in nonvocational social de-
vel opment. There was 20. 1% of the funds expended for prograns in
child devel opnent in FY '79. Nearly 6% was expended for case
managenent prograns, and just over 5% was spent for enpl oynent
progr ans.

There was a total of $27,012,231 expended for prograns in
the four priority service areas and enployrment in FY "80. & this
amount, 43. 1% was expended for prograns in alternative living
arrangenents, and 22.4%for gro rans in nonvocational socia
devel opnent. There was 20. 2% of the funds expended for prograns
in child devel opnent in FY ' 80. hbarl¥ 11% was expended for case
managenent prograns, and just over 3% ftor prograns in enploynent.

_ The majority of service activities and prograns were de-
signed for specific individuals in an identifiable disability
group. Table 16 contains the distribution by disability group of
the anount and percent of Federal Fornula funds and for prograns
and service activities in the four priority service areas |isted
in PL 95-602 and for enpl oynent prograns.



TABLE II-16. AMOUNT AND PERCENT OF FEDERAL FORMULA FUNDS BY DISABILITY GROUP
EXPENDED FOR PROGRAMS IN CHILD DEVELOPMENT, CASE MANAGEMENT, ALTERNATIVE
LIVING ARRANGEMENTS, NONVOCATIONAL SOCIAL DEVELOPMENT, AND EMPLOYMENT IN
FY '78, FY '79, AND FY '80 BY THE 54 STATES AND TERRITORIES PARTICIPATING
IN THE DD PROGRAM

Disability - Fiscal '78 Figcal "79 Fiscal '80
group Amount % Amount % Amount 3

Mental Retardation | $12,653,858 75,0 $13,799,291 70,2($17,503,926 64.8

Cerebral Palsy 1,434,103 8.5 2,476,796 12.6 2,971,345 11.0
Epilepsy 1,771,540 10.5| 1,297,369 6.6} 2,296,040 8.5
Autism 759,232 4.5 982,855 5.0 1,080,489 4,0
Other 253,078 1.5 1,100,798 5.6| 3,160,431 11.7
Total 16,871,811 100 $19,657,109 100 | $27,012,231 100

There was a total of $16,871,811 Federal Fornula funds ex-
pended in the five categories of service areas in FY '78. & this
amount, 75% was expended for individuals who were nentally retarded.
There was just over 10% expended for individuals were were epil ep-
tic, and 8.5% for individuals who were cerebral palsied. There
was 4.5% expended for the autistic, and 1.5% expended for indi-
viduals with disabilities other than those |isted.

There was a total of $19, 657,109 Federal Formula funds
expended in the five categories of service areas in FY '79.
this anmount, just over 70% was expended for individuals who were
nentally retarded. There was 12. 6% expended for individuals who
were cerebral pal sied, and 6.6% expended for individuals who were
epi leptic. Five percent was expended for the autistic, and 5.6%
for disabilities other than those |isted.

There was a total of $27,012,231 Federal Formula funds ex-
pended in the five categories of service areas in FY '80. & this
amount, 64. 8% was expended for individuals who were nentally re-
tarded. There was a total of just under $3 mllion, or 11% of
the funds expended for individuals who were cerebral palsied, and
8.5% was expended for individuals who were epileptic. There was
4% expended for individuals with autism There was 11. 7% of the
service funds in the four priority areas and enpl oynent expended
for the disabled with conditions other than mental retardation,
cerebral palsy, epilepsy, or autismin FY '80.



Table 17 contains the distribution of all Federal Formnmul a
funds by disability groups for FY '78, FY '79, and FY ' 80.

The total anmount of Federal Formula funds expended in
FY '78 was $30, 058, 000. There was 70.8% of the funds expended
for individuals who were nentally retarded. There was 15.5% of
the funds expended for individuals who were epileptic, and 8.9%
expended for individuals who were cerebral palsied. There was
3.2% or just under one mllion dollars, expended for individuals
who were autistic. Just under one-half mllion dollars, or 1.6%
of the funds was used for individuals who were disabled for
reasons other than those |isted.

TABLE II-17. AMOUNT AND PERCENT OF ALL FEDERAL FORMULA FUNDS BY DISABILITY
GROUPS FOR FY '78, FY '79, AND FY 'S80

Disability Fiscal ‘78 Fiscal '79 Figcal '80

group Amount 3 Amount 3 Amount %

Mental Retardation | $21,290,812 70.81) $23,877,602 67.6 $26,363,863 61.1

Cerebral Palsy 2,673,606 8.9 4,389,011 12.4 5,283,336 12,2
Epilepsy 4,646,130 15.5 4,385,125 12.4 5,109,232 11.8
Autism 957,024 3.2 1,217,963 3.4 1,339,173 3.1
Other 490,428 1.6 1,461,299 4.2 5,084,396 11.8
Total $30,058,000 100 | $35,331,000 100 § $43,180,000 100

There was a total of $35,331,000 Federal Formula funds
expended in FY '79. O this anount, 67.6% was expended for indi-
viduals who were nentally retarded. There was a total of 12.4%
expended for individuals who were cerebral palsied, and 12.4%
expended for individuals who were epileptic. There was 3. 4% of
the Federal Fornmula funds expended for individuals who were auti s-
tic. A total of 4.2% of the funds was used for individuals who
were disabled for reasons other than those |isted.

There was a total of $43,180,000 Federal Formula funds
expended in FY '80. O this anount, 61.1% was expended for
i ndividuals who were nentally retarded. There was a total of
12. 2% expended for individuals who were cerebral pal sied, and



11. 8% expended for individuals who were epileptic. There was 3.1%
of the funds used for individuals who were autistic. There was
11. 8% used for individuals whose disability was other than nenta
retardation, cerebral palsy, epilepsy, or autismin FY '80.

Table 18 contains the difference in percent of expenditures
of Federal Fornula funds for each disability group for FY '79 and
FY' 80 when conpared to the expenditures in FY '78. This conparison
shows the apparent inBact of the inplenentation of the definition
of devel opnental disabilities contained in PL 95-602.

TABLE II-18. QOMPARISON OF THE DIFFERENCE IN THE PERCENT OF EXPENDITURES OF
FEDERAL FORMULA FUNDS FOR EACH DISABILITY GROUP IN FY '79 AND FY 'S80 FROM
THE EXPENDITURES IN FY '78

Percent Difference Difference
Disability expended in expenditure in expenditure

group in FY '78 in FY '79 in FY '80
M_ental Retardation 70.8 - 3.2 - 9.7
Cerebral Palsy 8.9 4+ 3.5 + 3.3
Epilepsy 15.5 - 34 - 3.7
Autism 3.2 + .2 + .1
Other 1.6 + 2.6 + 10.2

There was a decrease of 3.2%in the percent of Federa
Formul a funds used for individuals with mental retardation in
FY '79 fromthe percent used for this disability group in FY '78.
There was also a decrease of 3.1% in the percent of Federal
Formul a funds used for individuals with epilepsy in FY '79 from
the percent used for this disability group in FY '78. There was
an increase of 3.5% in the percent of Formula funds used for
individuals with cerebral palsy in FY '79 when conpared to the
Eercent_used for the group in FY '78. The percent was increased

y .2%in FY_"79 over the FY '78 percent |evel for autistic in-
dividuals. There was a 2.6% increase in the percent expended
for individuals wth disabilities other than those |isted.

There was a decrease of 9.7% in the percent of Federal
Formul a funds used for individuals with mental retardation in



FY '80 fromthe percent used for this disability group in FY '78.
There was a decrease of 3.7% in the percent of Federal Formula
funds used for individuals with epilepsy in FY '80 from the percent
used for this disability group in FY '"78. There was an increase

of 3.3% in the percent of Federal Formula funds used for individ-
uals with cerebral palsy in FY '80 when conpared to the percent
used for the group in FY '78. The percent was increased by .1% in
FY '80 over the FY '78 percent level for autistic individuals.
There was a 10.2% increase in the percent expended for individuals
with disabilities other than nental retardation, cerebral palsy,

epil epsy, and autismin FY '80.

The apparent affect of the inplenentation of the definition
of devel opnental disabilities contained in PL 95-602 the first two
years is an increase of just over 10% in the percent of projects
funded for individuals with disabilities other than those caused by

mental retardation, cerebral palsy, epilepsy, or autism



SERVICE PROVIDERS

There has been over the past three years an effort on the
part of the State DD Planning Councils and Adm ni strative Agencies
to identify the service network which is providing services to
i ndi vidual s who are devel opnental |y disabled. In order to effec-
tlvelﬁ di scover service gaps in the service network, it is appar-
ent that know edge of the total service systemnust be at hand.
Therefore, the requirenent in the State Plan to identify the agen-
cies and organi zati ons which provide services to individuals who
are devel opnentally disabled is an attenpt to have each Council/
Adm ni strative Agency |ook at the continuum of services frombirth
to death for individuals who are devel opnental |y di sabl ed.

The continuum of service is necessary because the individ-
ual s who are devel opnental |y disabled will require "a conbination
and sequence of special interdisciplinary or generic care, treat-
ment or other services which are of lifelong or extended duration
and are individually planned and coordinated.” There nust be
coordinated transitions between service agencies wthin specific
age groups and along the conti nuumof service in order for an
Individual to participate in a continuumof services and activi-
ties which allow the individual naxi num participation in society.

PL 95-602, Sec. 133, paragraph 3 instructs States to nmake
part of the Federal Formula funds available to public or non-
profit private entities. |In order to identifﬁ the service network
used for the service projects and activities heretofore descri bed,
each of the projects was examned as to the provider used by each
of the States. A variety of service providers were used by the
various States for inplenenting the programand activities speci-
fied in the State Plan. There were four categories of service
providers used in inplenenting the service activities and prograns.
The four categories of service providers used are:

Non-profit organi zations
Uni versities

State CGovernnents
Associ ati ons

PWNE

Non-profit organiations were used for their specialized
services and know edge in providing services to individuals who
are devel opnental |y disabled. Especially are non-profit organi za-
tions used in providing alternative living arrangenent facilities
and prograns and in providing nonvocational social devel opnent
prograns. Also, non-profit organi zations are sonetines used to
provi de enpl oynent/vocational devel opnent prograns for the devel -
oprent al | y di sabl ed.

Universities, especially Uniiversity Affiliated Facilities,
were used as service providers for service activities and prograns
within various States. Universities were especially used for



training activities and for technical assistance to Councils and
in the area of child devel opnent, especially in the area of pre-
vention and genetic counseling.

State Governnents were used because in many States the
State Governnent is the nmajor supplier of services to individuals
who are devel opnental |y di sabl ed. Federal Formula funds were
appropriately used to supplenment existing State prograns in order
to expand the provision of services to individuals not presently
served within those prograns. The augnentation of State prograns
is an appropriate and even a mandated activity for the use of
Federal Formula funds.

Associ ations were used as a resource in providing many
services. Miny State associations and |ocal associations operate
prograns for individuals who are devel opnental ly disabled. Asso-
ciations are especially active in providing alternative |iving
arrangenents such as group hones, respite care and alternative
living placenent progranms. Associations are also actively in-
volved in providing sheltered workshop experiences and enpl oynent
prograns for individuals who are devel opnental |y disabled. Many
of the public awareness prograns were inplenented by associations
at the State and local level through funding from funds provided
by the Federal Fornula Grant appropriation. State and |oca
Associ ations of Retarded Citizens, United Cerebral Palsy Asso-
ciations, Epilepsy Associations, and the National Society for
Autistic Children were the primary associations used in the pro-
vision of service activities and prograns in the three fisca
years of this report.

Table 19 shows the service providers used for service
activities and prograns funded by Federal Formula funds in FY '78,
FY '79, and FY '80. There were a total of 838 projects funded,
amounting to $22,425,185 of Federal Fornmula Grant funds in FY '78.
Non-profit organi zations received 47.8% of the funds, or $10, 716, 626.
Associ ations and State CGovernnents received an identical percentage
of the funds in FY '78. Associations received $4, 796, 223, or 21.4%
of the funds for a total of 190 service activities and prograns.
State Governnents received $4, 794,690, or 21.4% to inplenent 132
different service activities and prograns during FY '78. Univer-
sities in the various States received 9.4% of the Federal Fornula
funds used for service activities through which they conducted 82
different individual service activities or projects.

There were 942 service activities and prograns conducted in
FY '79, using a total of $25,810,044 of Federal Fornula G ant
funds. Al nost half of these funds, 49.9% were used to fund non-
profit organizations which conducted 487 separate service activi-
ties and projects involving a total of $12,892,6324. State Govern-
ments were enployed as resources with a total of $5,332,808, or
20. 7% of the service dollars in FY '79 to conduct 163 different
service activities and progranms. Associations were involved in



217 different service activities and prograns in FY '79 requiring
19.6%of the service dollars, or $5,066,620. Universities con-
ducted 75 individual service activities and prograns involving
$2,518, 292, or 9.8% of the anount of Federal Fornula funds used
for service activities in FY '79.

TABLE )1=19. AMOUNT, PERCENT AND NUMBER OF PROJECTS BY SERVICE PROVIDERS USED FOR ALL SERVICE
ACTIVITIES AND PROGRAMS FUNDED BY FEDERAL FORMULA GRANT FUNDS FOR FISCAL YEARS 78, '79, AND 780

Fiscal '78 Fiscal 179 Fiscal '80
No.of No.of No.of
Service Provider Proja. Amount A Proj. Amount 4 Proga. Amount g

Non=Profit Organizations | 434 310,716,626 47.8 | 487 $12,892,324 49,9 | 533 §$17,769,119 54,0

Universities 82 2,117,646 9.4 75 2,518,292 9.8 84 2,978,310 9.1
State Governments 132 4,794,690 21.4 | 163 5,332,808 20,7 | 152 6,444,537 19.6
Associations 190 4,796,223 21.4 | 217 3,066,620 19.6 | 188 5,692,463 17,3
Total 838 $22,425,185 100 | 942 $25,810,044 100 | 957 332,884,429 100

In FY '80, there was a total of $32,884, 429 expended by the
54 States and Territories participating in the Devel opnental D sa-
bilities Programfor service activities and prograns. This anount
funded a total of 957 individual service activities and projects.
Non-profit organizations inplenented 533 individual service acti-
vities and projects involving 54%of the funds, for a total of
$17,769, 119. State Governnents were involved in 152 of the pro-
grans requiring 19.6%of the funds, or a total of $6,444,537.
Associ ations received funds to conduct 188 individual service
activities and prograns requiring 17.3%of the service funds, or
a total of $5,6692,463. Universities inplenented 84 of the service
activities and ProLects in FY '80. These 84 service projects
i nvol ved 9.1% of the service dollars, or $2,978, 310.

There was a?parently little change in the selection of
service providers for service activities and prograns between

Fy '78 and FY '79 and FY '80. Table 20 contains a conparison of
the percentage of change in service providers used in FY '79 and
FY '80 conpared to those used in FY '78 for the service activities
by the several States and Territories participating in the DD
Programin the three fiscal years.



TABLE IT-20, COMPRRISON OF THE PERCENTAGE OF CHANGE IN SERVICE PROVIDERS
USED IN FY '79 AND FY 80 OOMPARED TO THOSE USED IN FY '78 FOR SERVICE
ACTIVITIES AND PROGRAMS FUNDED WITH FEDERAL FORMULA FUNDS

Percent Change 1n Change 1in
Service for FY '79 FY '80
__providers FY '78 from FY '78 from FY '78
Non~-Profit Organizations 47.8 + 2,1 + 6,2
Universities 9.4 + .4 - .3
State Governments 21.4 ~ .7 ~ 1.8
Associations 21.4 - 1.8 - 4.1

As can be seen, in FY '78, 47.8%of the Federal Formula
funds used for service activities was provided to non-profit
organi zations to inplenment service activities and prograns. In
FY '79, there was a 2.1% increase in the percent of funds provided
to non-profit organi zations for service initiatives, and in FY '80
there was an increase of 6.2%in the percentage of funds provided
to non-profit organizations for service initiatives.

As was pointed out in the section entitled Services Provi ded
of this section of the report, there was an increase in the nunber
of service activities and prograns and the percentage of noney used
for activities in the four service areas identified in PL 95-602
in FY '80, and non-profit organizations are the nmajor provider of
these types of services in nost of the States. Therefore, the in-
crease of 6.2% in the percentage of nonies provided to non-profit
organi zations is consistent with the increase in activities involv-
ing the four priority service areas.

Uni versities received 9.4%of the funds in FY '78 and ex-
perienced a four-tenths of one percent increase to 9.8%in FY '79
fromthe FY '78 level. In FY "80, the universities' percentage
decreased three-tenths of one percent, which is not a significant
statistical decrease, and therefore the universities renained the
same in the percentage of funding over the three year period as
the sel ected service provider for service activities anong the
various States.

_ State Governnents, which in sone States are the najor ser-
vice provider of services for individuals that are devel opnentally



di sabl ed, received 21.4%of the funds in FY '78. There was a
decrease of seven-tenths of one percent in FY '79 conpared to the
percentage received in FY '78, and a decrease of 1.8% in FY '80
fromthe FY '78 level. This decrease of less than 2% is not a
significant decrease in percentage since the increase in nunber of
dollars involved in FY '"80 was significantly nore than that in

Fy '78. State Governnents still experienced an increase in dollar
funding in service initiatives funded by Federal Formula G ant
funds during FY '80 over that in FY '78.

Associ ati ons experienced the |argest decrease in FY '80 of

any of the service providers over the FY '78 level. In FY '78,
t he associ ations received 21.4% of the Federal Formula Grant funds
involved in service initiatives. In FY '79, there was a decrease

of 1.8% which is not a significant decrease, and in FY '80, there
was a decrease of 4.1% under the level of the FY '78 percentage of
funding. This decrease is primarily caused by the enphasis put on
the four priority service areas and the lack of enphasis on public
awar eness and on prograns which affect the entire devel opnental
disabilities population of a State. A mgjority of the prograns
which were operated by the State associations were for progranms
that affected the particular disability group of the association
on a statew de basis, such as those in public awareness. In

FY '80, as has been reported, the enphasis shifted to an enphasis
on the four priority service areas, and therefore the prograns in
public awareness and other progranms such as training received | ess
enphasis, and therefore the decrease in this type of service
activity.

However, the service providers were essentially the sane
t hroughout the three fiscal years. There is no significant change
in the selection of service providers for service initiatives in
FY '79 and FY '80 fromthose selected in FY '78. Apparently there
is little inpact on the service providers by the change in defini-
tion which is in PL 95-602 fromthe definition of devel opnenta
disabilities contained in PL 94-103. The service providers that
served the severely involved devel opnmentally disabled individuals
in FY '78 still provided those services in FY '80. There was sone
shift in service providers to additional non-profit organizations,
primarily in the area of alternative living arrangenents and non-
vocational social devel opnent progranms. However, the shift was not
as great as the change in the disability groups served, as we have
recorded in the foregoing section of this paper. It is assuned
that the service providers of service activities and prograns
provi de services to individuals that have three or nore functiona
disabilities regardl ess of the cause of those disabilities. As
has been recorded, over 60% of the individuals are disabled be-
cause of nental retardation, who have been served through the
Devel opmental Disabilities Programin FY '80, and many of the
service providers which were selected for service initiatives and
prograns provide services for nentally retarded individuals and
I ndi viduals who have simlar types of service needs.



| MPACT OF DEFI N TI ON

The Federal Basic Forrmula fund is the |argest single appro-
priation conponent of the DD Pr og8r am anounting to al nost 70% of
the total appropriation for FY '80. Because of the magnitude of
funding for this conponent of the program it is inportant that
expenditures and conparisons between the three fiscal years be
carefully examned for signs of significant shift in patterns of
expendi t ur es.

Tabl e 21 shows a conparison of the expenditures of Federal
Formula G ant funds for planning and admnistration and for ser-
vices by the Councils and Admnistrative Agencies in each of the
three fiscal years.

TABLE II-21. AMOUNT AND PERCENT OF FEDERAL FORMULA GRANT FUNDS EXPENDED FOR
PLANNING AND ADMINISTRATION AND FOR SERVICES IN FISCAL YEARS '78, '79, AND '80
BY STATES AND TERRITORIES PARTICIPATING IN THE DD PROGRAM

Total appropriation | Planning/Administration Services
Fiscal Year Amount 3 Amount % Amount %
Fiscal '78 $30,058,000 100 $ 7,632,815 25.4 $22,425,185 74.6
Fiscal '79 35,331,000 100 9,520,956 26.9 25,810,044 73.1
Fiscal '80 43,180,000 100 10,295,161 23.8 32,884,439 76.2

The information on Table 21 shows that although there was
significant increase in the %Fpropriation | evel of Federal Formula
Qant funds between FY '78 and FY '80, there was little change in
the percent of the apPropriation used for services in the three
years. The percent of Federal Forrmula funds used for services
remai ned al nost 75% during each of the three years. Therefore,
the change in definition of devel opnental disabilities in PL 94-103
to the definition in PL 95-602 apparentl¥ had little inpact on the
percent of Federal Formula dollars used for services by the DD

comuni ty.



Tabl e 22 contains a conparison of the change in percentage
of Federal Fornmula funds used for service activities and prograns
in the four priority service areas, other direct service areas,
and support service areas in FY '79 and FY '80 from the percent
expended in each area of service in FY '78.

TABLE II-22, QOMPARISON OF PERCENT OF CHANGE OF FEDERAL FORMULA FUNDS USED
FOR SERVICE ACTIVITIES AND PROGRAMS IN THE FOUR PRIORITY SERVICE AREAS,
OTHER DIRECT SERVICE PROGRAMS, AND SUPPORT SERVICES IN FY '79 AND FY '80
FROM THE PERCENT OF FUNDS USED IN FY '78

Percent Percent of Percent of
Category of expended | change in FY '79 change in FY '80
program in FY '78 from FY '78 from Fy '78
Four Priority Service Areas 69.9 + 2.1 + 9.5
Other Direct Service Areas 21,7 - .1 - 6,7
Support Services 8.4 - 2.0 - 2.8

The information on Table 22 indicates that there was al nost
a 10% shift in the funding pattern in the utilization of Federa
Formula nonies fromFY '78 to FY '80. The shift occurred in the
i ncreased enphasis on the four priority service areas. Al nost 70%
of the funds expended for services in FY '78 was for activities
and prograns in the four priority areas of service. In FY '80,
the percentage of funds expended for prograns increased to al nost
80% of the service dollar expenditure.

There was a 6. 7% decrease in the percent of funds devoted
to other direct service activities, and a 2.8% decrease in the
funds expended for support services in FY '80 from the percent
expended for these activities in FY '78.

The inpact of the change in the law to enphasize the four
priority service areas in PL 95-602 is probably responsible in the
funding pattern change rather than the change in the definition.
The change in definition probably did not cause this shift in the
funding pattern. However, the change is a factual event and nust
be recorded as part of this report since it did occur in the three
year report period.



_ Tabl e 23 shows the change in percent of
di sabl ed because of ment al

retardation

cerebra

i ndi vidual s who are

pal sy,

epi | epsy,

and autism and individuals who are di sabl ed because of causes
other than the four

FY '80 conpared to the percent of

|isted served by the DD Programin FY '79 and

i ndividual s served in FY ' 78.

TABLE II-23. PERCENT AND PERCENT OF CHANGE OF INDIVIDUALS WHO ARE DISABLFD BY
MR, (P, E AND A AND INDIVIDUALS DISABLED FOR OTHER CAUSES SERVED BY THE PD
PROGRAM AS MEASURED BY MAGNITUDE OF EXPENDITURE OF FEDERAL FORMULA FUNDS IN
FY '79 AND FY '80 COMPARED TO THE PERCENT OF FUNDS EXPENDED IN FY '78

Percent Percent Pexrcent of Percent Percent of
served served change served change

Disability in in in FY '79 in in FY '79

groups FYy '78 FY *'79 from FY '78 FY '80 from FY '78
MR-CP-E~A 958.4 95,8 - 2.6 88.2 - 10.2
Other 1.6 4.2 + 2.6 11.8 + 10,2
The information on Table 23 shows that in FY '78, alnost

all individual s served through Federal

Formul a funds were di sabl ed

because of nental retardation, cerebral palsy, epilepsy, or autism
Only 1.6%of the individuals served with Federal Formul a funds
wer e di sabl ed because of causes other than those |isted.

In FY '79, there was an increase of 2.6% of individuals
served who were disabled by causes other than mental retardation,
epi | epsy, autism or cerebral palsy.

In FY " 80, the largest increase in the service popul ation
of individuals who were disabled for "other" causes occurred.
The popul ation of individuals who were disabled because of other
causes now consisted of 11.8%of the total popul ation served
through Federal Formula Grant funds.

It may be stated as a statenent of fact that the change in
definition of devel opnental disabilities caused an increase In the
percentage of individuals served by the DD Programwho were dis-
abled for causes other than nental retardation, epilepsy, cerebra
pal sy, or autism The increase in the service popul ation was
apProx|nater 10% during the first two years of application of the
definition of devel opnental disabilities contained in PL 95-602.



~ Table 24 shows the percent of change in the category of _
service providers selected by State Counci|s/Adm nistrative Agencies
to provide services for the Individuals who are devel opnental [y
g;sggged in FY '79 and FY '80 conpared to the percent selected in

. TABLE II-24. PERCENT AND PERCENT OF CHANGE IN PERCENT OF CATEGORY OF SERVICE
PROVIDER USED TO IMPLEMENT SERVICE INITIATIVES WITH FEDERAL FORMULA GRANT
FUNDS IN FY '79 AND FY '80 COMPARED TO PERCENT OF FUNDS EXPENDED IN FY '78

Percent | Percent | Percent of Percent | Percent of
Category served served change served change

of in in in F¥Y '79 in in FY '80

Service Provider FY '78 FY '79 from FY '78 | FY '80 from FY '78
Non-Profit Organiz. 47.8 49,9 + 2.1 54,0 + 6,2
Universities 9.4 9.8 + A 9.1 - L3
State Governments 21.4 20.7 - .7 19.6 - 1.8
Associations 21.4 19.6 - 1.8 17.3 - 4.

| nformation presented on Table 24 indicates that the change
In service providers over the three year period was not significant.
The decrease in the utilization of associations in FY '80 was caused
nore by the shift in service activities to the four priority areas
of service rather than the change in definition of devel opnenta
disabilities, as already has been detailed in this report.

The inBact of the inplenentation of the definition of devel -
oEnenta[ disabilities contained in PL 95-602 has been to reduce
the estinmated DD popul ation and to change the disability groups
served by approxi mately 10%

The inclusion of the four priority areas for funding enpha-
sis has caused approximately a 10% increase in the percentage of
Federal Fornula funds devoted to service activities in these four
priority areas of service in the first two years of the inplenenta-
tion of PL 95-602.



ASSESSMENT OF QUALITY

~PL 95-602 requires that "an assessnent, evaluation and
conparison of services provided to persons wth devel opnental
disabilities" be included in the mandated report.

There are three ways in which the assessnent of quality for
activities and projects funded by Federal Fornula Gant funds may
be achieved. The three ways are:

1. Determne the anmount of Federal Formula funds
which went into the effort to develop and inple-
ment standards for services to individuals wth
devel opnental disabilities for each of the three
years included in the report;

2. Conpare the service providers used to inplenent
service activities and prograns for each of the
three fiscal years; and

3. Exam ne the nunber of prograns and activities
whi ch operated under national and State standards
to determne any change in the quality of program
of fered individuals who were devel opnental ly dis-
abl ed between FY '78 and FY ' 80.

There is a category of service projects entitled standards/
needs assessnent listed in several sections of this report. The
devel opnental disabilities comunity is very conscious of devel -
opi ng standards and inplenenting standards for service activities
and prograns. At the present tinme, each of the States and Terri -
tories is working diligently in devel oping a conprehensive eval u-
ation systemwhich conplies with the requirenents of PL 95-602,
Section 110.

The DD conmmunity expended 2.6% of the total Fornula G ant
funds for service activities in the devel opnent of standards and
needs assessnent in FY '78. This percent anounted to a tota
dollar figure of $581,916 of the Federal Fornula Grant appropri-
ation.

In FY '79, the anount of dollars expended for standards and
needs assessnent renmained constant to the FY '78 |evel, exceeding
the half mllion dollar amount. In FY '79, there was $530, 267
expended for this purpose.

The |l evel of funds expended for the devel opnment of stan-
dards and needs assessnent dropped just over 30% fromthe FY '78
level in FY '80. There was a total of $395,827 expended for this
purpose in FY '80.



It is apparent that the devel opnent and inplenentation of
standards is inportant since some anount of funds was devoted to
t he purpose each of the fiscal years. However, there was a de-
crease in the nmagnitude of Federal resources expended for the
purpose in FY '80 fromthe FY '78 |evel.

A conparison of service providers selected to inplenent the
service activities and prograns has already been made in this
report. It was determned that the sane service providers or
simlar service providers were used for each of the three fisca
years.

It is assuned that if the sane or sim/lar service providers
were used to inplenent service activities in FY '79 and FY '80 as
were used in FY '78, then the quality of services renained the
sane or increased in quality. It may be argued that if a service
provi der has additional years of experience working w th individ-
uals who are devel opnentally disabled, then the quality of service
should increase as a result of the experience. However, it is un-
likely that the quality of service wll decline when the same or
simlar service providers are enpl oyed.

Finally, a majority of the States reported that the service
providers used for service activities and prograns operated under
national and State standards of service for individuals who are
devel opnental | y di sabl ed.

Table 25 contains a display of the type of standards under
which States reported that sonme, if not all, of their services
operated in their States. The nunber of projects which operated
under national standards actually increased in FY '79 and FY '80
over the nunber of projects operating under national standards in
FY '78. Therefore, it can be concluded that there was an increase
in the quality of services provided individuals who were devel op-
mentally disabled in FY '79 and FY '80 conpared to the quality of
services provided in FY '78.

El even States indicated that all projects and service
activities were operated under State standards, which included
licensing activities, fire and safety codes, and other regul a-
tory conpliance conponents such as ratio of staff to clients,
professional level of staff, and health standards.

Ni ne States operated prograns under the nationally recog-
nized AC/ MRDD. These standards are the standards prepared by the
Accreditation Council for Services for Mentally Retarded and O her
Devel opnental | y D sabled Persons. The base funding for the organ-
ization comes from Section 145 of PL 95-602 and it has been funded
through a Grant of National Significance for several years.

Ei ght States operate prograns under the JCAH standards.
The JCAH are the standards put forth by the Joint Conm ssion on
Accreditation of Hospitals in Chicago, Illinois.



TABLE II-25, STANDARDS FOR SERVICE ACTIVITIES AND PROGRAMS
INCLUDING NUMBER OF STATES AND PERCENT OF STATES USING THE
IDENTIFIED STANDARDS

Number . Percent

Standards of States of States
State Standards 11 20
"AC/MRDD 9 17
JCAH 8 15
CARF 5 9
ICF/MR 4 7
IHP 3 6
JCAH and ICF/MR 3 6
ICF/MR and State Standards 3 6
CARF and ICF/MR 3 6
JCAH and AC/MRDD 2 3
CARF and ICF/MR and AC/MRDD 2 3
JCAH and ICF/MR and State Standards 1 2
Total 54 100

Five States reported operating prograns under the CARF
standards. The CARF standards are those issued by the Conm ssion
on Accreditation of Rehabilitation Facilities in Tucson, Arizona.

There were four States which reported operating Federally
financed service prograns according to |ICF/ MR standards. | CF/ MR
are regul ator standards put forth by the Social Security Conm ssion
for Internediate Care Facilities for Mental Retardation.

There were three States which indicated that their standards
of service were conpliance with the devel opnent of an Individua
Habilitation Plan for each of the individuals involved in a service
program The IHP is developed in accordance with Section 112 of
PL 95-602.

There were fourteen States which reported using a conbina-
tion of standards for their service activities and prograns for
i ndi viduals who are devel opnental |y di sabl ed.

It nmust also be pointed out that the DD Council s/ Adm ni s-
trative Agencies present assurances in each State Plan that pro-
grans W ll be operated in conpliance wth "standards prescribed by
the Secretary in regulations.” Specifically, PL 95-602 requires
t hat :



G)A)®) The plan must provide that  services fur-
nished, and the facilites in which they are furnished,
under the plan for persons with  developmental disabil-
ities  will be in accordance with  standards  prescribed
by the Secretary in regulations.

(i) The plan must provide  satisfactory
assurances that buildings used in connection
with  the deivery of services assisted under the
plan will meet standards adopted pursuant to the
Act of August 12, 1968 (42 U.SC. 4151-4157)
(known as the Architectural Barriers Act of 1968).
(B) The plan must provide that services are pro-

vided in an individualized  manner consistent with

the requirements of  section 112 (relating to  habil-

itation plans).

(C) The plan must contain or be supported by
assurances satisfactory  to  the  Secretary that the
human rights of all persons with  developmental

disabilities (especially those persons without
familial protection) who are receiving treatment,
services, or habilitation under programs assisted
under  this  title  will be protected  consistent  with
section 111 (relating to rights of the develop-
mentally disabled).

PL 95-602,Sec.133

It may be concluded from the evidence presented that the
quality of services provided through Federal Formula funds to
individuals with devel opnental disabilities remai ned constant or
i nproved fromthe period of Cctober 1, 1977 to Septenber 30, 1980.
There is nothing in the review of project and program information
which would indicate that the quality of service deteriorated
during this period of tinme.



SECTION I
PROTECTION AND ADVOCACY PROGRAM

EXECUTIVE SUMMARY
INDIVIDUALS SERVED
MATERIALS DEVELOPED
TRAINING ACTIVITIES
ORGANIZATIONS

Type

Staff
FISCAL RESOURCES

IMPACT OF THE DEFINITION

SERVICES TO THE DEVELOPMENTALLY DISABLED



EXECUTI VE SUMMARY

The passage of PL 94-103 ushered into the devel opnent al
disabilities comunity a dynam c new program which was to be
called Protection and Advocacy for Individuals with Devel op-
mental Disabilities. This new program is designed to address
the needs and furnish relief for those individuals who need
the assistance of specialized prograns.

Section 113 of PL 94-103 stated that:

"(@ The Secretary shall require as a condition to
a Sate receiving an allotment under Part (¢) for
fiscal year ending before October |1, 1977 that the
Sate provide the Secretary satisfactory assurances
that not later than that date (I) the Sate will

have in effect a system to protect and advocate the
rights of persons with devel opmental disabilities,
and (2) such system will (A) have the authority to
pursue legal, administrative and other appropriate
remedies to insure the protection of the rights of
such  persons who  are receiving  treatment, services,
or habilitation within the Sate, and (B) be inde-
pendent of any Sate agency which provides treat-
ment, services, or  habilitation to  persons  with
developmental disabilities. The 'Secretary may not
make an allotment wunder part (@ to a Sate for a
fiscal year beginning after  September 30, 1977

unless the Sate has in effect the system described
in the preceding sentences. "

The above inclusion in PL 94-103 was received with
m xed feelings throughout the devel opnental disabilities
program comunity. On the one hand, nany Devel opnent al
Disabilities State Planning Councils had been operating as
advocates at the local and State level for a nunber of years.
Al so, many of the voluntary associations such as the |ocal and
State Associations for Retarded Citizens, the local chapters
of United Cerebral Palsy Association, the local chapters of
the Epilepsy Society, and the Society for Autistic Persons had
been performng the tasks generally envisioned to be the tasks
of the yet unidentified Protection and Advocacy agency wthin
the State.

Each State devel oped a task force or commttee usually
contained within the Devel opnental D sabilities State Planning
Council to develop a plan for the Protection and Advocacy
Programwi thin that State. The planning effort took approxi-
mately 18 nonths and was plagued with the usual problens of
pl anning and establishing a new entity. The planning phase



consi sted of long debates as to what this Protection and
Advocacy Program nust contain, its neaning, function, and
activity. Also, the fact that the mninmum allotnent States
woul d only receive $20,000 for the operation of their Protec-
tion and Advocacy Programlimted the scope of the program

wi t hout reducing the statew de nmandate which appeared in the
gui del i nes.

PL 95-602 contained Section 113 with little change in
the mandate. Section 113 of PL 95-602 continues to require a
State to have in place a systemof Protection and Adocacy in
order to participate in the basic fornmula grant conponent of
the Devel opnental Disabilities Program

It is a tribute to the devel opnental disabilities
community that each State and Territory in the United States
had in place through an approved plan a system of Protection
and Advocacy on or before Cctober 1, 1977. The Protection and
Advocacy agency could be placed in one of three organizationa
structures in order to conply wwth the mandates of the |aw.
The three possible placenents are:

1. State agency;
2. Existing non-profit corporation;
3. New non-profit corporation.

There is no universally agreed upon best placenent of
the P&A agency at this point in tinme. however, as is shown in
this report, 32 P&A agencies are presently located in new non-
profit, private corporations. The term "new' is used in this
context to denote those corporations that were established
specifically for the Protection and Advocacy Program

There are four basic activities which a P&A agency
involves itself in at the State and | ocal |evel. These four
activities are:

1. The advocating for individuals with devel opnental
disabilities to secure appropriate progranms and
services to which these individuals are entitled
and/ or need at the tine of need;

2. To develop and dispense materials and information
whi ch describes the Protection and Advocacy
activity, agency, and the services, rules, regu-
lations and |aws which affect the individuals who
are devel opnentally disabled within the State;

3. To conduct training activities to service pro-
viders, the individuals who are devel opnental ly
di sabl ed (consuners), and professionals such as
educators, attorneys, and physicians as to the
rights, entitlenents and skills of advocacy;



4. To participate in the drafting of and pursuit of
| egi slation, regulations, and guidelines which
will facilitate individuals who are devel opnentally
disabled to participate as free and unrestricted
individuals 1n society.

Each of the fifty-four Protection and Advocacy Prograns
operating in the United States achieves the above activities
w th various degrees of enphasis depending on the particul ar
phi | osophy which has evolved in the specific State and the
specific needs of individuals with devel opnental disabilities
which were considered to be nost critical by the planners of
the Protection and Advocacy system

The following statistical and narrative report wll
denonstrate that there is a nultitude of nodels of Protection
and Advocacy systens functioning within the United States.
Each of the nodels denonstrates a particul ar phil osophy of
Protection and Advocacy ana extends that philosophy into an
i npl ementati on process which achieves the desired ends for
whi ch the mandate was created.

The information contained in the report describes
through statistics, narrative and listings the first three
activities of the Protection and Advocacy system That is,
there is a display and discussion of all cases of the 54
Protection and Advocacy Prograns throughout the country.
There also is a listing of major program materials which have
been devel oped by the Protection and Advocacy Prograns, and a
l[isting of the training activities which are conducted by the
programns.

Legi sl ative activity, although a critical conponent in
sone of the P&A systens, has not been addressed in this report.
The reason for the omssion of this conmponent is that the
| egislative activity was found to be specific to each State
and unique to each program The information was not easily
summari zed and tended to lose its identity when summarized to
fit wthin the confines of the report. Therefore, the |eg-
islative activity of P&A Prograns, although inportant and a
maj or conponent in sonme prograns, has not been included.

This report does contain a conprehensive description
of the nore than 68,000 individuals served in the first three
years of the Protection and Advocacy Program in the United
States. The report also includes a general statenment describ-
ing inportant |egal actions both as part of admnistrative
procedure and/or court actions taken by Protection and Advocacy
Prograns. The report does contain a listing of major materials
devel oped, training activities, and a description of the type
of organization and staff of the Protection ana Advocacy
organi zations throughout the country.



Most inportantly, the report contains a description of
and listing of the funding sources of Protection and Advocacy
t hr oughout the country. This display of fiscal resources
indicates that the original seed noney of $3,000,000 provided
by the Federal Governnent for FY '78 for Protection and
Advocacy has grown not only because of the increase to $7.5
mllion for FY '80 by the Federal Governnent, but also because
of the significant contribution of State Governnents in sup-
port of the Protection and Advocacy agencies within their
States. It is significant that the seed noney from the
Federal CGovernnment has served as a catalyst to attract addi-
tional resources, grants, private nonies and state nonies
so that the program can effectively serve individuals with
devel opnental disabilities and the protection of their rights
and securing their programentitlenents at the point of need.

The information in this report denonstrates the dynamc
and universal activity of Protection and Advocacy throughout
the United States. It also underscores the fact that a |arge
contingency of individuals wth devel opnmental disabilities
have been positively served by this unique three year old
whi ch has denonstrated maturity beyond conception within its
first three years of operation.

The Protection and Advocacy activity in nost States is
no |onger an experience but truly a service which is well
received and dynamcally involved in the inter-relationship
of service delivery to individuals at the local and State
| evel. The evidence within the report denonstrates unequiv-
ocally that Protection and Advocacy has devel oped a character
by which individuals, organizations, and service providers
are brought together for the betternment of individuals with
devel opnmental disabilities. The Protection and Advocacy
Program in cooperation with the other elenments, and in sone
cases single handedly, has allowed thousands of individuals
who are devel opnentally disabled to live in a less restrictive
environnment, to secure an appropriate education, and to enjoy
to the limts of their physical and nental capabilities activ-
ities within society that they had not heretofore realized
prior to the devel opnent of the Protection and Advocacy
activity within their State.



INDIVIDUALS SERVED

There have been many activities in which the Protection
and Advocacy agencies have intervened in protecting the per-
sonal rights of individuals who are devel opnental ly disabl ed.
The following is a listing of exanples of those activities in
which the Protection and Advocacy agencies have aided the
individuals to maintain their rights:

No

Caused to have established a protective service for
an adult who was nentally retarded

Caused to have the regul ations changed by which the
State determ ned inconpetency

Uphel d the prohibition of the use of aversion
stimuli in progranmm ng

Secured indefinite support fromthe father for an
adult who was nentally retarded in a divorce case

Pl eaded for the children to be returned to parents
who are handi capped which had been taken away

Pl aced an abandoned baby who had Downs Syndrone

Reinstated a child taken away fromits multiple-
handi capped not her

Defined the neaning of "adult"™ for purposes of the
requi renent for sterilization w thout consent

less inportant are the exanples of the activities of

Protection and Advocacy agencies in the social activities of
i ndi vidual s who are devel opnental |y disabl ed. Exanpl es of

activities

Living arrangenments are inportant to each individual i

in the social areas of concern are as foll ows:

Al'l owed handi capped youth to conpete for Boy Scout
merit badges

(bt ai ned a conpensation froman airline which
refused to transport an adult who is nentally
retarded

Secured a change in driver's license requirenments
for individuals with epilepsy

=}

our society. To have determ nation and options about where

one |ives

in our society is a fundanental freedom of our



society. Unfortunately, society has many tines created
restrictive laws and inplenmented prograns which prohibit sone
i ndividuals from having the freedom of choice to live where
they desire. Protection and Advocacy has been instrunental

in allowing individuals who are devel opnentally disabled to
increase their options and obtain choices in their 1|iving
arrangenents. The following are exanples of sonme of the
activities in which Protection and Advocacy agencies have been
engaged in securing new freedom for living arrangenents:

e Denonstrated that a nursing honme was an i nappro-
priate institutionalization

 @Gined the right to an option tor community
pl acenent for residents of a State institution
Required that out-of-state placenent be reviewed
prior to making such placenents

e (@Gined a policy that required a mandatory hearing
prior to revocation of community placenent

e Challenged the voluntary adm ssion policy of the
State hospital

e (@Gined reversal of a zoning ruling that a group
hone was a public nuisance

 (Gined a statew de zoning |aw which prevented
discrimnation on the county and |ocal |eve

e Challenged the procedure of involuntary adm ssion to
the State nental retardation institution

e (ot the State to close an unlicensed institution and
secured comunity placenent for residents

The right to earn a living is a fundanental right in
our society. Although our society conpensates tor the |ess
fortunate, the seriously limted, and the special populations
in providing prograns and econom c benefits, nost individuals
would like the opportunity to be able to be economcally self-

sufficient. Protection and Advocacy agencies increasingly have
been involved with individuals in gaining recission of |aws
which are restrictive in the opportunity for enpl oynent. Sone

of the specific exanples in this area in which the Protection
and Advocacy agencies have been involved are as foll ows:

* Re-enploynent of a deaf-nute who was di scharged from
enpl oynent

* Re-enploynent of a person who was epileptic to a
job with an airline



« The overturn of the denial of enploynent of an
I ndi vi dual whose epilepsy was nedically controlled

~Wth passage of PL 94-142 there have been nany specia
education entitlenents FFOVIded by Federal Law which have not
been translated at the local school district for individuals
who are devel opmental |y disabled. Twenty-seven percent by
actual count, of the cases of Protection and Advocacy duri ng
its first three years of existence have been in the area of
education. These cases vary from i ndividual s receiving no
education to individuals who receive an appropriate educati on.
It is inportant to note that nost of the cases in which
Protection and Advocacy has been involved are cases of an
individual and that individual's right and opportunity for an
aPproprlate educat i on. The_follom‘n% Is a listing of exanples
of sone of the practices which have been confronted by Protec-
tion and Advocacy agencies on behal f of individuals who are
devel opnental |y disabled in the area of educati on:

e Secured a limt on the nunber of days a handi capped
ﬁhl|d can be expelled w thout evaluation and a
earing

» Established that the |ocal school district was
fiscally responsible for the cost of educating an
enotionally disturbed child

* Received the decision that the lack of resources is
not a defense in providing an appropriate education
8roggﬁnhfor an individual who is devel opnental |y

i sabl e

* Received a prohibition against the transfer of
nultlFIe-hand|capped youths to an inaccessible
school facility

« Established that the burden of proof for educational
pl acenent rationale rests with the school district

 Secured the provision of occupational therapy and
physi cal therapy wi thin the school program for
I ndi vi dual s who are devel opnental |y di sabl ed

* Secured a twelve nonth education program for
I ndi vidual s who are devel opnental |y di sabl ed who
ot herwi se would suffer fromregression during a
three nonth vacation

e Secured the provision of hone and care funded by the
school district for a severely involved individua



e Secured educational prograns for individuals who are
devel opnental | y disabled housed in a nursing hone

e Secured speech therapy for nedically eligible 3-5
year ol ds

* Received the decision that the State institution was
an inappropriate setting for education because it is
a segregated facility

Protection and Advocacy agencies are also involved in
securing financial entitlenments for individuals who are devel -
opnmental Iy disabled. Sonme of the Protection and Advocacy
agenci es have secured standing in court to represent individuals
who are devel opnentally disabled. Oher Protection and Advocacy
agenci es have sought accessible public transportation for indi-
vidual s who are devel opnental ly disabled as well as addressing
the other social, psychological, economc barriers that prevent
this population from free access and novenent throughout society.
As one reviews the statistics of over 68,000 individuals who
have contacted or been contacted by Protection and Advocacy
agencies within the last three years, one nust call to mnd that
this is a population that needs assistance. It is a population
that needs assistance throughout their lifetime. It is a pop-
ulation that is best helped through the efforts of individuals,
citizen advocates, and interested society at the local |evel and
t hrough individual advocates. The Protection and Advocacy
system provi des that nechani smwhich allows representation of
the individuals as they are confused, confronted, and sonetines
deni ed access to services and devel opnental skills during their
grom h and mature years.

Table 1 shows the nunber of cases for FY '78, FY '79, and
FY '80 displayed by age, disability, geographical area, request,
i nformant, problemarea, and intervention for Protection and
Advocacy agencies in the United States. The table shows that
during the first three fiscal years, 68,792 were served. In
all cases in this report a case and an individual are inter-
changeable. The statistics were conpiled on the unduplicated
count of individuals served by the Protection and Advocacy agen-
cies in each State. This sumary table provides the reader with
a national picture of the activity of Protection and Advocacy in
the United States.

The age of the clients of P&A agencies during the first
three years has been about equally distributed between children
and adults. Five percent of the clients have been bel ow the age
of 5 years. Forty-two percent have been between 5 and 21 years
of age. Forty-two percent have been between 22 and 64 years of
age. One percent have been over 65 years of age.
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Forty-seven percent of the clients of P&A agencies the
first three years were nentally retarded. Twenty percent of the
68,792 clients were nmultiply handi capped. O this percent of
mul ti ply handi capped, nental retardation was one of the handi caps
for at least 50%of the clients. Al of the dual diagnosis indi-
viduals were also nentally retarded. Therefore, nental retarda-
tion was the handicap for sixty percent of the clients, or for
41, 000 i ndi vi dual s.

Ei ght percent of the clients were cerebral palsied and an
equal nunber were epileptic. Three percent, or 2,100 individuals
who sought P&A services the first three years, were autistic.

Two percent were dyslexic and one percent were affected by neur-
ol ogical disorders. Three percent of the clients were hearing
di sabled and three percent were both nmentally retarded and

mentally ill.

The inpact of the application in the change in definition
of devel opnental disabilities fromPL 94-103 to PL 95-602 on the
clientele of the P&A agencies fromFY '78 to FY '79 and FY '80 is
described in a later section of this report.

The Protection and Advocacy agencies continue to serve
a cross section of the population. Forty-two percent of the
clients were from urban areas, sixteen percent from suburban
areas, and twenty-four percent fromrural areas. One percent,
or 651 clients, were fromout-of-state in the first three years.

The P&A agencies continue to be responsive to providing
services for individuals in institutions. The P&A agencies
represented 7,144 individuals in institutions in the first three
years of operation. This nunber represented 12 percent of the
total clients served.

It is interesting to note that 38 percent of the requests

for services cane fromthe famly of the individual. Twenty-nine
percent of the individuals were sent to Protection and Advocacy
agencies by service providers. It is interesting to notice the

cooperation between service providers and Protection and Advocacy
in the provision of information and services for individuals who
are devel opnental |y di sabl ed. Fourteen percent of the individ-
uals represented cane to Protection and Advocacy agencies on

their own, five percent were recomended by a friend, and five
percent recomended by others. "Qhers" category included citizen
advocate groups, judges, |awers, crimnal justice system coun-
selors and other professionals involved with individuals who are
devel opnental | y di sabl ed.

One of the questions that is frequently asked in any
business is, "How did you find out about our service?" The
Protection and Advocacy agencies are under the mandate to be



statewde and to nmake their services available statewide. Early
in the program the Bureau of Devel opnental Disabilities gave
each of the Protection and Advocacy prograns a $3,500 grant for
a toll-free telephone line within each of the States so that the
P&A of fice would be accessible to any individual wanting their
service during the first year of operation. The Protection and
Advocacy agencies also had a series of public service announce-
ments, radio spots, TV spots, and general advertising during the
first three years of experience. The question can be asked if
this type of advertising aided in the know edge of i ndividuals
about Protection and Advocacy and the contact of the agencies.

It is interesting to note that nedia - TV, radio, newspapers,
and posters, are responsible for 12 percent of the contacts to
P&A agenci es.

Thirty-one percent of the individuals found out about the
Protection and Advocacy agency through the service provider,
which confornms well to the fact that 29 percent of the individuals
indicated that they were referred by the service provider. N ne
percent of the individuals served were told about Protection and
Advocacy by a friend, 10 percent by consuner advocates, 4 per-
cent by counselors. There was a variety of other people who
told the consunmer about the services of Protection and Advocacy.
Wrd-of-nmouth is still the nost effective way to penetrate the
devel opnental disabilities conmmunity. Ten percent of the indi-
vidual s found out about the agency from the P&A agency's own
publicity canpaign

Twent y-seven percent, or 18,900 of the P&A agenci es’
cases the first three years, were concerned with education prob-
l ems. The next highest category was problens concerned with
i nappropriate placenent, which accounted for 12 percent of the
probl ems. Financial problenms also accounted for 12 percent of
the problens handl ed by the P&A agencies in the first three
years.

Ei ght percent, or alnost 5,500 cases, were concerned with
enpl oynent problens. Five percent of the problens were nedically
rel ated problens. Four percent, or alnost 3,000 cases, were
concerned with abuse and neglect of the individuals.

The variety of cases are dispersed over a wi de variety of
probl ens encountered by the handi capped. The percent of educa-
tion cases is down from 31 percent of cases in the first two
years to 27 percent of the cases in the first three years.

It is interesting to carefully review the type of services
provided in the first three years of Protection and Advocacy in
the United States. Thirty-nine percent of the cases were infor-
mation only cases. Six percent of the cases required counseling
and twel ve percent required negotiations. Six percent, or 4,700
cases, required admnistrative procedures to bring to resolution.
Two percent of the cases required legal renedies including court



action. An analysis of the statistics indicates that only 1,320
of the 68,000 served by Protection and Advocacy during the first
three years required court intervention in order to solve the
probl em

The fact that only 2 percent of all the cases handl ed
by Protection and Advocacy agencies in the first three years
required court intervention is an indication that society, pro-
granms, and individuals are able to work cooperatively to neet
the needs of individuals who are devel opnentally disabled. The
fact that very few of the cases required court opinion speaks
wel | of society's desire to provide adequate progranm ng and
services for individuals that are devel opnental |y disabl ed.
Al so, the fact that 2 percent of the cases required litigation
speaks well of the skill of the individuals who staff the
Protection and Advocacy agencies in their ability to obtain
appropriate programm ng and appropriate services w thout
enjoining court action to secure the desirable outcone.

The statistics would indicate that the fear that constant
court intervention would be necessary and used by the Protection
and Advocacy systemwas inmensely overstated. There are tines
when court action is appropriate to decide on the program and
fiscal responsibility for a particular section and segnent of
soci al progranm ng. It is not always a negative factor to allow
a court to render a decision. Also, there are tinmes that an
i npasse requires the deliberation of the judicial body. However,
the fact that Protection and Advocacy has used the |egal redress
judiciously underscores the maturity that this unique and dynam c
system has attained in its first three years of operation.

The P&A systens used referrals to other agencies and
progranms for 14 percent of the cases. It is inportant to note
that in 60% of the cases in which individuals came to the
Protection and Advocacy agency services were provided beyond
information only. It is inportant to understand this statistic
in light of the limted resources and staffs that have been
provided for the popul ation which the nmandate requires be served
by the Protection and Advocacy agency.



MATERI ALS DEVELOPED

There has been a great anmobunt of instructional materi -
al s devel oped by the Protection and Advocacy agencies in the
first three years of existence. It was apparent fromthe
begi nning that the Protection and Advocacy agency woul d have
to find its place within the service community and to identify
its purpose in its initial year of operation. In order to
facilitate the identification of purpose, nost of the P&A
agenci es devel oped an agency brochure which described its
function, services, and how to access its services. |In sone
cases these agency brochures also contained information as to
t he phil osophical position of a Protection and Advocacy agency.

As the Protection and Advocacy agency matured, addi-
tional materials were needed in order to develop informationa
and instructional guides on a variety of subjects for individ-
uals wth devel opnental disabilities, their parents and/or
guardians. Figure 1 contains the materials by subject matter
that were developed by three or nore of the Protection and
Advocacy agencies in the several States.

The legal and/or human rights of individuals who are
devel opnentally disabled is a topic of materials which are as
| arge as 200 pages and as small as a 4 page panphl et, which
were produced by 24 different Protection and Advocacy agen-
cies. Next in volune is material on the educational rights
of individuals who are devel opnental |y di sabl ed, which were
produced by 23 P&A agencies. Primarily, these materials
focused on rules and regulations and entitl enents under
PL 94-142. In many cases, these materials also contained
i nstructional procedures for conpleting an IEP and what to
do and how to request a due process hearing.

There were 19 Protection and Advocacy agencies which
produced training materials on how to be an advocate. Severa
of the nodels of Protection and Advocacy which had been inple-
mented throughout the United States require the training of
citizen advocates at the local level. The training materials
produced by the P&A Agencies were primarily aimed at training
citizen advocates, and in sonme cases professional individuals
to be advocates for individuals wth devel opnental disabilities.

There are 18 P&A agencies which wite nonthly, bi-
nmonthly or quarterly newsletters. These newsletters have a
variety of editorial philosophies and a magnitude which is
reflective of that editorial philosophy. Di stribution of
these newsletters is wide and they are used as educationa
aids in many States for the transm ssion of specific program
know edge.



The conmmonal ity of materials devel opnent declines
rapidly, as is shown in Figure 1. There are four Protection
and Advocacy agenci es which have devel oped materials on the
i npl enentation of Section 504, an additional four that have
devel oped materials on financial entitlenents of individuals
that are devel opnental |y disabled, and eight Protection and
Advocacy agenci es have devel oped manual s describing the
services for individuals who are devel opnentally disabled in
the State.

Mat eri al s devel opnent has been an inportant conponent
of the Protection and Advocacy Program Mst of the materials
have devel oped out of specific repetitive questions asked by
individuals interested in services in the prograns for indi-
vi dual s who are devel opnental |y disabl ed.

Subject
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Implenentation
of 504 (4)

Services for
the LD (8)

Agenc
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Figure 111-1. Materials by Subject Mtter Devel oped
by Protection and Advocacy Agencies in the First
Three Years



TRAI NI NG ACTI VI TI ES

Training activities are an activity of nost of the
Protecti on and Advocacy agencies throughout the United States.
Training is defined as providing workshops, semnars and ot her
formal educational experiences for a specific group of indi-
vi dual s communi cating a specific body of information. The
topics of the semnars and workshops vary from State to State
and program to program depending on the philosophy of the
Protection and Advocacy Program and the particul ar nodel of
Protecti on and Advocacy services instituted within the State.

The nost popul ar training programis the devel opnent of
advocacy skills and instruction in the rights and entitlenents
of individuals with devel opnental disabilities. This type of
training activity is conducted by a majority of the Protection
ana Advocacy agencies in the United States. It is carried out
froma few hour workshop to a nonth long, intensive in-service
training activity. There are several prograns that focus on
sel f-advocacy and prograns that focus on becom ng a vol unteer
3dvo%?tg and working with an individual who is devel opnentally

I sabl ed.

The second nost popul ar type of training provided by
the Protection and Advocacy agencies throughout the country is
the training of professionals. This training takes two forns
in its inplenentation. One formis to informthe profession-
als of rules and regul ations under Federal and State Law which
apply to the individuals who are devel opnentally disabled with
whom they work. The other is to assist the professional in
| earning how to work with the devel opnentally disabl ed, and
in some cases provide professional representation for them
There are a few prograns which provide training to attorneys
in the specific nuances of representing individuals who are
devel opnental |y di sabl ed.

Most Protection and Advocacy agencies provide speakers
and nmake presentations to any and all groups requesting such
presentations. The Protection and Advocacy Program is unusu-
ally responsive to opportunities to tell their story and in
nost cases is very appreciative of the opportunity to speak in
behal f of the developnentally disabled population wthin the
State. Training and public presentation is one of the ways in
which the nessage of the Protection and Advocacy agency is
bei ng communi cated and thereby assisting in the attai nment of
its m ssion.



ORGANIZATIONS

Type

Each State had the opportunity to select the placenent
of their Protection and Advocacy agency during the planning
period in FY '77. There were three options as to the |ocation
of the State Protection and advocacy agency. These three
options were:

1. Wthin the admnistrative structure of the State
2. Wthin an existing non-profit organization

3. Establishing a new non-profit organization

There were sone restrictions as to the placenent of the
Protection and Advocacy agency which centered around the fact
that the Protection and Advocacy agency could not be placed
in a situation where it would be subject to a conflict of
interest. This nmeant that the Protection and Advocacy agency
could not be placed in the same admnistrative organi zation as
the provider of services to individuals wth devel opnental
disabilities. This restriction elimnated the possibility of
placing the Protection and Advocacy agency in the same govern-
mental structures as the nine Federally assisted prograns, or
the | ocation of the Devel opnental Disabilities State Planning
Council, and the Adm nistrative Agency.

The mandate of Section 113 of PL 94-103 and PL 95-602
required that the Protection and Advocacy agency also have the
power to seek legal redress on behalf of individuals with
devel opnental disabilities. This mandate elimnated from
consideration many State placenents because few Departnents
within the Adm nistrative structure of State Governnments have
the legislative authority to bring |legal action against the
State. Therefore, the selection of the placenment of the Pro-
tection and Advocacy agency within the State becanme a question
of considerabl e magni tude during the planning phase. However,
by COctober 1, 1977 all problens of placenent had been resol ved
and the results of those resolutions are contained in Figure 2,
whi ch shows a conparison of the placenent of Protection and
Advocacy agencies within each of the 54 States and Territories
bet ween the placenent in FY '80 and in FY '81.

Nine States selected to originally place the Protection
and Advocacy agency with existing organizations. These organ-
izations had a variety of purposes depending upon the State.
The organi zations ranged from an Associ ation of Retarded
Citizens, which was a non-service provider, to the State Bar
Associ ati on. Sixteen of the States originally placed the
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Figure III-2. Comparison of the Placement of Protection
and Advocacy Agency Within the State Between FY '80
and FY '81

Protection and Advocacy agency within the State Governnent.
There are a variety of placenents anong the States within the
Admnistrative armof State Government including, but not
limted to, the Governor's Ofice, the Departnent of Consuner
Affairs, and the Departrment of the State Advocate.

The majority, 29 States, provided new non-profit corpor-
ations as the placenent organi zation for Protection and Advocacy
wthin the State in FY '78. These new non-profit organi zations
were 501(c)(3) corporations especially set up to house the
Protection and Advocacy Programw thin that State. The Board
of Directors of these corporations are appointed by the Cover-
nor, elected by the constituency, and/or appointed by vol un-
tary associations within the State. There 1s no uniformty of
the appoi ntnment of the Board of Drectors to a corporation
which admnisters the Protecti on and Advocacy Prograns across
the 29 States. There is no uniformty as to the nunbers of
I ndi vi dual s who serve on the Boards, nor the structure. How
ever, there is a uniformty as to the dedication and effective
operation of the program



There were only three placenent changes in FY '80.
These three placenent changes were that three P&A agenci es
left State Governnent and are now placed in new non-profit
corporations which were especially created for this purpose.
Therefore, at the beginning of FY '"81 there are thirty-two
agencies placed in non-profit corporations especially created
for the purpose of operating a State P&A agency. There are
thirteen agencies placed in State Governnent and nine agencies
are still operated by non-profit agencies which existed prior
to the inplenentation of Section 113 of the DD Act.

Staf f

There are at present a total of 588 individuals enployed
in the 54 Protection and Advocacy agencies. This nunber repre-
sents an increase of 60 individuals during the |ast year of
operation. Table 2 shows the nunber and percent of staff for
Protection and Advocacy agencies in the United States at the
begi nning of FY ' 81.

There are 440 professionals enployed in P&A agencies and
148 clericals so enployed. N nety-two percent of the profes-
sionals are full-tinme enployees and eight percent are part-tine
wor kers. Eighty-eight percent of the clerical personnel are
enpl oyed full-tine and twelve percent are enployed part-tine.
The ratio of clerical personnel to professional enployees is

1 to 3.

TABLE III-2. NUMBER AND PERCENT OF STAFF FOR PROTECTION AND
ADVOCACY AGENCIES IN THE UNITED STATES BY CLASSIFICATION

Classification Total Full Time Part—Time
No. % No. % No. %
Professional 440 100 404 92 36 8
Clerical 148 100 130 88 18 12
Total 588 100 534 91 54 9




Figure 3 shows a conparison of the nunber of staff nenbers
whi ch P&A agencies had in FY '80 and the nunber of staff nenbers
whi ch the 54 P&A agencies have in FY '81. The average nunber of
staff nenbers per P&A agency has increased from 10 in FY '80 to
11 in FY '81.

There are two P&A agenci es which have two staff nmenbers.
This is a decrease of three prograns fromFY '80. There are now
fourteen prograns which have 3-5 staff nmenbers, an increase of
two fromFY '80. There are ten prograns which have 6-8 staff
menbers, and nine prograns which have between 9-11 staff nenbers.
Ei ght prograns still have 12-14 staff menbers. There are four
prograns whi ch now have between 15-17 staff nmenbers, which is an
increase of three progranms fromFY '80 staffing patterns. There
is one programwhich has between 18-20 staff nenbers. There are
six prograns which have twenty-one or nore enployees for FY '81.

Number of
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Figure I1I-3, Comparison of the Number of Staff Members
of Protection and Advocacy Agencies in the United
States Between FY '80 and FY '8l



Tabl e 3 shows a conparison of professionals by job
classification enployed by P&A agencies in FY '80 and FY '81
and percentage of change for each classification.

The nunber of professional staff has increased a total of
forty-eight, or twelve percent fromFY '80 to FY '81. The staff-
ing pattern has changed to reflect the enphasis which the P&A
agencies are putting on advocacy and client/case activity.

There has been a ninety-two percent increase in the nunber
of professional advocates used in the P&A progranms. There are
presently 184 enployees who are identified as advocates conpared
to 96 in FY '80. There has been a fifteen percent increase in
attorneys. There were 68 in FY '80 and there are 78 reported at
the beginning of FY '81. The conbination of professional advo-
cates and attorneys account for 60% of the total professiona
wor kforce in the P&A agency network. There has been a decrease
in the nunber of project directors, coordinators and comunity
organi zers. The P&A agencies are using professional staffing
patterns to focus on the client and client related problens as
they carry out the |egal mandate.

It should be added that the fifty-four executive directors
are often attorneys and/or advocates and nmaintain caseloads. In
at least two P&A agencies, the executive director is the only
prof essional staff person enpl oyed.

TABLE III-3, COMPARISON OF PROFESSIONALS BY JOB CLASSIFICATIONS
EMPLOYED BY P&A AGENCIES IN FY '80 AND FY '81 AND PERCENTAGE
OF CHANGE FOR EACH CLASSIFICATION

Employed Employed Percent of
Job classification in FY'80 in FY'81 change
Professional Advocate 96 184 + 92
Attorney 68 78 + 15
Executive Director 54 54 0
Community Ordganizerx 42 9 - 79
Paralegal 28 29 + 4
Professional 17 19 + 12
Project Director 15 4 - 73
Trainer 11 13 + 18
Law Intern 10 9 - 10
Coordinator 10 4 - 60
Field Representative 10 1 - 90
Assistant Director 7 6 - 14
Education Specialist 6 6 0
Inf., & Ref, Specialist 6 3 - 50
Public Relations 5 10 + 50
Resource Developer 5 5 0
Program Developer 2 6 + 200

Total 392 440 + 12




~ Table 4 shows a conparison of clerical positions by job
classification for P&A agencies in FY '80 and '81 and percent -
age of change for each classification.

The clerical staff has increased by nine percent in FY '81
over the FY '80 level. The significant increase was in the
clerical or t%EISt classification. There was a decrease in the
nunber of bookkeepers enpl oyed by the P&A agencies. There are a
total of 148 individuals enployed in clerical positions by the
P&A agencies for FY '81.

TABLE I1I-4. COMPARISON OF CLERICAL POSITIONS BY JOB CLASSIFI-
CATIONS FOR P&A AGENCIES IN FY '80 AND FY '81 AND PERCENTAGE
OF CHANGE FOR EACH CLASSIFICATION

Employed Employed Percent of
Job classification in FY'80 in FY'81 change
Secretary 57 58 + 2
Clerical 31 40 + 23
Administrative Asst. 29 31 + 7
Bokkeeper 18 15 - 16
Receptionist i 4 + 300

Total 136 148 + 9




FI SCAL RESOURCES

Protection and Advocacy is one of the four conponents of
the Devel opnmental Disabilities Act. The four components of the
Devel opnental Disabilities Act are the Protection and Advocacy
Program in Section 113, the Basic Formula Grant Program in
Section 132, the University Affiliated Facilities Programin
Section 121, and the Special Projects Programin Section 145.

The Protection and Advocacy Program was funded at the
| evel of $3,000,000 in FY '78. In FY "79, because the m nimm
allotnment to any State regardl ess of size was raised from
$20, 000 to $50, 000, the appropriation rose to $3.8 nmillion.
In FY '80 and FY '81 the appropriation for Protection and
Advocacy was $7.5 million.

It is interesting to note, as can be seen from perusing
the information on Table 3, that there has been a significant in-
crease in supplenentary funding to the Protection and Advocacy
systens over the last four years. There has been an 18% i ncrease
in the supplenmentary funding in FY '81 fromthe FY '80 |evel.

In FY '78 the total anount of noney expended for Protection
ana Advocacy in the United States was $5,341,171. O this noney,
$2, 120, b52 was from suppl enental sources other than the basic
Federal noney comng from Section 113 of the |aw In FY '79
there was a total of $8,134,789 spent for Protection and Advocacy
in the country. The supplenentary anount was al nost tw ce that
which it had been in FY '78. The supplenentary anount in FY '79
was $4, 365, 010. It is interesting to note that the suppl enentary
anount exceeded the basic funding anmount from Section 113 in FY '709.

In FY '80 a total of $11,856,663 was budgeted for Protection
and Advocacy. O this anount, $4,442,719, or 37% was from sources
ot her than the basic support supplied by Section 113 of PL 95-602.
In FY '81 a total of $12,636,729 is budgeted for Protection and
Advocacy. This anount represents a 6.6% increase in the tota
budget for P&A. The entire increase in P&A funds is in suppl enen-
tary sources. Supplenentary funds increased $785,219, or 18% in
FY '81 over the FY '80 anobunt.

TABLE III-5. COMPARISON OF FUNDING LEVELS OF PROTECTION AND ADVOCACY
IN THE UNITED STATES FOR FY'78, FY'79, FY'80, AND FY'81

Fy '78 FY '79 FY '80 FY '81
Funding Category ] $ $ $
Basic Funding 3,220,519 3,769,779 7,413,944 7,408,754

Supplementary Fund.} 2,120,652 4,365,010 4,442,719 5,227,975

Total 5,341,171 8,134,789 111,856,663 | 12,636,729




Table 6 displays the total resources for Protection and
Advocacy in the United States for FY '78, FY '79, FY '80, and
FY '81 source of funds. It is inportant to note that in FY '78
the Federal dollars paid for 60 percent of the activity in
Protection and Advocacy. The DD Council, through its Formul a
Grant Program supplied 17 percent of the nonies for Protection
and Advocacy. Specific grants from other sources than PL 94-103
paid for 9 percent of the program The State contribution in
FY '78 for Protection and Advocacy was 6 percent. The CETA
program where sone Protection and Advocacy Prograns generate
their additional staff requirenments, accounted for 5 percent
of the funding in FY '78. Title XX provided 2 percent, and
carryover planning noney which was a part of the paynment by
the Federal Governnent to develop the Protection and Advocacy
accounted for 1 percent of the fiscal resources used for FY '78
activity.

In FY '79 the Federal allotnent under Section 113 was
down 14 percent to 46 percent of the resources used for Pro-
tection and Advocacy in the United States. Fourteen percent
of the resources for Protection and Advocacy canme from the DD
Council through its Fornmula Gant Program Specific grants
again contributed 9 percent. However, in FY '79, 18 percent
of the resources for Protection and Advocacy cane from State
general funds, which is a growh of alnobst 12 percent, but in
real dollars it is $1,200,000 additional nonies for Protection
and Advocacy. CETA in FY '79 contributed 4 percent of the
noni es which indicated a real dollar increase of $100,000 for
that year over FY '78. Title XX produced 3 percent of the
operating budget and contractors' contributions to program
operations contributed 4 percent. (e percent of the nonies
canme fromprivate funding sources and 1 percent from m scel -
| aneous fundi ng sources.

In FY '80 the Federal allotnent under Section 113
accounted for 63% of all expenditures. The Federal anount under
Section 113 was increased $3, 644,166, or 97% over the FY '79
anount. Seven percent of the resources of P&A agencies canme from
DD Councils. There was a decrease of approximately a quarter of a
mllion dollars in resources fromthis source in FY '80. State
general funds contributed 18% of the P&A resources in FY '80.
This percent represented a $646,180 increase fromthe FY '79
contribution. CETA contributed $385,683 to the program This
anount was an increase of 18%over the FY '79 level. Title XX
funds were 50% less in FY '80 over the anount received in FY '79.
The anmpunt received from contributors and donations was down in
FY '80 conpared to the anbunt received in FY "79. VISTA as a
resource contributed one percent of the P&A budget in FY '80.



TABLE III-6, TOTAL RESOURCES FOR PROTECTION AND ADVOCACY IN THE UNITED STATES FOR
FY '78, FY '79, FY '80, AND FY '81 BY SOURCE OF FUNDS

¥y 78 FY '79 FY '80 FY '81

Source $ Amount % $ Amount  § $ Anount % $ Amount %
P&sh Sec. 113 3,220,519 60 |[3,769,779 46 7,413,944 63 7,408,754 59
DL .Council Part C 894,691 17 |1,130,651 14 876,161 7 1,141,544 9
Grants/@ontracts 473,490 9 711,589 9 617,708 5 455,770 4
State 296,204 6 1,497,395 18 2,143,575 18 ‘2,682,842 21
CETa 244,676 5 326,613 4 385,683 3 346,803 3
Title XX 83,945 2 248,000 3 126,000 1 233,000 2
Planning Money 76,907 1 36,196 - - - - -
Contractors - - 297,526 4 175,589 1 175,589 1
Private 24,875 - 58,996 1 23,000 5 74,099 .6
Miscellaneous 19,864 - 30,790 1 31,438 o5 57,100 N
VISTA 6,000 - 18,328 = | 62,800 1 31,228 -
WIN - - 8,926 - 765 - - -
United way - - - - - - 30,000 -~
Total 5,341,171 100 8,134,789 100 11,856,663 100 | 12,636,729 100

There appears to be a 6.6% increase in the budget for the
P&A agencies in FY "81. Since this report is witten in the
first quarter of FY '8l the budgets appear as projected budgets
which, in sone cases, await action by State Legislatures and a
variety of grant cycles.

The amount of Federal funds under Section 113 of PL 95-602
W Il account for 59% of the resources. The anount is the same
anount as in FY '"80 but the percent is less due to the 18%
increase in supplenmentary funds.

Resources fromthe DD Councils are at the highest level in
the four year history of the program The DD Councils account
for 9% of the funding of P&A systens of 1.1 mllion dollars. The
level of grants and contracts has declined in FY '8l to the
$400, 000 | evel of FY '78.




State general funds have increased again in FY '81. The
FY "81 level fromState general funds is alnost 2.7 mllion dollars.
This represents an increase of $500,000 when conpared to FY '80.

The amount to be received from CETA remains at the FY '80
| evel while the anount to be received fromTitle XX will increase
85% over the FY "80 level. Private donations are at a four year
hi gh of al nost $75,000. VISTA funding has decreased by 50% of
its FY '80 level in FY '81. However, the anount is nmade up by
one P&A agency receiving $30,000 fromUnited Way.

In summary, the resources for P&A continue to grow from
the 5.3 mllion dollar programin FY '78 to the 12.6 mllion
dollar programin FY '81l. P&A agencies have consistently attracted
40% of their resources from alternative funding sources other than
the basic support received from Section 113 of PL 95-602.

Table 7 shows the number of Protection and Advocacy agencies
recei ving noni es from supplenentary sources in addition to those
funds received from Section 113.

The nunber of P&A agencies receiving funds from DD Councils
increased by three fromFY '80 to FY '81. The nunber of P&A
agencies which are receiving State funds increased by five in
FY '81 from1l5 in FY '8 to 20 in FY '81.

There are two nore agencies participating in the CETA
programin FY '81 than there were in FY '80. One nore agency has
tapped Title XX funds, bringing this source of funding to four
P&A prograns. There are three agencies using VISTA personnel and
no agencies using WN resources in FY '"8l. One agency received a
grant from United Way.

TABLE III-7. NUMBER OF PROTECTION ANDIADVOCACY AGENCIES RECEIVING
FUNDS FROM SUPPLEMENTARY FUNDING SOURCES FOR PROTECTION AND ADVO-
CACY IN THE UNITED STATES FOR FY '78, FY '79, FY '80, AND FY '8l

FY '78 FY '79 FY '80 FY '81

Source of No. of No, of No. of No. of

Additional Funding States States States States
DD Councils 26 24 19 22
Grants/Contracts 8 9 11 8
State Support 8 16 15 20
CETA 7 8 8 10
Title XX 2 4 3 4
VISTA 1 2 2 3
WIN 0 1 1 0
United Way 0 0 0 1




In sunmary, it can be seen fromthis report that the Pro-
tection and Advocacy Program is a viable program which contributes
a valuable service to individuals who are devel opnental | y di sabl ed.
The program has nanaged to generate al nost 50% of its resources
outside of its basic formula grant.

The program as has been shown in this report, is serving
the nost severely involved of the disabled in our country. The
clientele of the P&A agencies is increasingly becomng the mnul -
tiply handi capped who have no slot in the service system The
DD Programin total is nore and nore addressing the service,
social and psychol ogi cal needs of the severely and profoundly
devel opnental ly disabled in this country.

The Protection and Advocacy agencies are working diligently
to place the individuals for whomregul ations nust be rewitten,
program activities expanded, and attitudes changed in order to
al l ow them maxi mum participation in a free society. Five hundred
plus individuals who staff P&A agencies work diligently to obtain
addi tional resources, tell the P&A story throughout the State,
and provide thoughtful and considered representation to each
i ndividual in need of service.



IMPACT OF THE DEFINITION

o The application of the definition of devel opnental disabil -
ities contained in PL 95-602 apparently has had sone effect on the
clientele of the Protection and Advocacy Agencies. The effect is
an increase in the nunber of individuals who are not nentally
retarded, cerebral palsied, epileptic, or autistic receiving P&A
services. However, the total nunber of individuals who are nen-
tally retarded receiving P&A services has not significantly de-
creased in either FY '79 or FY ' 80.

Tabl e 8 contains the nunber and percent of individuals
served by Protection and Advocacy Agencies in FY '78, FY '79, and
FY '80 by cause of disability. The table also shows the percent
of cases attributable to each cause of disability for each of the
three fiscal years.

TABLE III-8. NUMBER AND PERCENT OF INDIVIDUALS SERVED BY PROTECTION
AND ADVOCACY AGENCIES BY CAUSE OF DISABILITY FOR FY '78, FY '79,
AND FY '80

Cause of Figcal '78 Fiscal '79 Fiscal '80

disability Number % Number % Number %
Mental Retardation? 9,542 65.8 16,26% 60,2 14,073 51.6
Cerebral Palsy 1,218 8.4 1,756 6.5 2,236 8.2
Epilepsy 1,377 9.5 1,513 5.6 2,209 8.1
Autism 464 3.2 865 3.2 927 3.4
Multiply Handicapped2 1,290 8.9 3,755 13.9 2,155 7.9
Other 610 4.2 2,864 10.6 5,673 20.8
Total 14,501 100 27,018 100 27,273 100

1 1ncludes multiply handicapped, of which one handicap is mental
retardation.
Non-mentally retarded, cerebal palsied, epileptic, or autistic.

The first year of P&A, FY '78, there were a total of 14,501
I ndi vi dual s served, of which 65.8% or 9,542, were nentally re-
tarded. O the total served, 1,218 were cerebral palsied, 1,377
were epileptic, and 464 were autistic. There were 1,290 nmultip
handi capped non-rnental ly retarded served and 610 individuals wt
other than the disabilities listed served during FY '78.



During the second year of operation, FY '79, the P&A pro-
gram served a total of 27,018 individuals, of which 60.2% or
16, 265, were nentally retarded. Al though the percentage of cases
involving nentally retarded individuals was lower in FY '79 when
conpared with FY '78 statistics, the nunber of nentally retarded
served increased a total of 6,723 fromthe prior year.

One thousand seven hundred fifty-six individuals wth
cerebral palsy were served in FY '79, an increase of 538 over the
nunber served in FY '78. The individuals with cerebral palsy
accounted for 6.5% of all individuals served during FY '79.

The nunber of individuals with epilepsy who were served in
FY '79 increased by 136 over the nunber served in FY '78. The
percent of individuals with epilepsy was only 5.6% of the cases
In FY '79, where it had been 9.5% in FY '78.

The nunber of individuals who were autistic served in
FY '79 was 865, which is an increase of 401 fromFY '78. | ndi vi d-
uals with autism accounted for the identical percentage of cases
in both FY '78 and FY ' 79.

The nunber of non-nentally retarded multiply handi capped
increased in FY '79, 2,465 over the nunber so disabled served in
FY '78. There were 3,755 nultiply handi capped individuals served
in FY '79, which represents 13.9% of the clients for that year.

There were 2,864 individuals served wi th handi caps ot her
than those listed, which represented 10.6% of the cases in FY '79.
"G her' handi caps included, but were not limted to, individuals
with learning disabilities, deafness, blindness, cystic fibrosis,
spi na bifida, muscul ar dystrophy, osteogenesis inperfecta, and
i ndi vidual s who were physically handi capped.

The increase of individuals with other handi caps who were
served by P&A Agencies could originate from factors other than the
change in the Federal definition of devel opnental disabilities.
Many States, sixteen, received State nonies for the operation of
the P&A program Eligibility criteria for handi capped persons
were changed in some States with the provision of State nonies for
Protection and Advocacy. The State contribution to P&A increased
$1.2 mllion in FY '79 fromFY '78. Sone States required their
P&A Agencies to serve all handi capped.

The nunbers of individuals served by P&A Agencies in FY '80
was 27,273. O this nunber, 51.6% of the individuals served were
mentally retarded. There were 2,236 individuals wth cerebra
pal sy served in FY '80, which represented 8.2% of the total clien-
tele. Individuals with epilepsy represented 8.1% of the clientele,
and 3.4% of those served were individuals with autism The total
nunber of non-nentally retarded nultiply handi capped served went
down in FY '80 when conpared with FY '79 statistics. However, the
individuals in the category of 'other' served in FY '80 increased

significantly.



~ Table 9 shows the percent of change for each category of
i ndi vidual s served by P&A Agencies in FY '79 and FY '80 using
FY '78 as the base year.

TABLE III-9, COMPARISON OF PERCENTAGE OF INDIVIDUALS SHOWN BY
CAUSE OF DISABILITIES SERVED BY P&A AGENCIES IN FY '79 AND
FY '80 WITH THOSE SERVED IN FY '78

Fiscal '78 FPiscal '79] Fiscal '802
3 % %

Cause of Control Experimental Experimental
disability vear year vear
Mental Retardation 100 + 70.5 + 43.5
Cerebral Palsy 100 + 44,2 + 78.6
Epilepsy 100 + 9.9 + 56.1
Autism 100 + 86,4 + 94.4
Multiply Handicapped 100 + 191.1 + 62.5
COther 100 + 369.5 + 804.4
Total 100 + 86.3 + 82.9

! compared to number served in FY '78.
Compared to number served in FY '78,

It is apparent fromthe information presented in Table 9
that individuals wwth nmultiple handi caps and ot her handi caps be-
sides nental retardation, cerebral palsy, epilepsy, and autism
accounted for a significantly | arger percentage of the 86% in-
crease in individuals served in FY '79.

The figures for FY '"80 indicate that the individuals with
ot her handi caps represented an 800% growt h when conpared with
FY '78 statistics, while the total nunber of individuals served
increased by only 82. 9%

Tabl e 10 shows the changes in individuals served who were
mental ly retarded, cerebral palsied, epileptic, and autistic and
all other individuals served by P&A Agencies for FY '78, FY '79,
and FY ' 80.

One could conclude fromthe information shown in Table 10
that the inpact of the definition of developnental disabilities in
PL 95-602 was to shift the clientele of the P& system approxi -
mately 15% fromindividuals wth nental retardation, cerebra



pal sy, epilepsy or autismto individuals with other types of han-
di cappi ng conditions. However, it is not known what part State

requirenments in those States which received State funds played in
the shift of P&A clientele over FY '79 and FY '80. It is assuned
for the purposes of this report that the definition in PL 95-602
was the major factor in the shift of clientele.

TABLE III-10. PERCENTAGE OF INDIVIDUALS WHO ARE MENTALLY RETARDED,
CEREBRAIL PALSIED, EPILEPTIC AND AUTISTIC AND ALL OTHER INDI-
VIDUALS SERVED BY P&A AGENCIES FOR FY '78, FY '79, AND FY '80

Category of FY '78 FY '79 FY '80

disability % % 2
All others 13.1 24.5 28.7
Total 160 1060 160




SERVICES TO THE DEVELOPMENTALLY DI SABLED

PL 95-602 requires that "an assessnent, evaluation and
conpari son of services provided to persons wth devel opnenta
disabilities" be included in the nmandated report.

It is difficult to assess and evaluate the quality of ser-
vices provided by the P&A Agencies. Evaluation can take the form
of client satisfaction, efficiency of operation, nunber of indi-
vi dual s served, magnitude of services provided, or a host of other
eval uative indicators which would provide assessnent data.

However, Protection and Advocacy Agencies are responsive to
individuals at the point of need. The fact that over 68,000 indi-
vi dual s have been served in a three year period is significant.

The types of services provided have not changed signifi-
cantly over the three year period. Cases concerned wth education
probl ens represented only 27% of all cases in FY '78, whereas this
probl em area represented 31% in FY '79. The percent of cases
dealing with problens in enploynment, fiscal entitlenments, inap-
propriate living arrangenents, and nmedical entitlenents renained
consi stent over the first three years of P&A

There has not been a significant change in the type of
services provided by the P&A Agencies. Only 2% of all cases
handl ed by P&A Agencies have required |legal intervention, which
means 98% have been sol ved outside of |egal action.

Twel ve percent of all cases handl ed by P&A Agenci es have
been for individuals in institutions, which denonstrates good
access to institutions. This percentage has remai ned constant
over the three year period.

The fact that all fifty-four prograns survived the first
three years without crib deaths and adm nistrative accidents
speaks wel |l of the program

The Adm nistration on Devel opnental Disabilities is working
toward finalizing standards for P&A Agencies and has supported the
program w th technical assistance during the first three years.

In summary, exam nation of the P&A report shows that the
services provided by the P&A Agencies are consistent with the
| egi sl ati ve mandate, prograns are in place in each of the 54
States and Territories, and statistical evidence indicates a
growth in nunber of individuals served in each of the three years
in which P&A' s have been in existence.
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LEGISLATIVE MANDATE

Gants of National Significance and Special Projects have
been part of the Devel opnental D sabilities Program since its
inception. QGants of National Significance and Special Projects
are funded under Part D of PL 95-602, Title V. Part D entitled
Special Project Grants, contains the follow ng:

(@ The Secretary may make project grants to public or

nonprofit private entities for--

(1) demonstration (and  research and evaluation in
connection therewith) for establishing programs which
hold promise of expanding or otherwise  improving
services (particularly priority services) to persons
with developmental disabilities (especially those
who are disadvantaged or  multihandicapped); and

(2) demonstration (and research, training, and
evaluation in connection therewith) for establishing
programs which  hold promise of expanding or other-
wise improving protection and  advocacy services

related to the Sate protection and advocacy — system
(described in Section 113).

(b) Grants provided under subsection @ shall include
grants for--

(1) public awareness and public education  programs
to assist in  the elimination of social, attitudinal,
and environmental barriers confronted by persons
with developmental disabilities;

(2) coordinating and using  all available community
resources in  meeting the needs of persons with devel-
opmental disabilities (especially those from disad-
vantaged backgrounds);

(3 demonstration of the  provisions of  services to
persons  with devel opmental disabilities  who are also
disadvantaged because of their economic status;

(4) technical assistance relating to services and

facilities for persons with developmental disabili-
ties, including assistance in Sate and local plan-
ning or  administration respecting such services  and
facilities;

(5 training of specialized per sonnel needed for
the  provison of services for persons  with develop-
mental disabilities or for research directly related
to such training;

(6) developing or demonstrating new  or improved
techniques for the provison of services to  persons

with developmental disabilities (including model
integrated service projects);
(7) gathering and disseminating information relat-

ing to developmental disabilities;



(8 improving the quality of services provided in
ang the  administration of programs for  such  persons;
an

(99 developing or demonstrating innovative methods
to attract and retain professionals to serve in rural
areas in  the habilitation of persons with  develop-
mental disabilities

PL 95~602, Title V, Sec.145

For each of the three fiscal years covered by this report,
the Bureau of Devel opnental Disabilities printed an announcenent
of intention to nmake grants in certain priority areas which were
consistent with the eleven areas of activities designated in Parts
a and b of Section 145.

The introduction to the announcenent appeared in the Federal
Regi ster on Monday, August 18, 1980. This announcenent was for the
Special Project Grant Program - Projects of National Significance
in Devel opnental Disabilities.

OFFI CE OF HUVAN DEVELOPMENT SERVI CES
[ Program Announcerment No. 13631.8011

Special Project Grant Program - Projects of National
Significance in Devel opmental Disabilities

AGENCY: O fice of Human Devel opnent Services, DHHS

SUBJECT: Announcenent of availability of grant funds for the special project
Grant Program- Projects of National Significance in Developmental Disabilities

SUMMARY:  The Administration on Devel opnental Disabilities (ADD) announces

that applications wll be accepted for grants under the Special Project G ant
Program - Projects of National Significance authorized by Title |, Section 145
of the Developnmental |y Disabled Assistance and Bill of Rights Act, Pub.L.95-602,
142 U.S.C. 60011. Regulations applicable to this program include the Adm nis-
tration on Devel opnental Disabilities general regulations, 45 CFR Part 1385,

and the regulations governing Discretionary Grant Programs [45 CFR Part 13871.

DATE: dosing date for receipt of applications is September 5, 1960.
Scope of this Announcement

Thi's program announcenent covers only projects of national significance
authorized under the Special Project Gants Program of the Devel opnental l'y
Di sabl ed Assistance and Bill of Rights Act, Pub.L.95-602, and enconpasses only
those projects that relate to the Devel opmental Disabilities Protection and
Advocacy Systens.

Program Pur pose

The Special Projects Grant Program as authorized in Section 145(a) of
Pub. L. 95-602, enables the Adninistration on Devel opmental Disabilities to
award grants for a variety of purposes, anong which are:

1. To denmonstrate how to establish programs which will expand or inprove
services to devel opmental |y disabled persons

2. To increase public awareness and public education programs

3. To denonstrate services for econom cally disadvantaged devel opmentally
di sabl ed persons

4. To gather and disseninate information.



For the purposes of this program announcenent, these projects nust:

(1) Be designed to have a direct inpact on Devel opmental Disabilities
State Protection and Advocacy systems throughout the country; and

(2) Involve activities to be conducted in a nunber of sites in various
parts of the country as part of a unified program

Program Goal and Objective

Al States and Territories participating in the Basic State Formula G ant
Program have systens designed to protect and advocate for the rights of persons
with devel opnental disabilities. Staff of Protection and Advocacy Systens
must deal with a wide variety of programs and issues, including legal matters
on behal f of the devel opnental ly disabled persons whom they serve. Many of
the systems need information in the most expeditious manner possible on rele-
vant laws, court decisions, as well as guidance on legal matters in order to
protect their clients' rights to services.

The purpose of these projects is to provide back-up specialized know
|l edge, legal expertise, and support to State Protection and Advocacy Systens
that will enhance and strengthen their capabilities to engage in outreach to
mnority, institutionalized, geographically isolated and other hard-to-reach
persons with devel opmental disabilities. Specifically, the objectives for
these projects are:

1. To provide State Protection and Advocacy Systems with the necessary
legal and technical information that wll assist them in assuring the rights
of institutionalized, mnority and other under-served and under-involved
persons with devel opmental disabilities; and

2. To provide technical information to State Protection and Advocacy
systenms to enable themto overcome obstacles to reaching underserved, tradi-
tionally separated, and isolated persons with devel opmental disabilities.

Eligible Applicants

Applications may be made by public or private non-profit organizations
experienced in the provision of legal services and which have particul ar
expertise in areas relevant to the rights of developmentally disabled persons.
Applicants must have legal and technical expertise specifically related to the
civil rights of institutionalized devel opnental |y disabled persons as well as
the rights of developmentally disabled menbers of racial and ethnic mnority
groups affirmed in Title VI of the Gvil Rights Act.



APPROPRIATIONS

As has been reported in Section | of this report, the
Speci al Projects conponent of the Devel opnental Disabilities Pro-
gram has al nost ceased to exist because of the drastic cutback in
appropriations. The cutback of appropriations in the area of
Special Projects was unfortunate both in magnitude and tim ng.

The severe cutback of appropriations in FY "80 |limted the anount
of assistance at the national and regional |evels which could be
provided to the DD comunity in the inplenentation of the defin-
ition in PL 95-602 and the understanding of the four priority
service areas. The lack of appropriation also limted the anount
of assistance which could be provided in the devel opnent of the
conprehensi ve evaluation plan in accordance with Section 110 of

PL 95-602. W thout the Special Projects, the DD Program has not
the flexibility and resources to provide the technical assistance,
nmodel progranm ng, and regional and national denonstration neces-
sary at a tine of massive program change. Therefore, the deappro-
priation of Special Projects in FY '"80 and FY '81 was unfortunate
in light of program needs.

The reduction of funds provided for the Special Projects
is illustrated by the appropriations provided for Special Pro-
jects for FY '"78, FY '79, and FY '80. Table 1 shows the anount
of appropriation provided for Special Projects in each of the
three fiscal years.

TABLE IV-1. AMOUNT OF APPROPRIATION AND PERCENT OF CHANGE FROM FY '78 FOR SPECIAL
PROJECTS FOR FY '78, FY '79, AND FY '80

Appro- Appro=- Per- Appro- Per-
Category of priation priation cent priation cent
Special for Per- for of for of
Projects FY '78 cent Fy '79 Change FY '80 Change
Project Grants $13,801,000 100 $ 3,001,000 - 78 51,977,000 - 86
Projects of Nat'l Sig. 4,695,000 100 9,187,000 + 95 2,399,000 - 49
Special Studies 500,000 100 0 -100 o -100
Program Evaluations 571,000 100 385,000 -~ 33 380,000 - 33
Total $19,567,000 100 $12,573,000 -~ 35 $4,756,000 - 76




It is apparent from appropriation |levels over the three
year period that all phases of Special Projects have been virtual -
ly elimnated from the Devel opnental Disabilities Program There
was an overall reduction of 35% in FY '79 and an overall reduction
fromFY '"78 of 76% in FY '80. The level of funding was reduced
from$19.5 mllion in FY '78 to $4.7 million in FY '80.

The various categories of Special Projects were al nost
equal ly reduced over the three year period wth the exception of
the Projects of National Significance in FY '79.

Project grants were usually distributed and supervised at
the regional level. The admnistrative structure of Devel opnental
Disabilities provides for ten Regional Directors of Devel opnental
Disabilities. A Regional Director is placed in each of the ten
Heal th and Human Services regions.

The Central O fice of the Adm nistration on Devel opnenta
Disabilities and its forerunner would have published in the
Federal Register the announcenent and Request for Proposal for
Special Project grants. The Regional Directors would receive
the proposal s, supervise the peer review process, and have the
regional grants personnel award the grant. The Regional Director
of Devel opnental Disabilities would then supervise the inplenen-
tation and operation of the project to its concl usion.

As is evident fromthe information presented in Table 1,
the anmount of funds appropriated for project grants was reduced
78% in FY '79 fromthe FY '78 level, and reduced 86% in FY '80
fromits FY '78 level. As any program specialist can verify, this
magni tude of reduction over a twenty-four nonth period elimnates
the program resources and research capabilities.

Projects of National Significance were projects which at-
tenpted to provide nodel prograns having universal application and
provi de technical assistance from a national perspective. The
Projects of National Significance were successful in performng
this mandate, which is readily seen fromthe conprehensive nature
of this report to Congress.

Projects of National Significance funded the design and
i npl emrentation of the conprehensive planning system used by all
of the DD State Planning Councils and Adm nistrative Agenci es.
Wthout this uniform process of planning, coordinated program
data fromeach of the States and Territories would have been
unat t ai nabl e.

Al so, the tel ecommunications systemin place throughout
the University Affiliated Facilities was the result of a Project
of National Significance. The report on the UAF' s contained in
Section V of this report uses the data from the UAF tel ecommuni -
cations system The coordi nated UAF data woul d have been unat -
tai nable without the Projects of National Significance.



Appropriations for Projects of National Significance were
increased 95% in FY '79 fromthe FY '78 level. However, as is
denonstrated later in this report, much of these funds had to be
used for second and third year commtnents nmade under FY '78
project grants which had potential of being national denonstration
projects. The FY '80 level of Projects of National Significance
was reduced 49% fromits FY '78 |evel.

There was only one special study during the three year
period covered by this report. The special study was the defini-
tion study. The result of this study was to change the definition
of devel opnental disabilities fromthe one in PL 94-103 to the
current definition contained in PL 95-602. The contents of both
of these definitions appear in Section | of this report.

Program eval uation received nuch attention in FY '"80 with
the requirenent to inplenment Section 110 of PL 95-602, Part V.
However, funding for program eval uation has been cut 33% both in
FY '79 and FY '80 fromthe FY '78 |evel.

Speci al Projects, when adequately funded in FY '78, relied
on a variety of resources to provide the denonstration, advocacy,
techni cal assistance, and applied research mandated in Section 145
of PL 95-602. The follow ng accounting of projects and resources
used for Special Projects in FY '78, FY '79, and FY '80 denon-
strates conscious stewardship on the part of the Adm nistration on
Devel opnmental Disabilities and its forerunner to nmake the Speci al
Projects work for the benefit of the individuals wth devel opnental
disabilities by efficiently and effectively devel opi ng nodel and
denonstration prograns, strengthening the State Planning Councils
and Adm ni strative Agencies, and researching problematic areas in
an effort to find solutions.
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TABLE IV-2. DISTRIBUTION OF SPECIAL PROJECT MONIES FOR ¥Y '78, FY '79, AND FY 'S80
BY REGIONS AND NATIONAL OFFICE

Administration FY '78 FY '79 FY '80
area Amount % Amount % Amount %
Central Officel $5,766,000 29.51 $7,279,7922 57.9|$2,779,000 58.4
Region I 535,732 2.7 382,121 3.0 211,761 4.5
Region IT 1,730,838 8.8 781,869 6.2 189,595 4.0
Region ITI 1,708,927 8.7 876,322 7.0 212,687 4.5
Region IV 1,795,679 9.2 722,378 5.7 220,334 4.6
Region V 2,555,355  13.1 818,497 6.5 180,000 3.8
Region VI 1,653,386 8.4 395,863 3.2 185,049 3.9
Region VII 1,123,891 5.7 286,396 2.3 195,000 4.1
Region VIII 481,864 2.5 289,133 2.3 164,393 3.5
Region IX 915,211 4.8 431,523 3.4 213,984 4.5
Region X 1,300,117 6.6 309,106 2.5 204,197 4.2
Total Region $13,801,000 70.5| $5,293,2083  42.1)%1,977,000 41.6
Total Special Projects | $19,567,000 100 | $12,573,000 100 | $4,756,000 100

1 potals include amounts funded for special studies and evaluation efforts.

2 poes not include the $2,292,208 which was used for Special Projects.

3 Includes $2,292,208 of Projects of National Significance money used for
continuvation of Special Projects.



The information presented on Table 2 shows just over 70% of
the Special Projects nonies were used for Special Projects at the
regional |evel and al nost 30% of the nonies were used for Projects
of National Significance in FY '78. There was a total of $13.8
mllion expended for Special Projects at the regional level in
FY '78 and just over $5.8 million expended on Projects of National
Si gni fi cance.

In FY '79, alnost 58% of the Special Project nonies were
expended for Projects of National Significance. The 58% does not
i nclude al nost 18% of the nonies of Projects of National Signifi-

cance used for Special Projects at the regional level. A total of
42% of the Special Projects nonies were used for Special Projects
at the regional level. A total of $7.2 mllion was expended for

Projects of National Significance in FY '79. A total of al nost
$5.3 mllion was expended for Special Projects at the regiona
level in FY '79.

In FY '80, the distribution of Special Project funds al nost
paral leled that of FY '79. Fifty-eight percent of the Specia
Project funds were expended for Projects of National Significance.
Al nost 42% of the Special Project funds were expended for Speci al
Projects at the regional level. There was a total of just over
$2.7 mllion expended for Projects of National Significance in
FY '80. There was a total of just over $1.9 million expended for
Special Projects during the sane year.



PROJECTS FUNDED

The legislative mandate for Special Projects contained in
Section 145 of PL 95-602 requires attention be paid to specific
areas and activities of the Devel opmental D sabilities Program
The specific areas identified in Part A of Section 145 are the
priority service areas and advocacy services. There are four
priority service areas identified in PL 95-602 which are to be
enphasi zed by the DD Program These four priority areas are:

1. Case Managenent Services

2. Child Devel opnent Services

3. Aternative Coomunity Living Arrangenents
4. Nonvocational Social Devel opnent Services

There are several areas and activities identified in Part B
of Section 145 for which attention is to be paid through the fund-
ing of Special Projects. The areas and activities so identified
ar e:

Publ i ¢ Awar eness

Coordi nati on of Services
Denonstration Projects
Techni cal Assi stance

Tral ni ng

Model Prograns

| nfformati on D ssem nation

| nproving Quality of Services
Projects for Special G oups

In order to docunent the areas in which projects were
funded for Projects of National Significance and Special Projects,
all projects for FY '78, FY '79, and FY '80 have been grouped
under topical headings which closely parallel those identified
in Section 145 of PL 95-602. The topical headings which are used
for this part of the report are as foll ows:

Chi | d Devel opnent

Case Managenent

A ternative Living Arrangenents
Nonvocat i onal Soci al Devel opnent
Techni cal Assi stance

Tral ni ng

Enpl oynent / Vocat i onal Devel opnent
Advocacy _

Prograns for Special G oups

10. Standards/ Needs Assessnent

11. Public Awareness

12. Council Activity

©COoNOUIRWNE



Tabl e 3 shows the nunber of projects, percent of resources,
and the amount of noney expended for Projects of National Signifi-
cance in each of the three fiscal years.

There were a total of 69 individual Projects of National
Signi ficance funded during the three fiscal years. The projects
on Table 3 have been recorded as one year projects, separate for
each fiscal year, although many of the projects are funded for two
or three years. However, for the purposes of conparing expendi -
tures between fiscal years it is assuned that each project is a
one year project.

In FY '78, 20% of the Projects of National Significance
noni es were for technical assistance. Al nost 17% was expended for
alternative living arrangenents and 15% for advocacy. Nearly 14%
was expended for nonvocational social devel opment. Prograns for
speci al groups accounted for just under 12% of expenditures. Just
under 8% was expended for training. Child devel opnent, standards/
needs assessnent, and public awareness each received 5% of the
funding in FY '78.

TABLE 1v=3, AMOUNT AND PERCENT OF RESOURCES AND NUMBER OF PROJECTS OF MATIONAL SIGNIF|CANCE BY
TOPICAL HEADINGS FOR Fy t78, FY '79, AND FY '80

Fiscal '78 Fiscal 179 Fiscal '80
No.of | Nosof No.of
Project Toplc Proj. Amount 4 Proj. ° Amount g Proj. Amount 4
Child Development 2 § 300,000 5.2 4 % 593,829 8,2 2 % 108,561 3,9
Ca;e Management 0 0 ¢ 2 593,881 8.2 0 0 o
Alternative LIve Arrge. 7 970,519 16.8 ki 1,089,682 15.0 4 266,189 9.6
Nonvoc. Social Devel. 5 787,557 13,7 0 0 0 - 160,000 3.6
Technical Assistance 6 1,152,059 20.0 2 790,000 10.9 2 550,000 19.8
Tralnling 2 442,682 7.7 7 165,733 10.5 S 369,455 13,3
Employment/Voc.Devel. ¢ 0 0 0 0 0 0 0 0
Advocacy 6 851,055 14,8 5 1,062,924 14.6 7 768,720 27.7
Pro.for Special Groups 7 680,323 11,8 3 526,702 7.2 2 320,000 11.5
Standards/Needs Asses. 2 273,935 4.8 1 275,110 3.8 1 296,075 10.6
Public Awareness 3 307,870 5.2 2 82,106 1.1 0 0 0
Council Activities 0 ¢ 0 1 1,499,825 20.5 0 0 0
Total 40  $5,766,000 100 34 $7,279,792 100 24  $2,779,000 100




Just over 50% of the expenditures for Projects of National
Significance in FY '78 went to the four priority areas and advocacy
or the activities identified in Part a of Section 145 of PL 95-602.

In FY '79, Council activities received 20.5% of the funds
fromProjects of National Significance. This was the funding of
the UAF tel ecommunications project already referred to in this
report.

Al nmost 15% of the project funds were used for advocacy and
15% were used for projects in alternative living arrangenents.
Just over 10% of the funds was used for technical assistance and
just over 10% was used for training. There was an equal anount
used for child devel opnent and for case management. Just over 7%
was used to fund projects for prograns for special groups. Nearly
4% was used for the devel oping of standards. Public awareness
received 1% of the funds in FY '79.

In FY '79, 46% of the National Significance nonies was
expended in the four priority areas of service and advocacy.
These are the activities identified in Part a of Section 145 of
PL 95-602.

In FY '80, alnost 28% of the Projects of National Signifi-
cance noni es was spent for advocacy. Nearly 20% of the noney was
expended for technical assistance. Over 13% of the noney was
expended for training, and alnost 12% was expended for projects
for special groups. Over 10% of the nonies was expended to devel -
op standards for the services provided for individuals who are
devel opnental |y disabled. Nearly 10% was expended for projects
in alternative living arrangenents. Just over 3% of the funds was
used for two projects in child devel opnent and just over 3% was
used for one project in nonvocational social developnent in FY '80.

In FY '80, nearly 45% of the Projects of National Signifi-
cance noni es was expended for projects in the four priority areas
and advocacy. These are the activities which are listed in Part a
of Section 145 of PL 95-602.

Figure 1 shows the percent of Projects of National Signifi-
cance by topical headings for the three fiscal years of '78, '79,
and '80. There was a total of $15.8 million expended for Projects
of National Significance during the three years.

Sevent een percent of the National Significance project
funds was used to develop and aid the advocacy program for the
Devel opnental Disabilities Programduring the three fiscal years
of '78, '79, and '80.

The next |argest category of projects was technical assis-
tance for which 15.7% of the resources was used. These projects
were used to aid DD Council s/ Adm ni strative Agencies to inplenent
the DD Program and aid in the devel opnent of staff and service
provi ders.



Project Topic

Public Awareness

Case Management

Standards

Nonvocational Soc.bPev.

Child Development

Council Activities

Pro.for Special Groups

Training

Alternative Liv, Arrg.

Technical Assistance

Advocacy

2 4 6 8 10 12 14 16 18
Percent of resources

Figure |1V-1. Percent of Resources Used for Projects of Nationa
Slgnlflgance by Project Topic for the Three Fiscal Years '78,
'79, and ' 80

Nearly 15% of the resources was used for projects in
alternative living arrangenents. Several of the projects funded
under this topic were in deinstitutionalization, which was the
enphasis of the DD Programin FY '78.

Ten percent of the resources was used to fund training
projects. The devel opnent of Council staff, Council nenbership,
interdisciplinary training and specialized personnel were included
in training projects funded during the three years.

There was 9.6% of the resources used for prograns for
speci al groups. These projects included projects for the aged,
prograns for delivery of services in rural areas and projects for
mnority groups.



There was 9.5% of the resources used to develop the tele-
comuni cations system for the University Affiliated Facilities.

Just over 6% of the Projects of National Significance
nmoni es was used for projects in child devel opnent. Projects in
this area included prevention, genetics, preschool, and denon-
stration projects in early intervention.

Nearly 6% of the nonies was used for projects under non-
vocational social devel opnent, including coordination of services,
dental progranms, and social adjustnment prograns.

The Adm nistration on Devel opnental D sabilities has ex-
pended just over 5% of its resources to develop and inplenent
nati onal standards for service providers who provide institutiona
care and alternative community living arrangenents. As a result
of this expenditure, national standards for services provided to
i ndi vidual s who are devel opnental |y disabled exist.

Al nost 4% of the resources was expended for projects in
case managenent. Public awareness projects accounted for 2.5% of
the expenditures during the three year period.

There was nearly equal distribution of expenditures between
those activities identified in Part a of Section 145 of PL 95-602
and those activities identified in Part b of the sane section.
There was a total of 47.4% or $7,492,917 expended for projects in
the four priority areas and advocacy during the three year period.
There was a total of 52.6% or $8, 331,875 expended for projects
under headings identified in Part b during the three year period
fromGQctober 1, 1977 through Septenber 30, 1980.

Tabl e 4 shows the nunber of projects, percent of resources,
and the anmount of nobney expended for Special Projects in each of
three fiscl years. The Special Projects were funded by regiona
of fices of the Devel opnental Disabilities Adm nistration, as
previously explai ned.

There were 210 individual Special Projects funded in Fisca
Years '78, '79, and '80. The projects in Table 4 have been
recorded as one year projects, separate for each fiscal vyear,
al though many of the projects are funded for two or three years.
Many of the projects identified in FY '78 are continuation years
of projects originally funded in FY '76 and FY '77. However, for
t he purposes of conparing expenditures between fiscal years, it is
assuned that each project is a one year project.

In FY '78 there was $13.8 nmillion expended for Speci al
Projects. Over 18% of this amount was expended for enploynent and
vocati onal devel opnent projects. There were 40 such projects
funded in that year. FY '78 projects were funded under PL 94-103
and not subject to the four priority areas as in FY '79 and FY '80
under PL 95-602.



TABLE #V=4. AMOUNT AND PERCENT OF RESOURCES AND NUMBER OF SPECTAL PROJECTS BY TOPICAL HEADINGS FOR
FY '78, FY 179, AND FY '80 '

Fiscal '78 Fiscat 79 Fiscal 'B0O
No,of No.of No.of

Project Topic Proj. Amount ] Projs Amount )4 Proj. Amount ;S
Child Development 5 § 212,979 1.6 o $ o o o 3 0 0
Case Management 5 350,720 2.6 4 250,779 4.7 3 160,775 8.1
Alfeénafive Live Arrg. 17 1,676,339 12.2 2 151,857 2.9 1 35,000 1.8
Nonvoc. Social Devel. 41 2,514,665 18.3 23 1,433,215 271 10 440,930 22.3
Technical Asslistance 26 2,476,032 17,9 14 1,422,064 26.% 8 576,936 29,2
Training 23 1,481,473 10.7 8 550,688 10.6 4 158,859 8,0
Employment/Yoc, Devel. | 40 2,545,567 18.4 1 70,681 1.3 0 0 0
Advocacy 1 869,196 6.3 7 509,148 9.6 3 217,850 14,1
Pro.tfor Special Groups| 10 652,567 4,7 8 582,679 11.0 6 245,288 12,4
Standards/Needs Asses. 3 310,088 2.2 0 0 o 4] 0 0
Public Awareness 9 541,090 3.9 5 312,099 5.9 2 81,362 4.1
Counci| Activities 3 170,284 1.2 4] | 0 o o G 0
Total 193 $13,801,000 100 7z $5,295,208 100 37 $1,977,000 100

There was over 18% of the Special Project nonies expended
for nonvocati onal social devel opnent projects. These projects
I nvol ved dental services, offenders prograns, recreation, and
coordi nation of services within the community.

Just under 18% of the Special Projects nonies was spent for
regional technical assistance projects in FY '78. Over 10% of the
Special Projects noney was devoted to training projects at the
regional, state and local |evels. Over 12%of the funds was used
for alternative living arrangenent projects in FY '78.

S x percent of the nonies was used for advocacy projects in
the regions. The rest of the funds were used to fund projects in
chil d devel opnent, case nmanagenent, prograns for special groups,
needs assessnent, and public awareness in FY '78.



There was $5, 293, 208 expended for 72 Special Projects in
FY "79. There is a change in enphasis fromprojects funded in
FY '79 when conpared to those funded in FY '78. Changes occurred
in Special Projects funded in FY '79 because of the passage of
PL 95-602. The four priority areas of service are included in the
| aw and advocacy was in its second year of inplenentation

Over 27% of the Special Project nonies was expended in non-
vocational social devel opnment projects. Also, 27% of the funds
was expended for technical assistance projects which aided Coun-
cils in inplenmenting the new | egislation, understand the change
in definition, and maintain the system of conprehensive planning
in FY '79.

Al nost 11% of the funds was used for training prograns,
many of which were started in FY '78 and continued in FY '79.
El even percent of the funds was used for prograns for Specia
Projects including prograns in rural areas and prograns for
mnority and poverty groups. Alnost 10% of the funds was used
to assist advocacy prograns at the state and local level. Pro-
jects were also funded for public awareness, case nanagenent,
and alternative living arrangenents in FY '79.

Less than $2 million was expended for 37 Special Projects
in FY '80. The average size of each grant was reduced from over
$70,000 in FY "79 to just over $50,000 in FY '80. The same areas
of activities were enphasized in FY '80 as in FY '79. Most of the
projects in FY '80 were continuations of projects originally
funded in FY '78 and FY '79.

Nearly 30% of the FY '80 funds was used for technica
assi stance and over 22% was used for projects in the nonvocationa
soci al devel opnent service area. Fourteen percent was used for
advocacy prograns and assistance to advocacy progranms. Over 12%
was used for prograns for special groups. Eight percent was used
for child devel opnent projects. Eight percent was used for pro-
jects in training prograns. Public awareness and alternative
living arrangenents were also funded with FY '80 funds.

The inpact of PL 95-602, Title V can be seen in areas of
Special Project grants funded in FY '79 and FY '80. In FY '78,
41% of the Special Project funds was used for projects in the four
priority areas of service and advocacy. In FY '79, these areas of
funding utilized over 44% of the funds, and in FY '80 over 46% of
the funds was expended in these areas.

Figure 2 shows the percent of Special Projects by topica
headi ngs for the three fiscal years of '78, '79, and '80. There
was a total of $21 million expended for Special Projects during
the three years.

Just over 21% of the Special Project funds was used for
technical assistance during the three year period between
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Cctober 1, 1977 and Septenber 30, 1980. Over 20% was used for
projects in the area of nonvocational social devel opnent at the
state and local level. Just over 12% of the Special Project funds
was used for enploynment and vocational devel opnment projects.
Training projects received over 10% of the funds during the three
year period.

Special Projects in the area of alternative living arrange-
ments required 8.8% of the funds over three years and advocacy
projects used just under 8% of the funds. Seven percent of the
funds was used for prograns for special groups.

Publ i ¢ awareness projects accounted for 4.4% of the funds.
Case managenent accounted for 3.6% of the funds and 1.6% was



expended for needs assessnent. Child devel opnent projects used
1% of the funds.

The total anmount for Special Projects and Projects of
Nati onal Significance during the three year period was $36, 896, 000.
Figure 3 shows the percent of all Special Projects by topical head-
ings for the period between October 1, 1977 and Septenber 30, 1980.
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Hgure I V-3. Percent of Resources Wsed by Special Projects and Projects of
National Sgnificance for the Three FHscal Years '78, '79, and '80

During the three year period, alnost 19% of Section 145
noni es was used for technical assistance. Technical assistance
projects were funded at just over $6.9 nillion. These projects
aided Councils in inplenentation of prograns, devel oped and



mai nt ai ned the conprehensive planning process, and inproved the
quality of services for individuals who are devel opnentally
di sabl ed.

Just over $5 million of Section 145 nonies was used to fund
projects in the area of nonvocational social devel opnent service.
There were a variety of projects funded at the national, regional,
state and local |evels which aided individuals who are devel op-
mental ly disabled and created nodel progranms for imtation by
servi ce providers.

Nearly 12% of the Section 145 nonies was used to aid in
i npl enmentation of the advocacy programin the three year period.
The $4.3 mllion was used for technical assistance to advocacy
prograns, national and regional conferences, and |egal assistance
in the three year period.

Over 11% of the Section 145 nonies was used to fund alter-
native comunity living projects. Nearly $4.2 million was used
for this purpose. These projects help establish nodel prograns
and denonstration projects for establishing alternative comunity
l'iving arrangenents.

Over 10% of the Section 145 funds was used for training
progranms. The nearly $3.8 mllion was used to train personnel,
pr of essi onal s, para-professionals, and volunteers in infornmation,
techniques and skills related to the devel opnental |y disabl ed.

Prograns for special groups such as the aged, mnority
groups, and prograns for rural areas accounted for just over 8%
of the expenditures of Section 145 funds, or $3 mllion.

Progranms for enploynent and vocational devel opnent of
i ndividuals were funded with 7% of the Section 145 nonies. The
$2.6 mllion was expended in Special Projects in FY '78 prior to
t he passage of PL 95-602 and the change of enphasis and program
focus.

Projects related to Council activities and a project to
establish the UAF tel ecomunications system required 4.5% of
Section 145 nonies. This percent of the funds accounted for just
over $1.6 nmillion.

Projects in case nmanagenent were funded at the $1.3 nillion
level in the three year period, which represented 3.7% of the
Section 145 funds. Projects in child devel opnent were funded at
the $1.2 million level, and represented 3.3% of the funds.

Publ i ¢ awareness projects used 3.6% of the funds, or just
over $1.3 million. Projects to establish national standards and
needs assessnent prograns were funded with 3% of the funds, or
just over $1.1 mllion in the three year period enconpassing
Fy '78, FY '79, and FY ' 80.



SERVI CE PROVI DERS

The initial instructions in Section 145 of PL 95-602 all ow
the Secretary to make "project grants to public or non-profit
private entities.”" A variety of service providers were used for
the Grants of National Significance and Special Projects during
the three year period. The service providers can be classified in
four categories. The four categories of service providers used
are:

Non-profit organizations
Uni versities

State Governnents
Associ ati ons

BN

Non-profit organizations were used for their specialized
services and know edge in providing services to individuals who
are devel opnentally disabled. The mgjority of non-profit organ-
i zations used for Projects of National Significance and Speci al
Projects were service providers who specialized in providing
specific services.

Uni versities were used as service providers for Projects of
Nati onal Significance and Special Projects. University Affiliated
Facilities provided assistance in performng many of the nationa
projects and Special Projects at the regional, state and |oca
| evel s. Non-UAF universities were also used as resources of
Special Projects during the three year period.

Projects of National Significance and Special Projects were
al so conducted by State Governnments. Departnents of Human Resour -
ces and Departnments of Mental Retardation were recipients of
several Grants of National Significance.

Associ ations were used as a resource for conducting Pro-
jects of National Significance and Special Projects. National,
state and | ocal Associations of Retarded Ctizens were recipients
of grants for Special Projects. The United Cerebral Pal sy Asso-
ciations at all levels were also used as sources, as were the
Epi | epsy Associ ations. Oher associations were also used as
sources for Projects of National Significance and Special Projects
during FY '78, FY '79, and FY '80.

Table 5 shows the service providers used for the Projects
of National Significance in FY'78, FY '79, and FY '80.

Universities were used as providers for 44% of the Projects
of National Significance in FY '"78. Universities received 16
grants which totaled $2,535,433 in FY '78. Non-profit organiza-
tions received 28% of the Projects of National Significance in



TABLE V=5, AMOUNT, PERCENT AND NUMBER OF PROJECTS BY SERVICE PROVIDERS USED FOR GRANTS OF NATIGNAL
SIGNIFICANCE FOR FISCAL YEARS '78, '79, AND '80

Fiscal *78 Fiscal ‘79 Fiscal '80
No.of NoJof Nosof
Service Provider Proj. Amount ) Projs Amount )] Projs Amaunt g

Non=Profit Organizations| 13 31,626,296 28.2 10 $2,095,191 28.8 8 31,239,795 44.6

Universities i6 2,535,433 44,0 17 4,363,639 59.9 LR 930,426 33.5
State Governments 2 566,864 9.8 0 1] 0 1 100,000 3.6
Assoclations 9 1,037,407 18.0 7 820,962 11.3 4 508,779 18.3
Total 40 35,766,000 100 34 $7,279,792 100 24 32,779,000 100

FY '78. There were 13 grants awarded to non-profit organi zations,
for a total of $1,626,296. Eighteen projects were awarded to
associ ations, for a total of $1,037,407. Al nost 10%of the Grants
of National Significance were awarded to State Governnents, for a
total of $566,804 in two grants in FY '78.

Uni versities were the recipients of 17 Grants of National
Significance in FY '79, for a total of $4,363,639. This repre-
sented al nost 60% of the total Gants of National Significance in
FY '79. More than $3 million of these grants were awarded to
University Affiliated Facilities.

Ten Grants of National Significance were awarded to non-
profit organizations for $2,095,191 in FY '79. This represented
nearly 29% of the Grants of National Significance awarded in
FY '79. Associations were used as service providers for seven
Projects of National Significance in FY '79. Associations re-
ceived a total of $820,962, or just over 11%of the grants in
FY '"79. No grants were awarded to State Governments in FY '79.

Ei ght projects were awarded to non-profit organizations in
FY '80 for a total of $1,239, 795, which was alnost 45% of the
awards made for Grants of National Significance. Just over 33%
of the awards was made to universities in FY '80 under G ants of
National Significance. This anounted to $930,426 of the FY '80
appropriation. Over 18% of the projects was awarded to associ a-
tions, for a total anount of $508,779. One grant was awarded to
a State Governnment in the anount of $100,000 in FY '80.



_ Figure 4 shows the percent of the grants of National S gni-
ficance for each of the four categories of service providers used
f18r80the three year period fromQCctober 1, 1977 through Septenber 30,

There was a total of $15,824,792 appropriated for Gants of
National Significance in the three year period. Nearly 50% $7.8
mllion, was awarded to universities. Just over 31% $4.9 mllion,
was awarded to non-profit organi zations. Fifteen percent, $2.3
mllion, was awarded to associations for G-ants of National Signi-
ficance. Just over 4% $.6 mllion, was awarded to State CGovern-
nents in the three year period.

Resource

State Governments

Associations

Non-Profit Organ.

Universities

¢ 5 10 15 20 25 30 35 40 45 50
Percent of funds

Figure IV-4, Percent of Funds Used by Projects of National Significance
by Service Providers Used for the Fiscal Years '78, '79, and '80

Tabl e 6 shows service providers used for the Special Pro-
jects for Fiscal Years '78, '79, and '80. The Special Projects
were projects awarded at the regional |level for activities con-
ducted at the regional, state or local |evel.

A total of $13,801,000 was awarded for Special Projects in
FY '78. Nearly 40% of the Special Projects were conducted by non-
profit organi zations, indicating the service nature of several
projects conducted at the local level. There was $5.4 mllion
awarded to non-profit organi zations in FY '78.

~Just over 33%of the Special Project grants were awarded
to universities in FY '78. The universities received a total of
$4.6 mllion during this year. Just over $2 mllion of Special



TABLE IV-6. NUMBER OF PROJECTS AND AMOUNT OF FUNDING FOR EACH CATEGORY OF SERVICE PROVIDER OF
SPECIAL PROJECTS IN FY 78, FY '79, AND FY Y80

Fiscal '78 Fiscal '79 Fiscal '8Q

No,of No.of No.of
Service Provider Projs Amount % Projs Amount 7 Proje Amount %

Non-Profit Organizations| 76 % 5,421,745 39.3 30 $2,247,936 42.5 16 3§ 824,074 41.7

Universities 57 4,615,557 33.4 25 1,754,168 33.1 14 804,318 40,7
State Governments 31 2,093,753 15.2 11 702,336 13.3 6 309,986 15.7
Associations 29 1,669,945 1241 7 588,768 11,1 1 38,622 1.9
Total 193 $13,801,000 100 753 $5,293,208 100 37 $1,977,000 100

Project grants was awarded to State Governnents, which represented
15% of the appropriations. Associations were awarded 12% of the
Special Projects in FY '78 in the amount of $1.6 mllion.

The percent of distribution of Special Project funds of the
$5.2 mllion in FY "79 mrrored that of the distribution in FY '78
in respect to service providers used. Just over 42% was awarded
to non-profit organizations in the amount of $2.2 mllion. Just
over 33%was awarded to universities. Thirteen percent of the
\%ﬁ_em al Project funds for FY '79 was awarded to State CGovernnents,

ile 11%was used by associations for the conduct of Speci al

Projects in FY '79.

In FY ' 80, just under $2 mllion was appropriated for
Special Projects. Forty-one percent went to non-profit organi-
zations and 40%went to universities. Nearly 16%went to State
Governnents and al nost 2% was awarded to associ ations.

Figure 5 shows the percent of Special Project grant funds
for each of the four categories of service providers used for the
three year period fromQCctober 1, 1977 through Septenber 30, 1980.

_ There was a total of $21,071,208 appropriated for Special
Projects for the three year period. Forty percent, or $8, 493, 755,
was provided for projects operated by non-profit organizations.
Thirty-four percent, or $7,174,043, was awarded to universities
to conduct Special Projects. Just under 15% or $3,106, 075, was
provided to State Governnents for the conduct of Special Projects



and 10.9% or $2,297,335, was appropriated to associations for the
conduct of Special Projects in the three year period.
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Figure IV-5, Percent of Funds Used by Special Projects by Category
of Service Providers Used for the Fiscal Years '78, '79, and '80

Figure 6 shows the percent of Section 145 projects for each
of the four categories of service providers used for the fiscal
years enconpassed by FY '78, FY '79, and FY ' 80.

There was a total of $36, 896,000 appropriated for all pro-
jects funded under Section 145 during the three fiscal years.
Forty percent of the appropriation was provided to universities.
Thirty-six percent was provided to non-profit organizations.

Twel ve percent was used for associations to conduct Special Pro-
jects. Ten percent was provided to State Governnments with the
oppprgunity to conduct Special Projects during the three year
peri od.
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Figure IV-6, Percent of Funds of Section 145 Special Project Funds
for Each of the Categories of Service Providers Used for the
Three Year Period of Fiscal Years '78, '79, and '80



The cutback in appropriations for Special Projects has
significantly reduced the resources available to the Devel opnent al
Disabilities Program and individuals with devel opnental disabili-
ties.

One significant loss as a result of the cutback is the
resource of national, state and |ocal associations which usually
stay on the cutting edge of the needs of the handi capped and the
gaps in the service network. Parents groups and grass root
advocacy groups are the first to try innovative prograns for the
benefit of the disabled.

Also lost to the DD Programw th cutback in appropriation
of Special Project funds are the specific research and nodel
progranms conducted and devel oped by the universities.

The DD Program is not the same dynam c and innovative pro-
gram w t hout significant Special Projects and technical assistance.
The program has little flexibility wi thout adequate funds for
Section 145 projects.



IMPACT OF THE DEFINITION

The Special Projects funded with Section 145 nonies can be
divided into dive groups in order to assess the inpact of the def-
inition of devel opnental disabilities in PL 95-602 when conpared
with the definition in PL 94-103. The five groups of projects are:

Projects affecting DD conmunity

Advocacy projects

Projects for enploynent/vocational devel opnent
Tel ecommuni cati ons projects

Projects in four priority areas/special groups

TR WN

Each of the 400 Special Projects funded within the three
year period of this report was assigned to one of the five cate-
gories. Actually, there were 262 individual projects funded
during the three years, but 138 of the 262 Special Projects were
extended for a second and, in some cases, third year. For the
pur poses of this report, each project has been assuned to be a one
year project, therefore the report contains information on the 400
Speci al Projects. The target population and nunber of individuals
served has been analyzed in order to be responsive to the report
requi renents contained in PL 95-602.

The Special Projects assigned to group 1 are all projects
i nvol ving techni cal assistance, public awareness, training, stan-
dards/ needs assessnent, and Council activities. Table 7 contains
the anmount and percent of resources expended in each of these
areas of activity.

TABLE IV-7. AMOUNT AND PERCENT OF FURDS USED FOR SPECIAL PROJECTS AFFECTING THE
ENTIRE DD COMMUNITY FUNDED IN FY ‘78, FY '79, AND FY '80 BY AREA OF ACTIVITY

Area of FY '78 FY '79 FY '80

activity Amount % Amount 7% Amount %

Technical Assistance | $3,628,091 50.7 | $2,212,064 52,6 161,126,936 55.4

Public Awareness 848,960 11.9 394,205 9.4 81,362 4.0
Training 1,924,155 26.9| 1,326,421 31.5 528,314 26,0
Standards 584,023 8.1 275,110 6.5 296,075 14.6
Council Activities 170,284 2.4 0 0 0 0

Total $7,155,513 100 | $46,207,800 100 | $2,032,687 100




It is assuned that all Special Projects in group one affect
the entire DD comunity and therefore their effect on specific
popul ati ons of developnentally disabled is distributed according
to the DD popul ation as presented in Section | of this report.

The magni tude of service according to disability groups is con-
tained in Table 8.

TABLE IV-8, AMOUNT AND PERCENT OF SPECIAL PROJECT FUNDS WHICH AFFECTED THE
ENIIRE DD COMMUNITY BY DISABILITY GROUPS FOR FISCAL YEARS '78, ‘79, AND '80

Disability FY '78 FY '79 FY '80
group Amount % Amount % Amount %
Mental Retardation $4,686,861  65.5|$2,705,615  64.3 | $1,113,912  54.8
Cerebral Palsy 672,618 9.4 513,352 12.2 290,674 14.3
Epilepsy 1,559,901 21.8 828,937 19.7 353,687 17.4
Autism 107,334 1.5 63,117 1.5 32,523 1.6
Other 128,799 1.8 96,779 2.3 241,891  11.9
Total $7,155,513 100 | $4,207,800 100 | $2,032,687 100

In FY '78, alnost $4.7 mllion of Special Project noney in
the first category affected individuals who were nentally retarded.
Nearly $700,000 affected individuals who were cerebral palsied,
$1.5 mllion affected individuals with epilepsy, just over $100, 000
affected individuals with autism and just over $100,000 affected
i ndividuals with other handi capping conditions.

In FY '79, $2.7 mllion of Special Project nonies affected
i ndi viduals who were nentally retarded, just over $500,000 affected
i ndividuals with cerebral palsy, and over $800,000 affected in-
di vi dual s who were epileptic. Just over $63,000 affected the
autistic, and $96,000 affected individuals w th handi cappi ng
conditions other than those I|isted.

In FY '80, just over $1.1 nmillion of Special Project nonies
affected individuals who were nentally retarded, and al nost
$300, 000 affected individuals who were cerebral palsied. 1In the
same year, just over $350,000 affected individuals who were
epileptic and $32,000 affected individuals who were autistic.
Nearly a quarter of a mllion dollars was spent on individuals
with other handicaps in FY "80 in the first category of Speci al
Proj ect funding.



The percent of Special Project nonies spent for advocacy
and support of advocacy increases each of the three fiscal years

enconpassed by this report. In FY '78, $1,720,251 of Special
Project nonies was so spent, which represented 8.8% of the appro-
priation. In FY '79, the anmobunt spent for advocacy was $1,572,072,

or 12.5% of the appropriation. |In FY'80, 22% of the appropri a-
tion was spent for advocacy, which represented $1, 046, 570.

Tabl e 9 shows the magnitude of services provided by Speci al
Project nonies in the area of advocacy for Fiscal Years '78, '79,
and ' 80.

TABLE IV-9., AMOUNT AND PERCENT OF SPECIAL PROJECT FUNDS USED FOR ADVOCACY BY
DISABILITY GROUPS FOR FY '78, FY '79, AND FY '80

Disability FY_'78 FY '79 FY_'80
group Amount % Amount % Amount %
Mental Retardation $1,131,925 65.8 |8 946,387 60.2 18 540,030 51.6
Cerebral Palsy 144,502 8.4 102,185 6.5 85,818 8.2
Epilepsy 163,424 9.5 88,037 5.6 84,773 8.1
Autism 55,048 3.2 50,306 3.2 35,584 3.4
Other 225,352 13.1 385,157  24.5 300,365 28.7
Total $1,720,251 100 { $1,572,072 100 | $1,046,570 100

In FY '78, 65.8% or $1, 131,925, of the Special Project
funds expended for advocacy benefited individuals who were nentally
retarded. The individuals with cerebral palsy were benefited by
$144,502, or 8.4% of the funds in advocacy projects. There was
9.5% of the funds, or $163, 424, expended for individuals wth
epil epsy, and just over $55,000 for the autistic. Oher handi-
capped were assisted with 13.1% of the funds, or $225,352 in
Fy ' 78.

In FY '79, $946, 387, or 60.2% of Special Project nonies in
advocacy were used to benefit the nentally retarded. There was
6.5% of the funds, or $102,185, used for the cerebral palsied, and
5.6% or $88,037, used for individuals with epilepsy. There was
3.2% of the funds, anmounting to $50, 306, used for the autistic in
FY '79. Nearly one-fourth of the Special Project funds used for
advocacy went for individuals wth handi caps other than those
listed.



In FY '80, just over 50% or $540, 000, was used to benefit
the mentally retarded. A nost the identical anmount of 8% went to
both the individuals with cerebral palsy and the individuals with
epil epsy. The autistic received the benefit of 3.4% or $35, 584.
The ot her handi cappi ng conditions received the benefit of $300, 365,
or 28.7%of the funds.

There were several Special Projects funded in the area of
enpl oynment and vocational devel opnent in FY '78. Mst of these
projects went toward funded prograns in sheltered workshops de-
signed for individuals who were nentally retarded. The anount
funded for this purpose in FY '78 was $2, 545,567, or 13% of the
funds appropriated for Special Projects in FY '78.

Enpl oynent and vocational devel opnent were not categories
for which Special Project funds were used in FY '79 and FY ' 80.
The reason for the decrease and om ssion of Special Project funds
being used in these areas in FY '79 and FY '80 was that the
priority service areas of PL 95-602 omt these categories. The
Special Project funds were primarily used in the four priority
areas, advocacy, training and technical assistance in the Fiscal
Years '79 and ' 80.

The om ssion of the category of enploynent and vocationa
devel opnent in FY '79 and FY '80 as a category of funding is nore
a change in the enphasis of the 1978 anendnents to the DD | aw
rather than the definition of devel opnental disabilities in
PL 95-602. Therefore, the Special Project nonies used for this
category have been omtted from the summary inpact statenent at
the end of this section of the report.

There was $1, 499, 825 of Special Project nonies expended for
the UAF tel ecommuni cations system As can be seen fromthe sec-
tion of the report which describes the UAF activities, this data
retrieval systemis nost helpful. The distribution of this noney
according to disabilities is approximately 55% for the nentally
retarded, 9% for the cerebral palsied and epileptic, and 3% for
the autistic. About 24% of the noney is distributed to handi caps
other than the ones listed. Therefore, of the anount expended for
the tel ecomuni cati ons system $824,904 is designated for individ-
uals who are mentally retarded, $134,984 each for the cerebral
pal sied and for individuals with epilepsy, and $45,000 for the
autistic. There is $359,953 assigned to individuals with hand-
caps other than the ones |isted.

There was a total of $8, 143,669 Special Project funds used
for projects in the four priority service areas and projects for
special groups in FY '78 which involved a total of 204,897 indi-
vi dual s who were devel opnental | y di sabl ed, as shown in Table 10.
Seventy-ni ne percent of these individuals were nentally retarded,
3.3% were cerebral palsied, 12%were epileptic, and 1.5% were
autistic.



TABLE V=10, NUMBER AND PERCENT OF INDIVIDUALS SERVED AND AMOUNT AND PERCENT OF SPECIAL PROJECT FUNDS EXPENOED
FOR PROJECTS (N THE FOUR PRIORITY SERVICE AREAS OF CASE MANAGEMENT, CHILD DEVELOPMENT, ALTERNATIVE LIVING
ARRANGEMENTS, AND NONVOCAT IONAL SOCIAL DEVELOPMENT AND PROJECTS FOR SPECIAL GROUPS

Disability FY *78 FY '79 FY '80
group Number % Amount Z Number ] Amount % Number £ Amount g
Mental Retardation 161,923 79.0 $6,165,800 75.7| 112,624 73,2 $3,687,113 70.6| 53,503 54.1 $1,031,198 61,5
Cerebral Palsy 6,636 3.3 578,795 7.1 6,498 4.2 438,700 8.4 13,550 13.7 211,269 12.6
Epilepsy 24,674 12,0 1,072,024 13.2} 24,193 15,7 558,820 10.7| 14,934 15.1 258,218 15.4
Autism 3,048 145 236,408 2.9 2,905 1.9 141,010 2,7 1,716 1.8 53,656 3.2
Other 8,616 4.2 90,642 1.1 7,736 5,0 396,919 T.6) 15,197 15,3 122,402 7.3
Totai 204,897 100 $8,143,669 1003 153,956 00 35,222,622 100y 98,900 100 31,676,743 100

There was a total of $5,222,622 Special Project funds used
for projects in the four priority service areas and projects for
special groups in FY '79 which involved a total of 153,956 indi -
vidual s who were devel opnental |y di sabled. Just over 73% of these
I ndividuals were nentally retarded, over 4% were cerebral palsied,
15. 7% were epileptic, and 1.9%were autistic. Five percent were
handi capped because of conditions other than those |1 sted.

There was a total of $1,676, 743 Special Project funds used
for projects in the four priority service areas and projects for
special groups in FY '80 which involved 98,900 individuals who
were devel opnental |y disabl ed. Just over 54%were nentally re-
tarded, 13%were cerebral palsied, 15.1%were epileptic, and 1.8%
were autistic. There were 15. 3% who were handi capped because of
conditions other than those Ii sted.

Table 11 contains a conparison of utilization of Special
Project funds distributed by disability groups for the three
fiscal years of this report with the exception of those funds
distributed for enploynent and vocational devel opnent for the
reasons heretofore stated.

There was a total of $17,019, 433 Special Project funds
sPent on projects other than enploynent in FY '78. Just over 70%
of this amount was expended for individuals who were nental ly
retarded, 8.2%for the cerebral palsied, 16.4%for the epileptic,
and 2.4%for the autistic.

In FY '79, there was a total of $12,502,919 expended for
Special Projects with the exception of that which was spent for
enploynent. & this anmount, 65.3%was spent for individuals



who were nentally retarded, 9.5% for the cerebral palsied, 12.9%
for the epileptic, and 2.4% for the autistic. Just under 10% was
expended for projects for handi capped individuals other than those
listed.

TABLE IV-11. SPECIAL PROJECT FUNDS EXPENDED DISTRIBUTED BY DISABILITY GROUPS

FOR FISCAL YEARS '78, '79, AND ‘80

Disability FY 78 FY 79 FY _'80

group Amount Z Amount % Amount %
Mental Retardation | $11,984,586 70.4{ $ 8,164,079 65.3| $2,685,141 56.5
Cerebral Palsy 1,395,915 8.2 1,189,821 9.5 587,761 12,3
Epilepsy 2,795,349 16.4 1,610,778 12.9 696,678 14.6
Autism 398,790 2.4 299,433 2.4 121,763 2.6
Other 444,793 2.6 1,238,808 9.9 664,657 14.0
Total $17,019,433 100 | $12,502,919 100 $4,756,000 100

In FY '80, $4,756,000 was expended on all Special Projects.
| ndi vi dual s who were nentally retarded were involved in 56.5% of
the projects, cerebral palsied in 12.3% of the projects, epileptic
in 14.6%of the projects, and autistic in 2.6% of the projects.

"G her' handi capping conditions received 14% of the expenditures.

Tabl e 12 contains the conparison of the percent of expendi -
tures between FY '78, the control year, and FY '79 and FY '80, the
two experinental years, in relation to the expenditures of Specia
Project nonies funded under Section 145 of PL 94-103 in FY '78 and
PL 95-602 in FY '79 and FY '80 by disability groups.

TABLE IV-12., COMPARISON OF THE PERCENTAGE OF EXPENDITURES OF
SPECIAL PROJECT MONIES BETWEEN FY '78 AND FY '79 AND FY '80
BY DISABILITY GROUPS

FY '78 FY '79 FY '80

Disability Percent Percent

group Percent of change of change
Mental Retardation 70.4 - 5.1 - 13.9
Cerebral Palsy 8.2 + 1.3 + 4,1
Epilepsy 16.4 - 3.5 - 1.8
Autism 2.4 4] + .2
Other 2.6 + 7.3 + 11.4




The_apgarent effect of applying the definition of devel-
opnental disabilities in PL 95-602 on the nagni tude of S?eC|aI _
Project funding is a 13.9% decrease in the percent used for indi-
vidual s with nental retardation and a 11.4%increase in the anount
of noney expended for individuals wth handi caps caused by ot her
than nental retardation, cerebral palsy, epilepsy or autism

_ Tabl e 13 contains a conparison of the nunbers of individuals
I nvol ved in Special Projects by disability between FY '78 and
FY '79 and FY ' 80.

TABLE IV-13. COMPARISON OF THE NUMBER OF INDIVIDUALS INVOLVED
IN SPECIAL PROJECTS BETWEEN FY '78 AND FY '79 AND FY '80 BY
DISABILITY GROUPS

FY '78 FY '79 FY '80

Disability Percent Percent

group Percent of change of change
Mental Retardation 79.0 - 5.8 - 24,9
Cerebral Palsy 3.3 + .9 + 10.4
Epilepsy 12.0 + 3.7 + 3.1
Autism 1.5 +' .4 + .3
Other 4,2 + .8 + 111

The_apBarent effect of applying the definition of devel-
opmental disabilities in PL 95-602 on the nunber of individuals
involved in Special Projects is a decrease in the percent of
individuals wth nental retardation by al nost 25% and an increase
in the percent of individuals who are cerebral paIS|ed,_eplleFt|c
and autistic, and also an increase in the nunber of individuals
with '"other' handi capping conditions by 11.1%



SERVICES TO THE DEVELOPMENTALLY DI SABLED

~PL 95-602 requires that "an assessnent, evaluation and
conparison of services provided to persons wth devel opnental
di sabilities" be included in the nmandated report.

There are two ways in which an assessnent, evaluation and
conpari son of services provided under Special Projects nay be
made. One way to evaluate services is to ascertain the anount of
Speci al Project funding which went into devel opi ng standards and
i mpl ementing standards for services for individuals who are devel -
opnental |y disabled. Another way to assess, evaluate and conpare
services is to examne the service providers used to conduct the
Special Projects in each of: the fiscal years of '78, '79, and '80
to determ ne any change in service providers.

It nmust be pointed out that Grants of National Significance
and Special Projects ace awarded through a conparative bid process
in which peer review teans are used at the national and regiona
levels to rate each proposal. Wth this quality control process
of grant awards in effect, it is assuned that the nost qualified
resource is used Cor each of the Special Projects funded.

Taking the first indicator of quality, information already
presented shows that nearly 3% of the Special Project nonies were
expended for the devel opnment and inplenentation of standards in
FY "78. In FY '79, 2.1% of the Special Project nonies were used
for this purpose. In FY '80, the anmount of Special Project nonies
used Cor standards of service was 6.2%

The one national project dedicated to the devel opnent of
service standards for services to individuals who are devel opnent -
ally disabled is the project conducted by the Accreditati on Counci
for Services for Mentally Retarded a and Ot her Devel opnentally Di s-
abled Persons. There were other projects which trained ICF/ MR
evaluation teans at the regional and state |evels.

An exam nation of the service providers used to conduct the
Special Projects has been presented in an earlier section in this
report. However, a further analysis of the service providers used
shows that the sane or nearly the same providers were used for
Special Projects in each of the three fiscal years.

There were 20 different universities used to provide ser-
vices in 29 different Projects of National Significance. Table 14
shows the universities that conducted Projects of National Signi-
ficance in FY '78, FY '79, and FY ' 80.

There were 14 universities which were conducting nationa
projects in FY '78. There were 15 universities conducting national
projects in FY '79, of which six did not have national projects in
FY '78. There were 10 universities conducting national projects



TABLE IV-14, UNIVERSITIES WHICH CONDUCTED PROJECTS OF NATIONAL SIGNIFICANCE
IN FY '78, FY '79, AND FY '80 '

Fiscal '78 Fiscal '79 Fiscal 80
Number Number Number Number
new new continued continued
University projects projects projects projects

1 1
1 1

U. of North Carolina
U. of Michigan

U. of Arizona

U. of Nebraska

U. of Oregon

U. of Minnesota

U. of Alabama

U. of Colorado

U. of Georgia

Texas Tech U.

U. of Kansas

New York U,

U. of Maryland

U. of California 1
Louisiana State U.
UCLA

U. of washington
Eastern Washington U.
Utah State U.

0. of Kentucky

e I I R L N e R e
—
—
—

—
ek

— ol w — —
—

Total 16 13 4 1

in FYy '80. Al projects in FY '80 are continuations, second or
third year, of original projects funded in earlier years.

It should be noted that nost of the universities listed on
Table 14 are University Affiliated Facilities and conduct prograns
under the recently devel oped standards for the UAF' s. The univer-
sities conducted 50% of the Projects of National Significance in
the three year period.

Tabl e 15 shows the non-profit organi zations used to conduct
Projects of National S gnificance during the three year period of
Fy '78, FY '79, and FY "80. There were 23 non-profit organizations
used to conduct Projects of National S gnificance over the three
year period. There were 13 organi zations whi ch conducted projects
In FY ' 78, threecfrojects continued in FY '79, and two of those
projects continued in FY '80.



TABLE IV-15. NON-PROFIT ORGANIZATIONS WHICH QONDUCTED PROJECTS OF NATIONAL
SIGNIFICANCE IN FY '78, FY '79, AND FY '80

Fiscal '78 Fiscal '79 Fiscal '80

Number Number Number Number Number
Non-Profit new new continued new continued
organization projects projects  projects | projects projects

Joint Com. Accredit.
New Dimensions

EMC Institute

J.F. Kennedy Found.
No.Am.Ctr,Adoption
Pecople First Inc.
E.K. Shriver Ctr.
Rock Creek Found,.
Wheeler Clinic

Nat'l Ctr.Law & Hand.
Harlem Val.Psy.Ctr.
Public Int.Law Ctr.
Inches, Inc.

J.F. Kennedy Inst.
Milwood Heart Trng.
Accreditation Councill
Natl.Citiz.Part.Coun.
Urban Institute
Devel.Ser. NW Kansas
Nat'l Coun.Soc.Welf.
Legal Aid of W. MO 1
Ment.Health Law Pro.
Vinland Nat'l Ctr. 1

et e B e T T Js N A . )
—

-t ot o ol ol ) —
—

-

Total 13 7 3 3 5

There were seven new projects started in FY '79 which were
granted to organi zations not used to conduct projects in FY '78.
Three of the seven projects continued through FY '80. There were
three new projects started in FY '80 granted to organi zations
which did not have grants in the prior years. However, it should
be noted that rranY of these organi zations had Special Projects at
the regional and local levels prior to receiving Projects of
National S gnificance grants.

There were two State Governnents and one Aty Gover nnment
whi ch conducted Grants of National Significance. The two State
Governnents were used in FY '78. Projects were operated by the
New York Departnent of Mental Hygi ene and the Massachusetts De-
partment of Mental Health. 1In FY '80, a project was awarded to
the Aty of Los Angel es.



National and |ocal associations have traditionally conducted
Projects of National Significance. Table 16 shows the associ ations
whi ch conducted Projects of National Significance in FY '78, FY '79,
and FY ' 80.

Table 16 shows the thirteen associations which conducted
Projects of National Significance. Ei ght of the associations con-
ducted projects funded in FY '78, of which two projects continued
through FY '79 and one continued through FY '80. Five associations
conducted new projects in FY '79, of which three were continued
through FY '80. Four of the five associations used in FY '79 for
new projects were different fromthose used in FY '78.

TABLE IV-16, ASSOCIATIONS WHICH QONDUCTED PROJECTS OF NATIONAL SIGNIFICANCE
IN FY '78, FY '79, AND FY '80

Fiscal '78 Fiscal '79 Fiscal 80
Number Number Number Number
new new continued | continued
Association projects projects projects | projects

Am.Assn. for Mental Deficiency
Am,Assn. of UAP

UCP of California

Nat'l Assn. MRPD

American Bar Assn.

National ARC

Nat'l Soc. Autistic Children
Nat'l Assn. of Counties
Nat'l Home Care Council
Assoc. Western Govs.

Oregon ARC

Mesa County ARC

et ot et P et o d
—

- e o —
—

Total 9 5 2 4

There were no changes in the service providers used to
conduct the Special Projects in FY '79 and FY '"80 from those used
in FY '78 due to the fact that only continuation nonies were nade
available to the Regional Ofices in those two years. There were
no new Special Projects funded at the regional level in FY '79 and
FY ' 80.

In summary, the quality of Special Projects renained con-
sistent throughout the three year period since simlar service
providers or the sanme service providers were used for the conduct
of the projects and an effective peer review group process was
used in selection of the service providers to receive awards.
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EXECUTI VE SUMMARY

The mandate for
Part B of the Devel opnent al

University Affiliated Facilities has been

Disabilities Act since its initial

passage in 1970.

The mandated rol e of

the UAF' s has changed

little over the first decade of service under the DD Act.

mandated role requires the UAF system to:

1.
2.

Provide direct client services;

Train personnel; and

The
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The definition of a University Affiliated Facility is con-
tained in Section 102 of PL 95-602. The definition is:

(20) The term ‘university affiliated  facility’ means
a public or nonprofit facility  which, is  associated  with,
or is an integral part of, a college or university and
which provides for at least the  following activities:
(A) Interdisciplinary training for personnel
concerned with developmental disabilities.
(B) Demonstration of the provision of  exemplary
services relating to persons  with developmental dis

abilities .

©®) Dissemination of  findings relating to
the provison of services to pesons with  develop-
mental disabilities, and (i) providing researchers
and government agencies sponsoring service-related
research  with information on the needs for further
service-related research.

PL 95-602, Title V, Sec.102

There are 48 University Affiliated Facilities in the Asso-
siation of University Affiliated Prograns. There is at |east one
UAF in 32 of the 50 States. Four States, Georgia, |ndiana,
Massachusetts and Oregon, have two UAF' s located in the State.
Three States, California, Kansas and Ohi o, have three UAF' s; and
New York has four UAF's. A conplete list of the UAF s is con-
tained in Appendix 1 of this report.

The University Affiliated Facilities provide general and
speci alized services in three conplenentary areas. UAF' s provide
a wide range of direct services for individuals who are devel op-
mental |y disabled. The UAF s provide specialized instruction in a
variety of disciplines to college students and non-coll ege students
i ncludi ng professionals, para-professionals, parents of individ-
ual s who are devel opnentally disabled, and individuals from the
general public. UAF s also have students, mainly at the graduate
l evel, who are specializing in order to provide services to indi-
vidual s who are devel opnentally disabled. UAF s also conduct a
wi de variety of applied research devel opi ng nodel prograns, new
treat nent net hodol ogi es, developing materials and providing train-
ing prograns for practitioners in the field.

The followng statistical and narrative report will denon-
strate that the UAF' s provide a magnitude of services. The report
contains a display and di scussion of the al nost 24,000 individuals
receiving direct service in 21 of the UAF's in FY '79. Statisti cal
reports are provided containing the denographics of the clients,
| evel of retardation, and nedical classification of the individuals.



The report also contains statistical evidence that the
UAF' s conduct training progranms, provide college |level instruction
for thousands of college and non-coll ege students, and provide
specialized training prograns for all audiences. Al nost 14,000
col | ege students received eight hours or nore instruction in 36
of the UAF's in FY '79. The report also shows that there were
350 students majoring in prograns for the devel opnentally dis-
abled in 18 UAF's in FY *79.

There were al nost 100, 000 non-university students involved
in training prograns in FY '79. Fifty-five percent of these
trai nees were professionals, seventeen percent para-professionals,
and six percent parents of individuals who were devel opnental ly
di sabl ed.

Nearly $8.5 mllion, or 8% of the UAF' s fiscal resources,
are received to conduct applied research in a variety of areas.
Research is carried on in enploynent, physical habilitation,
genetics, early intervention, evaluation, and a variety of other
areas. In FY '79, UAF' s had 69 different research projects under
contract froma variety of funding sources.

The conbi ned annual budget of UAF's is in excess of $100
mllion. These funds are obtained from a variety of sources
including Maternal and Child Health, Devel opnental Disabilities,
State general funds, Rehabilitation Services, university general
funds, fees for service, Public Health, and Bureau of Education
of the Handi capped.

The major portion of the funds for UAF' s are obtained from
grants and contracts. This fiscal resource accounts for 63% of
the UAF's funds. Alnpost 22% of the funds conme fromthe genera
funds of the university, while 12% of the funds are obtained from
fees for service. Three percent of the resources cone fromin-
kind match and contractors' contributions.

The University Affiliated Facilities Programis an inpor-
tant conponent of the DD Program Not only providing direct
services to individuals who are devel opnentally disabled, but this
network of UAF' s provides valuable interdisciplinary training and
appl i ed research.

The UAF Programreceives only a small anount of funds from
the DD Program |In FY '78, the UAF Program received $6.5 mllion
for basic support, in FY '79 the programreceived $7.4 mllion in
basi c support, and $7.0 million in FY '80 for the sane purpose.



SERVICES OF UAF'S

The University Affiliated Facilities provide three genera
types of services. The three types of services are:

1. Direct client services
2. Training
3. Resear ch

The three types of services are provided in el even categor-
ies. Table 1 shows the areas in which services are provided for
44 of the UAF's. A key to the abbreviations used to identify the
UAF's is found in Appendix 1 of this report.

The services provided by the UAF's are grouped in eleven
categories. The eleven categories are:

Ceneral Support
Identification

Tr eat nent

Educati on
Counsel i ng Services
Fam |y Support

Li ving Arrangenents
Vocat i onal Services
Recreati on
Transportation

| ndi rect Services

POODNOUIAWNR

L

The information on Table 1 shows that 43 of the 44 UAF' s
provide at |east one service identified under the heading of
general support. Mst of the institutions provide coordination,
information and referral, and followalong services. Over fifty
percent provide case finding services, while 41% provi de personal
advocacy. Twenty-seven percent provide protective services, and
only three UAF s provide services in guardianship.

There are 43 UAF' s which provide identification services.
Al'l 43 of these institutions provide evaluation services, while
42 provide diagnosis services and 38 provide screening services.

There are 42 UAF' s which provide treatnment services for
i ndi viduals who are devel opnentally disabled. Thirty-nine of
t hese provi de speech services, 39 provide nedical services, and
32 psychot herapy. There are 33 UAF's which supply physica
t herapy, 29 supply occupational therapy, and 26 provide dental
services to the handi capped.

There are 40 UAF' s which provide educational services to
the devel opnental ly disabled. Most, 39, of these institutions,
provi de pre-school education. Thirty-three of the UAF s provide



TABLE V-1, AREAS OF SERVICE PROVIDED BY UNIYERSITY AFFILIATED FACILITIES

alclclciclolr[cfsfrfr]T|i[k[&lkKlIK)C[m[mu[almwIn[ululnjainiofolofelolFiRISISITITIUTwiw i Tnatitutions
LIA{A]JAJO|CILIAJAJAFLININ|S]S)S]YtAalA]JAJOlLlO]SIClEJa]Y]Y I Y[HIH{HIRIRIA]JE]lC]DINiX]T]ALI
ROLE OF LAF I zp3ftqrjrlvj2pefrprgzfr2]3fajopabziagrlapeiafpegapafzragef2isprzitiaalodl1lat Noe ¥ =
1. General =
Case Flnding X [ X1 X AR X X x| XXX xEx]x XX XTXTX XX x{x X XTI X 29 86 |
13K Kl XU X XXX X X)X R X XA % Xl X} XX X XX XEPX]{ XXX X XX X X)X Xl aIx] xpx] Al x 38 BE
Coordination XKIXL XD XD X XXX X X XXX X)Xy xpx] x| x| x{ x| X XL XX XXX X XX xl X xxt x| x XL X xl X Ix| 42 25
Follow along I XPXI X X)X XX x XIXPX{ XA x]x] X %) %] X XIEX]I XX X X XIXR XX XX %x) % Ix X% 39 [
Protective X X X X X X X b IS X X3 x 12 27
Pers. Advocaocy x AL XX Al x| X Al R X X X Ky Xl x X X X 18 41
Guardianship X RS X . 3 7
2. Identification
Screoning XX X XX I X X O XX X I XX [X[X XXX O I x x| O XX X XXX 38 | 86
Olagnosls X1 XX XXX X{X]Xx]X] X XEX)P X XUXP A XXX X KIX]I X X XEXU XX X x| XX X)Xl x]pxpx| x{x]x]|x 42 a5
Evaluation XPXPXP XD XXX X XP R XXX X XXX X)) %% X BEBREBEREREREEER R R XX 43 95
3. Treatment
Madical XX X] X X X] X XL XX Xl A XIXLXp XX x] X XIXIX)A{ XX XIEXIXEX XX AQX] XXX XX | vluo 39
Dental X AR XX X)X X X1 X X X| XX XXX X XX X x{ X x| x X 26 59
Speech XIX) XX XXX XX % A1 XL XX X1 X)X R XXX XXX x| X XPX]I X X)X XEX] XA X %) x| X 39 8y
Physical X1 % XX Al x| X1 X XX X1 X XL XL XX A1 Rl X X (ARSI I RIS RS BRI RS RS 33 15
Uccupational XX XIPAl X XA x Xl X X)X X XL X1 X X XXX XX X1 X XL x| X Xt X 29 66
Psychotherapy XIX] XXX XX b3 X x| X X XPX{X]| %] X HIRIARIARA RS Xjx X X1 X XX X] X X 32 72
4, Educationat
Pre-~school XIXPXI X)X APX]I X XX X{XI X X] X XXX X[ X XIXEX| XXX XXy XXX X XEXE XXX xt X 39 a9
Sch-mi Id X Xl x x| X XfXIXEX X XX XI Xl X X]| X X x| X X X1 x| X XX 26 52
Sch-disabled X X)X X x) x5 x| % AP R AP XX X X1 X AEX]PXEPX] XX XI X)X X XXX X1 X XX 33 75 ]
Adult educ, X} x X X X1 X X1 X a 18
Speclal sch. X (AR X1 X X1 X% X X1 X X X1 X% Xixlxl x| X X X Xj X 23 32
5. Counzeling Ser.
Gencral couns. XX XD X XXX XX XX Xl X XEX1X X1l X XXX X] x X X{X] X NP XLP XXX %] X%y X] % 37 B4
Crisis inter, XXX X{X] XXX X{X]| X X X X XX XX X X| % X X * XXX Xy x 29 a6
Famity plonning X{X X X X XXX X X x| x| x] X XiXx 16 36
Canatlc couns. XXt x X Rl X X X Ay X XXV XA X X Xl X X X XL XX X Xl XL % X1 X 28 64
6. Famlly Support
Family educ, XLI XXX XX XX} XX AIXI XXX XXX X REX XX XX XU AP XX XX XIX] X X ..m. X x| % 29 55
Fomily training | X | X| X XPX| X X XPX] X X)X x| xpx{x]x X X| X RIS RARA R Xl X1 X XpXx] X X X XX x> 37 84
In-home sit, X X X 3 7
Cut=home sii, X 1 2
Qut~home resplt X X X XX X [i] 14
Homemaking X X 2 3

! Based on 44 UAF.s



TABLE V-l. AREAS OF SERVICE PROVIDED BY UNIVERSITY AFFILJIATED FACILITIES (Continued)

t..>ccnccrmo____xz_,z_,zzzzzzzzzzzzocooo_uxmmqq.._==_3:2:03
LiAjAalaOofC Laja{AafLNinN]sIs sty alalalolrjols|clelalvlylyinlululnlirla TJCIDIN{ X TEAL
HOLE QF 0AF bpalefsfajvprpayatajrjegziaqafatrjafediafodstalapaf sl 2faisf2latof2islalv]aiil 1f1]1 to. 3’
o Living Arcang, | | .
Board & rime bive X X 2 5
Group homs care X X % X X 5 11l
Fosler coere X X X | X 4 [
Shelicrod core X 1 Fi
Hursing homg X X X 3 7
institution X AP XX X X X X 8 1B
8. ¥Yocational Sor, ]
Evaluation X XX X XIX]X]|X X XP X1 X XL XX X] X X X| X X X x§x Xt X 26 59
Teaching X X1 X Xl X] X Xl x X X X X X X XX 16 36
Placomant X X X X X| X X X1 X)X X X X XX 15 34
Shelterad aup., X X X X X X X X X X g 23
Activily conter X X % X X X X 7 16
Other wip.ser,s X X X X X X X 7 16
9. Recroation }
Therapeul ic FIINEIES x I x Kk x X X X X[ x X XXX K X XX 21 48
Leisure Fime X X XXl X X X X XX x X X X X XX X 18 41
10.Transportat fon X{x 3 X X X [ 14
. indirect Ser. | |
Planing coor, RPXtrl | XPR|X)XERLX AJ XV AT XTI X X)X XEXP XX x| X)X X XX X)X Xi X XIXFXIXIX)X 36 82
Publlc educ. | X§ X1 X XXX X{x]|x XK XpXPxfxpxpxIxpxpx| x| xpxIx{x]x]x XXX X x| x| X X1 X X 38 86
Frimary prde | X X XX XEXEX X1 X x| X XXX XL XX X AP XX X X x| X XE X 27 61
Laslc res, RARSREARIRIRIRSRAR] X L SRARAR X K] XX XPXEXEX] X XEXI X X XXX X XXXl xgx 3B 82
Manpower XX xIxIxxlxgx)x)pxpx]{xx}x|x APX I xIXI XX xPxIxx]x)x XXX X X)X] % X XX XPXIX 40 91
Data APXIX| X)X X X x{ X XEXP X XXX X] X XX XXX X X I SRIRARIRS 20 66
Funding XX Xl Al X X XX X XXX X XPXDX A1 X X X1 X X X X 24 55
Archltouct barr,. X X1 X X X X X X XX Al 11 25

! Based o 44 UAE 's,




school progranms for the severely and profoundly handi capped, while
26 provide school progranms for the mldly handi capped. Twenty-
three of the UAF s provide special school programs. Only eight
UAF's provide adult education prograns for the disabl ed.

Forty-one of the UAF' s provide counseling services for the
di sabled. Thirty-seven provide general counseling, and 29 provide
crisis intervention services. Twenty-eight of the UAF s have
genetic counseling services, and 16 provide famly planning.

There are 41 UAF' s which provide services in the area of
famly support. Thirty-nine of these institutions provide famly
education services. Thirty-seven of the institutions provide
famly training. Only three of the institutions provide in-hone
sitter services, six provide out-hone respite care, and two UAF' s
provi de homenaking services. (One UAF provides out-hone sitter
servi ce.

Only 13 UAF' s provide services related to living arrange-
ments. Eight of the UAF s provide institutional care. Five of
the UAF' s provide group hone care, while two UAF' s provi de board
and room living arrangenents. Four UAF s provide foster care and
three provide nursing hone care. One UAF provides sheltered care.

There are 27 UAF' s which provide vocational services for
i ndividual s who are disabled. Twenty-six of these institutions
provi de eval uation services. There are 16 UAF' s which provide
teaching services, 15 institutions provide placenent services, and
10 provide sheltered enploynent. Seven of the UAF s have activity
centers and seven provi de other enploynent services.

There are 23 UAF' s which provide recreation services to
the devel opnentally disabled. Twenty-one of these institutions
provi de therapeutic recreation services and 18 provide |eisure
time recreation services.

There are six institutions which provide transportation
servi ces.

Forty-three of the UAF' s provide indirect services. Forty
of the universities provide manpower services and 38 provide pub-
[ic education. Thirty-six of the institutions provide planning
coordination and 36 participate in basic research. Twenty-nine of
the UAF's keep data and statistics in the disabilities area, while
24 of the organizations provide information on funding of prograns.
Twenty-seven of the UAF s conduct prograns in primary prevention.
El even have programs in overcomng architectural barriers.

Table 2 shows the activity provided for each of the services
offered by the UAF's. The activity is categorized by client ser-
vices, training, or research in the area of service. Sone UAF s
provide all three categories of activities tor sone services and
other UAF' s provide only one or two activities for a given service.



TABLE V-2. NUMBER AND PERCENT OF UAF'S PROVIDING CLIENT SERVICES,
TRAINING, AND RESEARCH ACCORDING TQ SERVICE AREAS

Type of Client
service servicges Training Research
No. % No. 2 No. %
1. General
- 1l.1 Case Finding 29 66 20 45 2 5
1.2 Infor. & Referral 37 84 27 61 5 11
1.3 Coor. of Service 42 S5 34 77 5 11
1.4 Follow-Along 37 84 31 70 5 11
l.5 Protective Ser. 11 25 4 g 0 0
l.6 Pers. Advocacy 17 39 15 34 0 0
1.7 Guardianship 3 7 2 5 0 0
2., Identification
2.1 bcreening 37 84 30 68 14 32
2.2 Diagnosis 41 93 36 82 14 32
2.3 Evaluation 42 95 37 84 16 36
3. Yreatwent
3.1 mMedical Service 37 84 29 66 10 23
3.2 Lental Service 25 57 22 50 5 11
3.3 speech Therapy 36 82 36 82 8 18
3.4 Physical Therapy 30 68 27 61 3 7
3.5 Gecup. Therapy 28 64 21 48 2 5
3.6 Psychotherapy 2% 66 | 26 59 7 le
4. bdgucation
4.1 Pre-school 37 84 34 77 14 32
4.2 School ser. Mila 23 52 22 50 6 14
4.3 School Sexr. Severe 32 73 29 66 10 23
4.4 adult Basic Educ. 7 15 5 11 2 5
4.5 Special sSchool Ser. 22 50 20 45 7 16
5. Counseling
5.1 General 36 82 30 66 3 7
5.2 Crisis 28 6d 25 57 4 9
5.3 Famnily 15 34 11 25 0 0
5.4 Genetic 27 6l 23 52 11 27
6. Family Support
6.1 Education 38 86 35 80 o 14
6.2 Training 35 80 24 55 7 16
6.3 In-liome 2 5 2 5 0 0
6.4 Cut-Lone 1 2 g 0 0 0
6.5 kespite 4 9 3 7 o 0
6.6 Lionemaker 1 2 2 5 o 0




TABLE V-2. NUMBER AND PERCENT OF UAF'S PROVIDING CLIENT SERVICES,
TRAINING, AND RESEARCH ACCORDING TC SERVICE AREAS (Continued)

Type.of Client
_service services Training Research
NoO. % Ro. % No. %
7. Living Arrangements
‘7.1 Board 1 2 2 5 0 0
7.2 Group Home 4 9 3 7 0 0
7.3 Foster 2 5 3 7 0 0
7.4 Sheltered 1 2 0 0 0 0
7.5 Nursing 2 5 2 5 ] 0
7.6 lnstitution 6 14 6 14 1 2
8. Vocational
8.1 Evaluation 26 59 19 43 2 5
8.2 Teaching lé 36 11 25 2 5
8.3 Placement 15 34 10 23 1 2
8.4 Sheltered S 20 5 11 2 5
8.5 Activity 6 14 3 7 1 2
8.6 OUther 7 i6 3 7 1 2
Y. Recreation
9.1 Therapy 21 48 14 32 1 2
9.2 Leisure 17 39 12 27 1 2
10. "T'ransportation 6 14 2 5 0 0
1l., Indirect Services
11.1 Planniny 35 80 21 48 4 9
1l.2 Public 34 77 26 59 2 5
11.3 Prinary 27 61 20 45 11 25
11.4 Basic Research 1l 25 20 45 34 77
11.5 Manpower 22 50 36 82 11 25
1l.6 bata 26 59 14 32 12 27
11.7 Funding 22 50 19 43 i 23
11.8 Arch., Barriers 10 23 7 16 6 14

Ni nety-five percent of the UAF s coordinate services for
i ndi vi dual s. Ei ghty-four percent provide individuals wth infor-
mation ana referral and followalong services, Sixty-six percent
of the UAF' s provide services to individuals in case finding, and
39% services in personal advocacy. One-fourth of the UAF s pro-
vide individuals protective services, and seven percent provide
i ndi vi dual s guardi anshi p services.




UAF's provide training in all services listed under the
category of general services. Seventy-seven percent train in
coordi nation of services and 70% train in followal ong services.
Si xty-one percent train in information and referral services,

45% in case finding, 34% in personal advocacy, and 9% train in
protective services. Five percent train in guardi anship services.

UAF' s conduct research in four services |listed under general
services. Eleven percent of the UAF s conduct research in infor-
mation and referral, coordination of services and follow al ong
services. Five percent of the UAF s conduct research in case
finding services.

Alnost all the UAF's provide direct client identification
services. Ninety-five percent provide evaluation services, 93%
provi de di agnosis services, and 84% provi de screening services.

Most of the UAF's train in all identification services.
Ei ghty-four percent train in evaluation, 82%train in diagnosis,
and 68%train in screening services.

One-third of the UAF' s conduct research in identification
services. Thirty-six percent conduct research in evaluation, 32%
in diagnosis services, and 32% in screening services.

UAF' s provide client services in treatnment services.
Ei ghty-four percent provide nedical treatnment and 82% provide
speech therapy. Sixty-eight percent provide physical therapy,
64% occupati onal therapy, and 66% provi de psychot herapy. Fifty-
seven percent of the UAF' s provide dental services.

Over half of the UAF' s train in treatnment services.
Ei ghty-two percent train in speech therapy, 61% in physical
t herapy, and 66% in nmedical services. Fifty-nine percent train
in psychot herapy, 50% in dental services, and 48%in occupational

t her apy.

Sone of the UAF's conduct research in treatnment services.
Twenty-three percent conduct research in nedical services, 18%
conduct research in speech therapy, and 16% i n psychot herapy.

El even percent conduct research in dental services, 7% in physical
t herapy, and 5% in occupational therapy.

Direct client services in education are provided by UAF' s.
Ei ghty-four percent provide pre-school services, 73% provide
school services for the severely involved, and 52% provi de schoo
services for the mldly involved. One-half of the UAF s provide
speci al school services for individuals who are devel opnental ly
disabled. Only fifteen percent of the UAF' s provide adult basic

educati on.

Nearly the sane percentage of UAF' s train in educational
services as offer direct client educational services. Seventy-seven



percent train in preschool services, 66%train for education ser-
vices for the severely involved, and 50% train for educationa
services for the mldly involved. Forty-five percent train for
speci al school services, and 11% train for adult basic education
prograns.

One-third of the UAF' s conduct research in preschool educa-
tion. Twenty-three percent conduct research for severely involved
and 14% for mldly involved. Sixteen percent of the UAF s conduct
research for special school services. Only five percent of the
UAF' s conduct research in adult basic education.

UAF' s provide direct counseling services. Eighty-two per-
cent of the UAF s provide general counseling services. Sixty-four
percent provide crisis intervention services, 61% provide genetic
counseling services, and 34% provide famly counseling services.

UAF' s also provide training in the counseling service area.
Si xty-eight percent train in general counseling, 57%train in
crisis intervention, 52%train in genetic counseling, and one-
fourth train in famly counseling.

Twenty-seven percent of the UAF s conduct research in
genetic counseling. N ne percent conduct research in crisis in-
tervention, and 7% conduct research in general counseling. No
UAF' s conduct research in famly counseling.

The majority of direct client services provided by the
UAF's in famly support is in the area of education and training.
Ei ghty-six percent of the UAF s provide services in famly edu-
cation, and 80% in famly training. N ne percent offer respite
care, 5%in-hone sitters, 2%out-hone sitters, and 2% honenaker
servi ces.

Ei ghty percent of the UAF' s provide training in famly
education, 55%provide training in famly training, and 7% in
respite care. Five percent provide training in in-home sitter
service and 5% in homenmaker service. No UAF s provide training
in out-hone sitter services.

Only two services under famly support are under research
by the UAF's. sixteen percent conduct research in famly training
and 14% in famly educati on.

Few of the UAF' s provide direct services in living arrange-
ments. Fourteen percent provide institutional services, 9% group
hone services, .5% provide foster care service, and 5% provide
nursing care service. Two percent provide board and room and
2% provi de sheltered care.

Training in living arrangenents is also provided by a few
UAF's. Fourteen percent train in institutional services, 7% in
foster care, and 7% in group hone care. Five percent of the UAF s



train in nursing hone care, and 5% train in board and room |iving.
No UAF's train in sheltered care services.

There is only one, or 2% of the UAF' s, which conduct
research in living arrangenents. This research is in the area
of institutional service.

Direct client services are provided by UAF's in the area of
vocational services. Fifty-nine percent provide evaluation ser-
vices. Thirty-six percent provide teaching, 34% provide placenent
services, and 20% provi de sheltered workshop services. Fourteen
percent provide activity services, and 16% provi de other vocationa
servi ces.

Sone of the UAF' s are providing training in the area of
vocational services. Forty-three percent of the UAF' s train in
eval uation services. Twenty-five percent train in teaching, and
23% in placenent. Eleven percent of the UAF's train in sheltered
wor kshop services, while 7% train in each of activity services and
ot her servi ces.

Research in vocational services is being conducted by two
of the UAF's.

Forty-eight percent of the UAF's provide direct services in
t herapeutic recreation, and 39% in leisure tine recreation.

Thirty-two percent of the UAF' s provide training in thera-
peutic recreation, and 27% in leisure tine recreation.

One UAF is conducting research in the area of recreation.

Most of the UAF' s provide direct client services in in-
direct services. Eighty percent provide services in planning,
77% in public education, and 61% in primary prevention. Half of
the UAF's provide manpower and funding services. Fifty-nine per-
cent provide data managenent services, and 23% provi de services
in the renoval of architectural barriers. One-fourth provide
services in basic research

The UAF's train in all services which are classified as
indirect services. Eighty-two percent train in manpower devel op-
ment, 55% in public education, and 48% in planning. Forty-five
percent of the UAF's provide training in prinmary prevention and
in basic research. Forty-three percent provide training in fund-
ing, 16% in renoval of architectural barriers, and 32% in data
managemnent .

Seventy-seven percent of the UAF' s are conducting basic
research for individuals who are devel opnental |y disabled. One-
fourth are conducting research in primary prevention, and one-
fourth in manpower devel opnent. Twenty-seven are conducting
research in data managenment, 23% in funding, and 14% in renoval



of architectural barriers. Five percent are conducting research
in public education, and 9% in pl anning.

Figure 1 shows the conbination of client services, training
and research activities for each of the services provided by the
University Affiliated Facilities. As is apparent fromthe figure,
nost UAF' s provide both direct client services and training for
each of the services they provide. Several of the UAF s provide
client services, training and research in the services they pro-
vide. Sone of the UAF's provide only direct client services in
servi ce areas.

There are UAF's that provide only training in some service
areas ana only research in a few specific areas.



1. General Support

T.1 Case Finding  Rooanaaeny

A A s T

1.2 Inf. & Referral p

N ———s
B e e

o
SIS

1.3 Cooreof Service A

i — XK Wt
iy — Bl

1.4 Follow Along N N

1.5 Protective Ser. BN Y,
1.6 Pers. Advocacy PN
1.7 Guardianship

2. ldentification

sy BR

R g ht d de il

Z+1 Screening RN
2,2 Diagnosis [N
2.3 Evajuation AN N

3. Ireatment

3.7 Medical Service PaNaavanavaarraay
3.2 Dental Services QXN

3.3 Speech Therapy RN

3.4 Physical Ther. m\\\\j
3.5 Cccupe Therapy BN Y

3.6 Psychotherapy RROANNNTNOW
4, Educatijon _

4.1 Pre-5chool Ser, \\'\\\\\%‘i
4,2 Sch.Ser. Miidly RN

GG AT AL PRI TSR N W,
— —

4.3 Sch.Ser. Severe KRN
4,4 Adult Basic Ed [
4.5 Special ScheSer RN

TR X |

5. Counseling

5.1 Gen, Counseling foonnintnneasy

P e m
i iy

B T A A A Ao S i YA Wl

SR et ————————e e |
R S S e A T A

5.2 Crisis Inter. &\\\\\\\§ i e B
5.3 Fami ly Planning ]\ N 225 |
5.4 Genetic Couns, NooeoNNNN

6. Family Support
Go1 Family Educ. PNNNNNNNN T 0
6.2 Family Traini ng \}\ NN T LRI ORE LRI SRR AR
643 in=Home Sitter N -
6.4 Out-Home Sitter N\ ___
6.5 Out-Home Resp. Legend:
6.6 Homemak ing i

“f. Living Arrangements . ClienT Ser.Only
7o) Board & Rme Liv RN3:3 ClienT Ser. and Training
7.2 Group Home Care PN Client Ser. Trng. Research
7.3 Foster Care N F Client Ser. and Research
7.4 Sheltered Care &\ Training Only
745 Nursing Home Cr pN | Training and Research
7.6 Institut. Care RN Research Only

8, Vocational .
B. T Evaluation RN _@
8.2 Teaching SRR -
8.3 Placement AT

B.4 Sheltered Emp, RooovvRRR

8.5 Active Ctr.Pro. RN
8.6 Cther Employ. NN

9. Recreation
3.7 Therapeutic NSNS 17|
9.2 Lejsure Time SRS | 722 25|

10 Transportation ey

1l.Indirect Services

11.1 Fian EOOI“.

2 Public Educ.

3 Primary Pre.

4 Basic Research

5 Manpower Devel. RN N

6 Data Managemant RN
7

B

A R
RN

'/II//I7’/////I/I///II//II/I//I/I/I/”/II
o e ———
N B e e e e ks ha  d

Funding

11.
it
i1,
i,
.
11.
11,8 Architect. Bar.

LA ALY SIS = E

T . T
R GRS

A AR AL LN
| e ]

T L L) L 1 I

T }
T ¢ 11 13 15 17 19 21

Number of

i T I T T T L I I i

23 25 27 29 31 33 35 37 39 4

institutions

43

Figure V-1, Combination of Cllent Services, Training, and Research Activities for Each of the Services

Provided by the University Affiliated Facilities




DIRECT SERVICES

The University Affiliated Facilities provide services to
individuals with a variety of handicaps. The individuals served
by UAF's can be divided into eleven different categories of causes
of handi cappi ng conditions. The eleven causes of handi caps served
by the UAF s are:

Ment al Retardation
Autism

Enoti onal Handi cap
Cer ebral Pal sy
Physi cal Handi cap
Epi | epsy

Deaf ness

Bl i ndness

Dysl exi a

10. Learning D sabled
11. Metabolic Disorder

©ONOUOIAWN

The variety of conditions for which direct services are pro-
vided by the University Affiliated Facilities indicates that the
definition of devel opnental disabilities contained in PL 95-602 will
have little effect on the services and clientele of the UAF. The
present clientele and services provided are sufficiently varied to
i ncorporate the popul ation included under the definition.

Tabl e 3 shows the nunber and percent of institutions which
provi de services for each classification of client. The clients
are classified according to the cause of handi capping condition
heretofore |isted.

TABLE V-3. NUMBER AND PERCENRT OF INSTITUTIONS PROVIDING
SERVICES FOR EACH CAUSE OF HANDICAPPING CONDITION

Handicapping Number of Percent of

condition institutions institutions
Mental Retardation 42 100
Autism 32 76
Emotional Handicap 25 60
Cerebral Palsy 35 83
Physical Handicap 30 71
Epilepsy 30 71
Deafness 22 52
Blindness 21 50
Dyslexia 29 69
Learning Disabled 30 71

Metabolic Disorder 30 1




Every UAF provides direct services for individuals who are
mental |y retarded. Ei ghty-three percent provide services for
i ndividuals who are cerebral palsied. Seventy-one percent pro-
vide services for the epileptics, and 76% provide services for the
autistic.

Seventy-one percent of the UAF' s provide services for the
physi cal | y handi capped, learning disabled and those with nmetabolic
di sorders. Sixty-nine percent provide services for those with
dysl exia and 60% provide services for the enotionally handi capped.

Fifty-two percent of the UAF' s provide services for the
hard of hearing and deaf, and half of the UAF s provide services
for the blind.

Table 4 shows the denographics of clients in 21 UAF pro-
grans for FY '79 classified by active cases, referral source,
age, ethnicity, and sex.

There were 4,227 individuals reported screened in 10 of 21
of the UAF's in FY '79. The 21 UAF' s reported 12,991 new applica-
tions and 887 applications carried over fromFY '78, for a tota
of 13,878 i ndividuals.

The majority of individuals were referred to UAF s by
private physicians. Twenty-seven percent of the individuals were
so referred. Fourteen percent were referred by hospitals and 11%
were referred by schools. Ei ght percent of the individuals were
referred by community services, 7% by famlies of the individuals,
and 4% were referred to the UAF's by crippled children's services.
Public Health Services, Mental Health Services, and Social Services
each referred 3% of the UAF clients.

The majority of individuals to whom the UAF s provide
direct service are below age 11 years. Sixty-five percent of
10,829 new adm ssions in FY '79 in 21 UAF s were between 0-11
years of age. FEight percent were under one year of age. Thirty
percent were between 1-5 years of age, and 27% were between 6-11
years of age. El even percent were between 12-17 years of age.

Adul ts, individuals over 18 years of age, accounted for
24% of the new adm ssi ons. Five percent were between 18-20 years
of age, however there were four UAF' s which had no individuals
within this age category. Sixteen of the UAF s provided services
tor 1,075, or 10% of the individuals between the ages of 21-59.
Five UAF' s served 949 individuals who were above the age of 60,
whi ch represented 9% of the new adm ssions.

It is interesting that 15% of the individuals admtted were
Black. The 1,062 Black individuals admtted for service represent
a significantly larger percent of the popul ati on when conpared
with the percent of Blacks in the national popul ation.



TABLE V-4. DEMOGRAPHICS OF CLIENTS IN UAF PROGRAMS FOR FY 179 INCLUDING ACTIVE CASES, REFERRAL SOURCE, AGE, ETHNICITY, AND SEX
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Ei ghty-five percent of the individuals admtted for service
were VWhite, one percent Hi spanic, and one percent Oiental.

The ratio of males to females was two to one. Sixty-six
percent of the individuals admtted were male and 34% were fenale.

Table 5 contains client data for 21 UAF progranms for FY '79
classified by active cases, status, classification of retardation,
and nedical classification.

O 14,535 individuals processed in FY '"79 at the 21 UAF's,
75% were admtted for services. N ne percent of the individuals
were referred to other service agencies within the State. Six
percent of the individuals were w thdrawn from consideration for
servi ce. Ni ne percent were carried over for consideration for
services in FY '80.

There were 23,793 individuals receiving services in the 21
UAF's in FY '79. Forty-seven percent were carried over fromFY '78
and 45% were admtted to service during FY '79. One percent of
the individuals cane from cases closed in FY '79 and reopened the
sanme year. Seven percent of the individuals cane from cases which
had been closed in prior years and reopened in FY '79.

Just over half of the 7,229 individuals on which diagnostic
informati on was mai ntai ned were diagnosed as retarded. Fifty-five
percent of the individuals were diagnosed as retarded. Forty
percent were diagnosed as non-retarded. Five percent were not
di agnosed.

Information from 13 institutions was maintained on the
medi cal classification for 5,308 individuals. Twenty-three per-
cent of the individuals were handi capped because of unknown pre-
natal influences. Fifteen percent were handi capped because of
envi ronnent al i nfl uences. Ei ght percent were handi capped because
of irregularities in metabolismor nutrition and 8% because of
gross brain damage. Six percent were handi capped because of
trauma or physical agent, 6% because of cronbsonmal abnormality,
and 6% because of gestational disorder. Five percent were
handi capped because of infection and intoxication and 3% because
of psychiatric disorder.



TABLE ¥~5. CLIENT DATA FOR UAF PROGRAMS FOR FY '79 INCLUDING ACTIVE CASES, STATUS, CLASSIFICATION OF RETARDATION, AND MEDICAL

CLASSIFICATION
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Table 6 shows the level of retardation of 3,961 individuals
di agnosed as retarded in the UAF s during FY '79.

TABLE V-6, NUMBER AND PERCENT OF 3,961 INDIVIDUALS DIAGNOSED
AS RETARDED IN UAF PROGRAMS DURING FY '79 BY LEVEL OF

RETARDATION

Level of

retardation Number Percent
Mila 1,693 43
Moderate 969 25
Severe 5040 13
Profound 178 4
Not Specified 621 15
Total 3,961 100

Forty-three percent were diagnosed as mldly retarded and
25% wer e di agnosed as noderately retarded. Thirteen percent of
the individuals were diagnosed as severely retarded and 4% as
rofoundly retarded. The level of retardation was not specified
or 15%of the individuals.

It is interesting to note that 17% of the individuals were
di agnosed as severely or profoundly retarded. The national
statistic which is usually used is 8%of the retarded are severely
or profoundly retarded. |[If it can be assuned that the UAF' s serve
a cross section of the handi capped population, and if it can be
further assumed that 55% of the handi capped community is retarded,
then the DD comunity nust look at the 8% figure usually used to
estimate the nunber of severely and profoundly retarded within the
popul ation of individuals who are nmentally retarded. However,
t hese a_ssunPtl ons are not yet validated and the subject shoul d
be studied further.



TRAI NI NG

The University Affiliated Facilities provide training in a
variety of situations during the year. The UAF' s have training
progranms which can be divided into four categories. The four
categories are:

1. Regularly enrolled university students take courses
fromUAF faculty nenbers;

2. Students major in courses leading to a specialty of
wor king with the handi capped;

3. University students participate in sem nars, con-
ferences, lectures, and other non-academ c courses
presented by UAF faculty nmenbers; and

4. Individuals from the general popul ation concerned
wi th individuals who are devel opnental |y disabl ed
participate in training prograns conducted by the
UAF' s.

During FY "79, many of the UAF' s reported the nunber of
individuals in each of the four categories who participated in UAF
training prograns. Table 7 shows the nunber of UAF' s reporting
t he nunber of students, majors, non-academ c students, and indi-
viduals from the general public who participated in training
prograns in FY '79.

Number of Number
Category of UAF's of
participant reporting participants
University students taking
courses in UAF's 38 14,549
University students
majoring in UAF's 20 391

University students
participating in non-academic 25 32,495
UAF programs

Individuals from the general
public participating in UAF 28 98,911
training programs




Thirty-eight of the 48 UAF' s reported that 14,549 university
students took at |east eight academ c hours of courses taught by
UAF faculty menbers. Twenty of the 48 UAF' s reported having 391
students who are mgjoring in a programwhich will allow themto
work with individuals who are handi capped. Twenty-five of the
UAF' s reported that 30,785 university students participated in UAF
sponsored non-academ c prograns. Twenty-eight of the UAF s re-
ported that al nost 100,000 individuals from the general public
participated in training prograns dealing with individuals who
are di sabl ed.

Table 8 shows the nunber of UAF trainees categorized by
academc level for 26 UAF's for FY '79.

O the 13,814 university students taking 8 hours or nore in
the 26 UAF programs, nearly 35% of the students are working toward
the AB degree. Over 19% of the students are graduate students
working for their Master degree. Over 7% of the students are
medi cal or dental students at the Doctoral |evel, and over 3%
are non-nedi cal doctoral students.

Over 8% of the students are professional practitioners.
Four percent are intern nedical or dental students and nearly
5% are students working toward their Associate degree. There
are sone students at the high school and the technical training
| evel. Also, sone students are resident nedical or denta

st udents.



TABLE V-8, NUMBER OF UAF STUDENTS CATEGORIZED BY ACADEMIC LEVEL FOR 26 UAF'S FOR FY 79
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Table 9 shows the nunber of students who are majors in the
L1IA- program categori zed by academc level for 18 UAF s for FY '79.

Ei ghteen UAF' s report that 350 students were mgjors in UAF
progranms in FY '79. Fifty percent of these students were graduate
students working toward the Master degree. El even percent were
non- medi cal Doctoral candidates, and 9% were nedi cal or dental
Fellows. Six percent of the students were at the Post-Master
l evel, 5% were Fellows in clinics, and 4% were graduates at the
undergraduate |level. There were students at the Associate and
undergraduate degree level also involved in the program  Seven
students, 2% were non-nedical interns, and five students were
graduat e nedi cal students.

TABLE v-9. NUMBER OF STUDENT MAJORS CATEGORIZED BY ACADEMIC LEVEL FOR 18 UAF'S FOR FY '79
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Tabl e 10 shows the nunber and percent of UAF students
categorized by professional discipline for 38 UAF's for FY '79.
The UAF's provide training to students from a wi de variety of
di sci pl i nes.

TABLE V-10, NUMBER AND PERCENT OF UAF STUDENTS CATEGORIZED BY
PROFESSIONAL DISCIPLINE FOR 38 DAF'S FOR FY '79

Number of % of
Discipline students students

Education 2,801 19.3
Nursing 2,129 4.6
Dental 1,566 10.8
Therapies (OT/PT etc.) 1,360 9.3
Speech 1,179 8.1
Medicine 1,109 7.6
Psychology 886 6.2
Genetics 707 4.9
Nutrition 559 3.8
Social Work 491 3.4
Rehabilitation 253 1.7
Parents of DD 220 1.5
Human Development 197 1.3
Law 156 1.1
Pharmacology 133 .9
Public Health 132 .9
Other 671 4.6
Total 14,549 100

The | argest percentage of students is from educati on.
The next |argest nunber of students is fromnursing. The third
| argest nunber of students is dental students. The fourth |argest
group is fromtherapies. The first four groups of students nake
up 54%of the students.

There were over 8% of the students studying speech skills.
Students from nedi cal disciplines accounted for nore than 7% of
thedstudents. Psychol ogy students accounted for over 6% of the
st udent s.



There were 4.9% of the students in genetics. The students
in hone economcs and nutrition made up 3.8% of the students. The
students from social work nmade up 3.4% of the students.

Those students fromrehabilitation made up 1.7% of all
students. The parents of devel opnentally disabled nade up 1.5%
of the student body. Human devel opnent, |aw, pharnmacol ogy, and
publig health students were all represented in UAF prograns in
FYy ' 79.

Tabl e 11 shows the nunber of major students categorized by
discipline for 20 UAF's for FY "79. It is interesting to note
that the first four disciplines account for alnost 70% of the
students but are not the first four disciplines represented by
all UAF students.

TABLE V-11., NUMBER AND PERCENT OF MAJOR STUDENTS CATEGORIZED
BY PROFESSIONAL DISCIPLINE FOR 20 UAF'S FOR FY '79

Number of % of
Discipline students students

Psychology 81 20,7
Social Work 76 19.4
Speech 67 - 17.1
Medicine 46 11.8
Nutrition 42 10.7
Therapies 24 6.1
Dentistry 23 5.9
Nursing 16 4.1
Genetics 7 1.8
Parents of DD 5 1.3
Education 1 .3
Other 3 .8
Total 3N 100

Over 20% of the students majoring in UAF prograns are in
psychol ogy. Al nbost 20% are social work majors. Over 17% are nmjors
in speech, and 11.8% are nedical students.

Just over 10% of the major students are nutrition majors.
Six percent are majoring in therapy and just under 6% are dentistry



maj ors. Four percent of the mmjor students are from nursing.
Genetic students represent 1.8% of the major students. Parents of
devel opnental |y disabled represent 1.3% of the students, and there
is one education student.

Table 12 shows the nunber of wuniversity students involved
in non-academ c prograns for 25 UAF's in FY '79. The UAF prograns
provide a variety of conferences, sem nars, and other non-credit
activities in which university students participate. Twenty-five
of the UAF progranms reported a total of 32,495 university students
involved in activities during FY '79.

TABLE V«12, NUMBER OF UNIVERSITY STUDENTS INVOLVED IN 25 UAF PROGRAMS OURING FY 179

AL |CA |DC 1A |IN JIN |KS |KY [MA |MD |MO |MN [NC NE
1 1 1 1 1 2 1 1 1 1 3 1 1 1

Number of 7515 | 901 | 572 | 660 | 113 | 664 | 565 5230 | 955 11 14 1928 | 949
students

TABLE ¥-12, NUMBER OF UNIVERSITY STUDENTS INVOLVED IN 25 UAF PROGRAMS DURING FY '79 (Con't)

NY| OB |JOH JOH [PA |RI SC |TN |UT {wI WY
1 1 3 3 1 1 1 1 1 1 1 Total

Humber of 124 2250 U775 | 547 | 116 | 329 ] 687 BB37 R361 RGAO | 709 32,495
students

Tabl e 13 shows the nunber of individuals from the genera
popul ati on who participated in special training prograns in 28
UAF's for FY '79. The UAF s provide professionals with specia
sem nars, para-professionals with technical training, and parents
of handi capped children with specialized know edge concerning
their children.

There were al nost 100,000 individuals involved in specia
training progranms during FY '79 in 28 UAF's. There were al nost
55,000 professionals involved in these prograns and just over
17,000 para-professionals trained during this period. Over 6,000
parents of developnentally disabled children were trained in FY '79.



TABLE V=13, NUMBER OF NON-UNSVERSITY INDIVIDUALS PARTICIPATING IN SPECIAL TRAINING PROGRAMS IN
28 UAF'S FOR FY '79 BY CLASSIFICATION OF PARTICIPANT

AL CA (L FL |GA 1A IN IN JKY |MA MO [MN MG MS NG

1 1 1 1 1 1 1 2 1 1 1 1 3 1 1
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TABLE V=13, NUMBER OF NON=-UNIVERSITY INDIVIDUALS PARTICIPATING IN SPECIAL TRAINING PROGRAMS IN
28 UAF®S FOR FY '79 BY CLASSIFICATION OF PARTICIPANT (Continued)
WE | NY |NY OH OH JOH |PA |RI |SC TN | UT Wl jWY
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Total 1932 P275 | 45 12783 15291 [ 431 p517 | 608 628 | 5960 Fllg 3679 f143 | 98,911 | 100




RESEARCH

The UAF's are active in basic and applied research for the
benefit of the devel opnentally disabled in the United States. The
UAF' s have conducted research in a variety of areas.

Tabl e 14 contains a summary of the magnitude of resources
for research used by the UAF's during FY '78 and FY '79.

Al most 40% of the research dollar for UAF s cane fromthe
Devel opnmental Disabilities Special Projects. This source of
fundi ng, under Section 145 of PL 95-602, resulted in projects of
93.4 mllion over a two year period. However, it nust be pointed
out that the nonies available for Special Projects has been
greatly reduced and the DD Programis at present deprived of this
necessary applied research conponent. Policy makers should strive
to increase appropriations for Special Projects and reinstate this
i nportant program activity.

TABLE V-14. RESEARCH PROJECTS BY FUNDING SOURCES CONDUCTED BY
THE UAF'S

Federal Funding Number of Amount

code source Projects S %
13.231 MCH - Research 6 1,035,977 12,1
13.443 Hand. Res, & Dem. 13 1,206,698 14.1
13.627 Rehab. Res. & Dem. 3 2,045,668 23.8
13.631 DD -~ Sp. Projects 38 3,407,100 39.7
13.859 Pharmacology & Tox. 1 328,646 3.8
13.851 Comm, Disorders . 2 194,592 2.3
13.852 Neurological Disorders 6 366,693 4,2

Total 69 8,585,374 100




Nearly 24% of the research dollars for UAF's cane fromthe
Rehabilitati on Research and Denonstration nonies. These nonies
are designed to conduct applied research in the area of rehabili-
tation services. The UAF s received just over $2 mllion from
this source in FY '78 and FY '79.

Handi capped Research and Denonstration Projects accounted
for 14% or 81.2 mllion, for UAF research prograns. Maternal and
Child Health Research Prograns accounted for just over $1 mllion
in research funds, or 12%of the research prograns.

Research funds to conduct research in neurol ogical dis-
orders were awarded to one UAF. Research under pharmacol ogy and
t oxi col ogy account for one research program and community dis-
orders provided funds for two research projects.

Tabl e 15 contains categories of research projects funded
under 13.b31 DD Special Projects conducted by UAF' s.

Just over 22% of the research projects were projects for
special groups. There were eight projects in this category
including projects for the aged and service prograns.

TABLE V-15. RESEARCH PROJECTS FUNDED UNDER 13,631 DD SPECIAL
PROJECTS CONDUCTED BY UAF'S BY CATEGORY OF PROJECTS

No. of
Category projects Amount 2
Programs for Special Groups (8) $ 756,697 22.2
Technical Assistance {(7) 479,085 14.1
Training (5) 406,229 11.9
Advocacy (3) 400,340 11.8
UAF Activities {4) 307,616 9.0
Child bevelopnent (2) 302,818 8.9
Non-Vocational Social Development (3) 277,371 8.1
aAlternative Living Arrangements (2) 251,544 7.4
Public Awareness (2) 106,161 3.1
Employment/Vocational Development (1) 80,739 2.4
Standards/Needs Assessment (1) 38,500 1.1
Total {38) $3,407,100 100

The UAF's were granted seven projects to provide technica
assi stance to various conmponents within the DD community. The
UAF' s conducted five training progranms under grants from the



Special Projects. These prograns accounted for al nost 12% of
funds received by the UAF' s fromDD Special Projects.

The UAF' s received three projects to do applied research
and training in the area of advocacy. N ne percent of the nonies
provided from DD Special Projects were used for UAF activities
I ncluding establishing satellite centers and the coordination
of UAF activities.

Research prograns were conducted in three of the four
priority areas listed in PL 95-602. Seven research projects in
child devel opnent, non-vocational social devel oprent, and alter-
native living arrangenents were conducted.

_ Two projects were conducted in public awareness, one
proj ect in enpl oynent/vocational devel opnment, and one in needs
assessnent.

Tabl e 16 shows the projects funded under 13.443, Handi -
capped Research and Denonstration, conducted by UAF' s. Mst of
the projects are in the area of sensory systemresearch for
infants and snall children.

TABLE V-16, RESEARCH PROJECTS FUNDED UNDER 13.443 HANDICAPPED
RESEARCH AND DEMONSTRATION CONDUCTED BY UAF'S

Proiject Grant Period Amount
Sensory Motor 7/78 - 6/79 $ 75,040
Early Intervention - 163,675
Project Pride /77 - 6/78 107,900
Assess Visual Acty. /77 - 5/78 111,031

- - 175,000
Children School 10/77 - 9/78 88,945
Child Motor Ctr. - 80,163
Res, Training Ctr. - 100,000
Firs - Learning Sys. 7/78 - 6/79 101,916
Comparison ' 7/78 - 6/79 9,854

- 7/78 - 9/79 8,250
Downs Syndrome - 103,480
Firs - Evaluation 10/77 - 9/78 81,444

Total : $1,206,698




Tabl e 17 shows the research projects funded under 13.231
Maternal and Child Health. These six prograns funded research in
different areas. One project was in enploynment and one for node
prograns. Early intervention was the topic of one grant.

TABLE V-17,. RESEARCH PROJECTS FUNDED UNDER 13.231 MCH -~ RESEARCH
CONDUCTED BY UAF'S

Project Grant Period Amount
Research - Effects of Employment 1/79 - 12/79 $ 181,126
Material for Mentally Retarded 9/79 - 6/80 54,985
Model Program 7/78 - 6/79 224,973
Physical Habilitation 1/7¢ - 12/79 91,655
Early Intervention /17 = 6/78 357,657
Research - 125,581
Total $1,035,977

Tabl e 18 shows the research projects funded for the UAF
at Maryland to conduct research in a variety of neurol ogical dis-
orders. The funding source for these projects was the comunity
di sorders program neurol ogi cal disorders program and the pharm
acol ogy and toxicol ogy program

TABLE V-18, RESEARCH PROJECTS FUNDED UNDER 13,851 COMMUNITY DIS-
ORDERS, 13.852 NEUROLOGICAL DISORDERS, AND 13,859 PHARMACOLOGY
AND TOXICOLOGY CONDUCTED BY UAF'S

Project Grant Period Amount
13.851 Comm. Disorder Language 1/79 - 12/79 $ 32,716
13.851 Comm. Disorder Child Sensory 1/79 - 9/79 161,876
13.852 Neurol.Dis.Research Model Pro. 9/79 - 8/79 79,024
13.852 Neurol.Dis.Basic Research - 62,774
13.852 ©Neurol.Dis.Biological Aspects 9/78 - 8/79 37,902
13.852 Neurol.Dis.Genetics 3/79 -  2/80 39,186
13.852 Neurol.Dis.Def. Brain Lip. 4/79 - 3/80 81,949
13.852 PNeurol.Dis.Mobility 9/78 - 8/79 65,858

13,859 Pharmac.& Tox.MR Genetic & Tox. 1/79 12/79 328,646

Total $889,931




FI SCAL RESOURCES

The annual inconme of the UAF's is in excess of one hundred
mllion dollars. There are four sources of funds for the UAF s.
The four sources of funds are:

1. Ceneral university funds;

2. Gants fromnational, state and |ocal sources;
3. Fees for service; and

4. In-kind contributions which match grant funds.

Table 19 shows the source of funds for 42 UAF's for a one
year period. Over 60% of the funds are derived fromgrants.
Maternal and Child Health provides basic admnistration grants
for UAF's, as does the DD Program Mbst of the grants are pro-
vided for specific activities. These activities consist of direct
client services, training, and technical assistance and research.
The grants to 42 UAF' s over a period of one year anobunted to
$65.2 mllion.

TABLE V-19. SOURCES OF FUNDS FOR UAF'S FROM GENERAL FUNDS, GRANTS,
FEES FOR SERVICE, AND IN-KIND CONTRIBUTIONS FOR A ONE YEAR PERIOD

Source of funds Number of UAF's Amount Percent
General Funds 32 $22,941,916 21.7
Grants 42 65,278,633 61,9
Fees for Service 19 13,855,450 13.1
In-Kind Contribution 17 3,409,713 3.3
Total 42 $105,485,712 100

Uni versities, through general fees, provide 21. 7% of the
support of the UAF's. There are 32 UAF s which receive support
fromuniversity general fees. This source of support produces
just under $23 mllion for UAF's.

There are 19 UAF' s which receive fees for direct client
services. One UAF operates an institution and one UAF provides



all rehabilitation services for the State. Several UAF s provide

statewide direct client services. The fees for service account
for 13% of the funds received by the UAF's. Fees account for just
over $13.8 nmillion.

I n-kind contributions account for 3.3% of the incone of
UAF's in 17 universities, which amounts to $3.4 milli on.

Tabl e 20 shows the distribution of grants received by 42 of
the UAF's during a one year period. The national grants include
the $7.4 mllion received for basic support of the UAF's fromthe
DD Program and it also includes $3.4 in DD Special Project Gants
reviewed in the research section of this report.

Just over 63% of the 65 mllion dollars' worth of grants
are national grants fromthe Federal Governnent. The nationa
grants anmount to $41.2 mllion in fiscal resources.

TABLE V-20, AMOUNT AND PERCENT OF GRANTS FOR 42 UAF'S
CATEGORIZED BY NATIONAL, STATE, AND LOCAL SOURCES

Source of

grants Amount Percent
National $41,229,355 63.2
State 18,570,292 28.4
Local 5,478,986 8.4
Total $65,278,633 100

State DD Councils, State governnments, and State service
providers use the resources of UAF' s to provide direct client
services, technical assistance, and training and research. State
grants accounted for 28.4% of the funds received in grants by
the 42 UAF's for a total of alnpst $18.6 mllion. This anount
i ncl udes $760, 000 received from State DD Councils for training
and research activities.

Local agencies, service providers, and organi zations use
the resources of UAF's for activities simlar to those provided to
State organi zations. Gants fromlocal organizations and agencies
accounted for 8.4% of the grant nonies received by UAF' s. The
| ocal grants anmounted to alnost $5.5 nillion.



There are 19 UAF' s which receive fees for direct client
services for an annual incone of alnpbst $13.9 mllion. Table 21
shows the source of the fees for service paid to the UAF s.

*

TABLE V-21., AMOUNT AND PERCENT OF SOURCE OF FEES FOR SERVICE FOR

19 UAF'S FROM PARENT/GUARDIANS, COURSE, INSURANCE, AND FEDERAL/
STATE REIMBURSEMENT

Number of
Source of fees programs Amount Percent
Parent/Guardian 13 $ 1,407,203 10.1
Course Fees 3 28,385 .2
Insurance 12 748,680 5.3
Federal/State Reimb. 10 11,541,671 83.4
Other 6 129,515 1.0
Total 19 $13,855,454 100

The majority of fees for service are obtained from Federa
or State reinmbursements for direct client services. UAF' s receive
$11.5 mllion for reinbursenent for services from Federal/State
sources, which represents 83.5% of the fees received.

Ten percent of the fees for service are received from
parents or guardians. The fees fromparents or guardi ans anount
to $1.4 mllion. Just over 5% of the fees for service are reim
bursed by i nsurance. I nsurance rei nburses UAF s about three-
quarters of a mllion dollars. Course fees and other sources
amount to the additional $150,000 received for services provided.
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STATE ADMINISTERING AGENCIES

DEVELOPMENTAL DISABILITIES
STATE PLANNING COUNCILS

PROTECTION AND ADVOCACY AGENCIES

UNIVERSITY AFFILIATED FACILITIES



STATE ADM N STER NG AGENG ES

Al abana

M. Jerry Thrasher, D rector
Dvision of Mental Retardation

Al abanma Departnent of Mental Health
135 South Union St.

Mont gonery, AL 36130

(205) 834- 4350

Al aska

Robert P. Gregovich, Ph.D

Program Adm ni strat or

Devel opnental Disabilities, Dv. M
Dept. of Health and Social Services
Pouch H 04B

Juneau, AK 99801

(907) 465-3372

Ari zona

M. Bryan Lensink, Assistant Director
D vision of Developrmental Disabilities
State Departnent of Economc Security
P. 0. Box 6760

Phoeni x, AZ 85005

(602) 255-5775

Ar kansas

Dr. Joseph P. Cozzolino

Comm ssi oner MR- DDS

Departnent of Human Services

7th & Main, VWl don Bl dg., Suite 400
Littl e Rock, AR 72201

(501) 371-3419

California

Dr. David Loberg, Director
Department of Devel oprental Servi ces
714 P Street, Room 650

Sacr ament o, CA 95814

(916) 323-3131

Col or ado

Ms. Sharon O Hara, Acting Director
Dvision for Developnental Disabilities
Departnment of Institutions

3824 W Princeton Qrcle

Denver, QO 80236

(303) 761-0220 - Ext. 370

Connect i cut

M. Gareth D. Thorne, Comm ssi oner
Department of Mental Retardation
342 North Main St.

VWst Hartford, CT 06117

(203) 236-2531

Del awnar e

M. Amos Burke, Chief

Bur. of Health M anning & Resources Devel .
805 R ver Road

Jesse S. (Cooper Buil ding

Dover, DE 19901

(302) 736-4776

Dstrict of Col unbi a

M. Janes A Buford, Drector
Departnent of Human Resour ces
801 North Capitol Street, N E
Washi ngton, D C. 20002

(202) 727-0310

Fl ori da

M. Charles Kinber

Devel oprent al Services Program G ficer
Dept. of Health & Rehabilitative Services
1311 Wnewood Bl vd., Bl dg. 5 Room 215
Tal | ahassee, FL 32301

(904) 488-4257

Ceorgi a

Ms. Derril Gay, Director

Dv. of Mental Health & Mental Retardation
Dept. of Human Resources

47 Trinity Ave., S'W, Room315-H

Al anta, (A 30334

(404) 656-4908

Quam

Ms. RosaT. P. Salas, Drector
Dept. of Vocational Rehabilitation
P. 0. Box 10-C

Agana, @QJ 96910

(809) 472-8806

Hawai i

M. George A L. Yuen, Drector
State Departrent of Health

P. 0. Box 3378

Honol ul u, H 96801

(808) 548- 6505

| daho

M. Dave DeAnglis, Acting Adm nistrator
Dv. of Community Rehabilitation
Department of Health & VWl fare

450 W Sate St.

Boi se, | D 83720

(208) 334-4181




Illinois

Dr. Ivan Pavkovic, Director,

[Ilinois Departrment of Mental Health
401 South Spring St.

Springfield, IL 62706

(217) 782-2243

| ndi ana

M. Jack Collins, Asst. Comm ssioner
Departmment of Mental Health

Fi ve | ndiana Square

I ndi anapolis, |IN 46204

(317) 232-7836

| owa

M. Charles Pal ner, Adm nistrator
Department of Social Services
Hoover Buil di ng

Des Mbi nes, |A 50319

(515) 281-6003

Kansas

Director Mental Retardation Services
Dept. of Mental Health & Retardation Ser
State Ofice Building - Fifth Floor
Topeka, KS 66612

(913) 296-3774

Kent ucky

Dr. Edward Skarnulis, Asst. Conm ssioner
Devel opmental Disabilities Program
Bureau for Health Services

275 East Main St.

Frankfort, KY 40601

(502) 564-3386

Loui si ana

Dr. Billy Ray Stokes, Asst. Secretary
Ofice of Mental Retardation

721 Government Street, Third Fl oor
Bat on Rouge, LA 70802

(504) 342-6811

Mai ne

M. Kevin W Concannon, Commi ssioner
Dept. of Mental Health & Corrections
Bureau of Mental Retardation

State Ofice Building

Augusta, ME 04330

(207) 289-3167

Mar yl and

Dr. Charles Buck, Secretary

Departnent of Health & Mental Hygiene
301 West Preston St.

Bal ti nore, MD 21201

(301) 383-2600

Massachusetts

Dr. Doris Fraser, D rector

Admi ni stering Agency for Devel opnent al
Disabilities

One Ashburton Pl ace, Room 1020

Bost on, MA 02108

(617) 727-4178

M chi gan

Dr. Frank M Cchberg, D rector
Departnent of Mental Health
Lew s- Cass Buil ding

Lansing, M 48926

(517) 373-3500

M nnesot a

M. Arthur Sidner, Director

M nnesota State Pl anni ng Agency
101 Capitol Square Building

550 Cedar Street

St. Paul, M 55101

(612) 296-6662

M ssi ssi ppi

Dr. Jan Duker, Executive Director
M ssi ssi ppi Dept. of Mental Health
1100 Robert E. Lee Building
Jackson, M5 39201

(601) 354-6132

M ssouri

Dr. Levester Cannon, Director
Departrment of Mental Health & Mental
Ret ar dat i on/ Devel opmental Disabilities
2002 M ssouri Bl vd.
Jefferson GCity, MO 65102
(314) 751-4054



Mont ana

M. Janes Mel drum Acting Adm ni strator
Dvision for Devel opnental Disabilities
Social & Rehabilitation Services

P. 0. Box 4210

Hel ena, M 59604

(406) 449-2995

Nebr aska

Dr. Henry DO Smth, Drector
Department of Heal th

P. O. Box 95007

Li ncol n, NE 68509

(402) 471-2133

Nevada

Dr. Ralph R Disibio, Drector
Nevada Department of Human Resources
Ki nkead Bui |l di ng, Room 600

505 E King Street

Carson Aty, Nv 89710

(702) 885-4730

New Hanpshire

M. Donal d Shumway, Act. Asst.
Comuni ty Devel opnental Services
Dv. Mental Health & Devel oprrent al
Health & Wl fare Bl dg., Hazen Drive
Concord, NH 03301

(603) 224-5500

Servi ces

New Jer sey

M. Eddie Mbore, Drector
Department of Human Servi ces,
222 South Warren Street
Capitol M ace Cnhe

Trenton, NJ 08625

(609) 292-3742

New Mexi co

Dv. of MR

M. Louis Landry

Devel oprrental D sabilities Bureau Chief
Heal th & Environment Depart rment

P. 0. Box 968

Santa Fe, NM 87503

(505) 827-5271

New Yor k

M. Janes | ntrone, Comm ssioner

Gfice of Mental Retardati on and
Devel opnental Disabilities

44 Hol | and Ave.

Al bany, Ny 12229

(518) 474-8108

DvisionDr.

North Carolina

Executive D rector

Devel opental D sabiilties Section
Dvision of Plans and (perations
325 North Salisbury St.

Ral ei gh, NC 27611

(919) 733-7787

Nort h Dakot a

M. Samlsmr, Drector

Dv. of Mental Health & Ment al
Department of Health

909 Basi n Avenue

Bi smarck, ND 58501

(701) 224-2769

Chio

Dr. Rudy Magnone, Director
Chio Dept. of Mental Retardation
and Devel oprental D sabilities
30 BEast Broad St., State Cfice Towers
Col unbus, CH 43215
(614) 466- 3813

Ret ardat i on

| ahona

M. L. E Rader

Drector of Public Wlfare
Dept. of Institutions, Social
P. 0. Box 25352

kl ahoma Gty, K 73125
(405) 521-3617

& Rehab. Ser.

Q egon

M. David | som Assistant Adm ni strator

Mental Retardation Services and DD
Mental Health Division

2575 Bittern Street, N E.

Salem (R 97310

(503) 378-2429

Pennsyl vani a

Ms. Helen O Bannon, Secretary

Department of Public Veélfare
P. 0. Box 2675

Harrisburg, PA 17120

(717) 787-2600

Puerto R co

Dr. Jaine R vera Dueno

Secretary of Health

Puerto R co Departrment of Health

Box CH 11321 Caparra Heights Station
Sant urce, PR 00922

(809) 722-2050



Fhode | sl and

Dr. Joseph J. Bevilacqua, Drector

Dept. of Mental Health, Retardation,
and Hospitals

600 New London Ave.

Oranston, R 02920

(401) 464-3231

South Carolina

Ms. Sarah Shupprine, Drector
Dv. of Health and Hurman Servi ces
1205 Pendl eton Street

Col unbi a, SC 29201

(803) 758- 7886

Sout h Dakot a

M. Janmes Bl en Becker, D rector
Department of Social Services

State OGfice, Rchard F. Kneip Building
Pierre, SD 57501

(605) 773-3165

Tennessee

Dr. Janes S. Brown, Conm ssioner

Tennessee Dept. of Mental Health and
Mental Retardation

501 Wni on Buil ding, Fourth F oor

Nashvill e, TN 37219

(615) 741-3107

Texas

Ms. Kathy Sandusky, Director
Texas Dept. of Mental Heal th/ MR
P. 0. Box 12268 Capitol Station
Austin, TX 78711

(512) 465-4661

U ah

Dr. Paul Sagers, Drector
Mental Retardation and

Devel oprental Disabilities
150 Wst North Tenpl e, Room 370
Salt Lake Qty, UT 84110
(801) 533-7146

Ver mont

Sister Hizabeth Candon, Secretary
Agency of Human Services

103 South Main St.

Wt erbury, VT 05676

(802) 241-2220

Virginia

Dr. Jean Harris, Secretary
Departnent of Human Resour ces
Fifth F oor

Nnth Sreet Ofice Building
R chnond, VA 23219

(804) 786-7765

Virgin Islands

Dr. Andre Joseph, D rector

Sate Agency MH CC and DD Servi ces
Estate SLCB

Christiansted, St. Ooix

U S VMrgin Islands 00820

(809) 778-0751

Vshi ngt on

M. James T. Lengensel der, D rector
Bureau of Devel opnental Disabilities
Dept. of Social & Health Services
Mai | Stop 0B42C

A ynpia, WA 98504

(20'553 753-3900

Vst Virginia

Ms. Sally K R chardson, Acting Director
Departrment of Mental Health an
Mental Retardation
State Capitol
Charl eston, W 25305
(304) 348-2971

W sconsi n

M. Jerry Dianond, Director

Bureau of Developnental Disabilities

Wsconsin Departrent of Health and
Social Services

1 Wst Wlson St., Room 540

Madi son, Wsconsi n 53702

(608) 267-7921

Wom ng

M. Steven E. Z nmer nan

DD State Program Manager

D vision of Community Prograns
Hal fway Building - Fourth H oor
Cheyenne, W 82002

(307) 777-7116



DEVELOPMENTAL DI SABI LI TI ES
STATE PLANNI NG COUNCI LS

Al abama

Staff Director
Disabilities

M. Dale W Scott,
Al abama Devel opmrent al
Pl anni ng Counci |
135 South Union St.
Mont gonery, AL 36130

(205) 834-4350

Al aska

Heal th Pl anner |1

Ms. Dorothy J. Truran,

CGovernor's Council for the Handi capped
and Gfted

600 University Ave., Suite C

Fai r banks, AK 99701

(907) 479-6507
Ari zona

M. WIlliamC. Donovan, Jr.

Executive Director

CGovernor's Counci l
Disabilities

1717 West Jefferson St.

Phoeni x, AZ 85005

(602) 255-4049

on Devel opnent al

Ar kansas

Executive D rector

Ms. Mary Eddy Thomas,
Dishilities

Covernor's Devel opnent al
Pl anni ng Counci |

Wal don Bl dg., 7th and Mai n,

Little Rock, AR 72201

(501) 371-3494

Suite 400

California

Executive Dir.

Leopol d Li ppman, Ph.D.,
Disabilities

State Council on Devel opnent al
1517 L Street, Suite 100
Sacranent o, CA 95814

(916) 322-8481

Col or ado

Executive D rector
D sabilities Council

Ms. Merril Stern,
Col or ado Devel opnent al
4126 South Knox Court
Denver, CO 80236
(303) 761-0220 - Ext. 332
Connecti cut

M. Edward T. Preneta

Staff Director, DD Council
Department of Mental Retardation
342 North Min
West Hartford,
(203) 236-2531

CT 06117

Del awar e

M. Janes F. Linehan

DD Council Admi nistrator

Bur. Health Pl anning & Resources Devel op.
805 R ver Road

Jesse S. Cooper Building

Dover, DE 19901

(302) 736-4776

District of Colunbia

Col. cQurtiss Knighton, Planning Director

D. C. Devel opnental Disabilities Council
614 H Street, N. W, Room 703
Washi ngton, D.C. 20002

(202) 727-0714
Fl ori da

M. Joe Krieger, Admnistrator

Devel opnental Disabilities

Dept. of Health & Rehabilitative Services
1317 W newood Bl vd.

Tal | ahassee, FL 32301

(904) 488-4257

CGeorgi a
Ms. Zebe Chestnut, Executive Director

Georgia Council on Devel opnent al
Disabilities

618 Ponce de Leon Ave., N. E.

Atl anta, GA 30308

(404) 894-5790

Quam

M. FelixJ. L. G Perez, DD Consultant
Dept. of Vocational Rehabilitation

GCl C Building, N nth Floor
414 W Sol edad Ave.

Agana, QU 96910

(809) 472-8806

Hawai i

Executive Secretary

Ms. Lily |I. Wang,
Disabilities

State Council on Devel oprent al
P. 0. Box 3378

Honol ulu, H 96801

(808) 548-5994

| daho

M. J. Stephen Anderson, Executive Director
| daho State Council on DD

St at ehouse

Boi se, 1D 83720

(208) 384- 2426



Illinois

M. Raynmond R Ramirez, Executive Dir.
Governor's Pl anning Council on DD

222 South Col |l ege

Springfield, IL 62706

(217) 782-9696

| ndi ana

Ms. Cynthia Brantner, ProgramDirector
IN DD Advi sory Counci |

117 State House

I ndi anapolis, IN 46204

(317) 232-2492

| onwa

M. C L. Henphill

Director DD Program

Ofice of Planning & Progranm ng
523 East 12th St.

Des Koi nes, |A 50319

(515) 281-3711

Kansas

Ms. Janet Schal ansky, Executive Secretary

Kansas Pl anni ng Council on Devel oprent al
Disabilities Services

State Office Bldg., Fifth Floor North

Topeka, KS 66612

(913) 296-2608

Kent ucky

Ms. Debra MIIler, Executive Drector
Kent ucky DD Pl anni ng Counci |

275 East Main St.

Frankfort, KY 40601

(502) 564-2157

Loui si ana

Anne E. Farber, Ph.D., Executive Drector
LA State Planning Council on DD

721 Governnment St., Room 306

Bat on Rouge, LA 70802

(504) 342-6804

Mai ne

M. John Greene, DD Pl anni ng Coordinat or
Bureau of Mental Retardation

State O fice Bldg., RoomA4ll

Augusta, M 04330

(207) 289-3149

Mar yl and

M. Philip C. Hol mes, Director

Maryl and State Pl anni ng Counci l
on Devel oprmental Disabilities

201 West Preston St.

Bal ti nore, MD 21201

(301) 383-3358

Massachusetts

M. Steve Rosner, D rector

Massachusetts Devel opnmental Disabilities
Counci |

One Ashburton Pl ace, Room 2133

Bost on, MA 02108

(617) 727-6374

M chi gan

M. Thomas A. Jones, Executive Director

M chi gan State Pl anning Council for
Devel opnental Disabilities

Lew s- Cass Buil ding

Lansing, M 48926

(517) 373-2557

M nnesot a

M. LewMIller, Acting D rector

M nnesota DD Pl anning Ofice
CGovernor's Planning Council on DD
200 Capitol Square Buil ding

550 Cedar Street

St. Paul, MN 55101

(612) 296-4018

M ssi ssi ppi

M. Ed Bell, Planning Director
Devel opnental Disabilities Council
Dept. of Mental Health

1100 Robert E. Lee Building
Jackson, M 39201

(601) 354-6692

M ssouri

M. Kenneth L. Dowden, Coordi nator

D vision of Mental Retardation -
Devel opnental Disabilities

2002 M ssouri Bl vd.

Jefferson City, MO 65102

(314) 751-4054



Mont ana

Ms. Beth R chter, Executive Drector

Devel opnental Disabilities H anning
and Advi sory Counci |

1218 East S xth Ave.

Hel ena, MI 59601

(406) 449-3878

Nebr aska

Ms. Beth Macy, Director

Dv. of DD, Departnent of Health
P. 0. Box 95007

Li ncol n, NE 68509

(402) 471-2981

Nevada

Ms. Anne W d ancy

Devel oprrental Disabilities Pl anner
Dept . Human Resources, Rehab. Dv.

505 E. King St., Kinkead Bl dg., 5th Fl.
Carson Aty, Nv 89710

(702) 885-4440

New Hanpshire

D rector

Devel oprrental Disabilities GCouncil
Health & Wl fare Bl dg., Hazen Drive
Concord, NH 03301

(603) 271-4709

New Jer sey

Ms. Catherine Rowan, Executive D rector
Devel oprrental Disabilities Council
State of New Jersey

108-110 North Broad St.

Trenton, NJ 08625

(609) 292-3745

New Mexi co

D rector

DD M anning Gounci |

State of New Mexi co

1418 Lui sa Street, Suite 6
Santa Fe, NM 87503

(505) 827-5581

New Yor k

M. N cholas Constantino, D rector

Bureau of Devel opnental D sabilities

N Y. State Advisory Gouncil on Mental
Retardation & DD

44 Hol | and Ave.

Al bany, Ny 12229

(518) 474- 3655

North Carolina

M. JimKeene, P anning D rector
Devel oprnental Disabilities Council
325 North Salisbury St.

A bernmarl e Building, Roomb503-A
Ral ei gh, NC 27611

(919) 733- 6566

Nort h Dakot a

M. Carl Rodlund, D rector

Devel oprmental Disabilities Gouncil
Departnent of Health

909 Basi n Avenue

Bi smarck, ND 58501

(701) 224-2769

Ghio

R Jerry Adans, Ph.D., Executive D rector
Chi o DD M anni ng Gounci |

30 Bast Broad St., State OGfice Towers
Col unbus, CH 43215

(614) 466- 5205

| ahonma

M. Ray F. Ashworth, Jr., Project Drector
D vision of P anning and Resources
Devel oprrent
P. 0. Box 25352
klahoma Gty, K 73125
(405) 521-3617

Q egon

M. Rc Oow ey, Executive Drector
Devel oprrental Disabilities Ofice
Department of Hunman Resources

300 Public Service Building

Salem CR 97310

(503) 378-2314

Pennsyl vani a

M. Thomas E. Derr, Acting Executive Dir.

Devel oprental Di sabilities Planning
Counci |

2101 North Front St., Building 4

Harrisburg, PA 17110

(717) 787-6057

Puerto R co

Ms. Iris M Rodriguez, Drector

Puerto Rico Devel oprental Disabilities
Counci |

Box 9543

Sant urce, PR 00908

(809) 722-0595



Fhode | sl and

M. Gerard Lobosco, D rector

Devel oprrental D sabilities GCouncil
600 New London Ave.

Oranston, R 02920

(401) 464-3191

South Carolina

Ms. Shari Fisher, Executive Drector
DD Council, Health & Social Devel opnent
1205 Pendl eton Street

Col unbi a, SC 29201

(803) 758-8016

Sout h Dakot a

M. Thomas E. Schei nost, ProgramAdm
Cfice of Devel opmental Disabilities
State Ofice, Rchard F. Kneip Building
Pierre, SD 57501

(605) 773-3438

Tennessee

Ms. Hazel W Lipsconb, Executive Director
Devel opnental D sabilities Program
Dept. of Mental Health and Mental

Ret ardati on
501 Wni on Bui | di ng,
Nashville, TN 37219
(615) 741-1742

Fourth F oor

Texas

M. darence Jackson, Executive D rector
Devel oprrental D sabilities Council

P. 0. Box 12268 Capitol Station

Austin, TX 78711

(512) 454-3761

U ah
Ms. |neda Roe, Executive Drector
UT Gouncil for Handi capped and DD Persons

P. 0. Box 11356
Salt Lake Aty,
(801) 533-6770

UT 84147

Ver mont

M. Stephen S. Chupack, Exec. Secretary
Vernont Devel oprental Disabilities Council
Wt erbury Cfice Conpl ex

103 South Main Street

Wt erbury, VT 05676

(802) 241-2612

Virginia

M. Alen Cohen, Planning D rector

Devel oprrental D sabilities H anning
Counci |

Nnth Sreet Ofice Bldg., Suite 1005

R chnmond, VA 23219

(804) 786-7788

Virgin Islands

Ms. Mrna Sueiro, Coordinator

VI Devel opnental Disabilities Council
Dv. MHand CC

P. 0. Box 520

Christiansted, S. Ooix

U S. Virgin Islands 00820

(809) 778-0751

Véshi ngt on

Dr. Stephen Schain, Executive Director
Washi ngton State Devel oprrent al

D sabilities Pl anni ng Council
Bureau of Devel opnental Disabilities
Miil Stop PJ-11
A ynpia, WA 98504
(20%'5) 753- 3908

Vst Virginia

M. George Bennett, Director

Devel opment al Disabilities Services
D v. of Behavioral Health Services
Vst Virginia Dept. of Health

1800 Wéshington Street, East

Charl eston, W 25305

(304) 348-2276

W sconsi n

Ms. Jayn Wttennyer, Executive Director
Gouncil on Devel opmental Disabilities
State of Wsconsin

1 Wst WIson Street, Room490

Madi son, Wsconsi n 53702

(608) 266- 7826

Wom ng

Ms. Mary Harter, Staff Drector

State of Wom ng/ Council on Devel oprent al
Dsabilities

Box 1205

Cheyenne, W 82001

(307) 632-7105



PROTECTI ON AND ADVOCACY ACGENCI ES

Al abanma
Del awar e
Ms. Kathryn Harwood, Project Director
Al abarma Devel opnental Disabilities M. John Landi s, Executive Director
Advocacy Program Del aware Protection & Advocacy System (PAS)
918 Fourth Ave. Community Legal Aid Society, Inc.
Tuscal oosa, AL 35401 913 Washi ngton St.
(205) 348-4998 W I m ngton, DE 19801

(302) 575- 0660

Al aska
District of Colunbia

Ms. Marsha Schnei der, D rector

Protection and Advocacy for the Ms. Yetta W Galiber, Executive Director
Devel opnental Iy Disabled (PADD.Inc.) Informati on Center for Handi capped
1514 Cushnan St. I ndi vi dual s
Fai r banks, AK 99701 120 C Street, N W
(907) 456-1070/9 Washi ngton, D.C. 20001
(202) 347-4986
Ari zona
Fl ori da
M. WIlliamKlein
P&A Project Director M . Jonathan P. Rossman, Director
Arizona Center for Law in the Governor's Conmi ssion on Advocacy/ DD
Public Interest The State Capit ol
P. 0. Box 2783 Tal | ahassee, FL 32301
Phoeni x, AZ 85002 (904) 488-9070
(602) 252-4904
CGeorgi a
Ar kansas
Ms. Patricia Powell, Executive Director
M. Janes C. Hudson, Coordinator Georgi a Advocacy O fice, Inc.
Arkansas Devel opnental Disabilities 1447 Peachtree St., N.E.
Advocacy System Atlanta, GA 30309
State Capitol Bldg. , Rm 011 (404) 885-1447
Little Rock, AR 72201
(501) 371-2171 Guam
California M . John Weisenberger, Director
Advocacy O fice for the Devel opnental ly
M. Al bert Zonka, Executive Director Di sabl ed
California Protection & Advocacy (PAI,Inc.) P. 0. Box 8319
1400 K Street Tanmuni ng, GU 96911
Sacranent o, CA 95814 (809) 477-7280
(916) 322-8653
Hawai i
Col or ado
Ms. Patty M Henderson, Executive Dir.
Ms. Mary Anne Harvey, Executive Director Protection & Advocacy Agency of
Legal Center for Handi capped Citizens Hawai i, Inc.
1060 Bannock St., Suite 316 1580 Makal oa Street
Denver, CO 80204 Honol ulu, H 96814
(303) 573-0542 (808) 949-2922
Connecti cut | daho
M. Eliot J. Dober, Executive Director M . Brent Marchbanks, Director
O fice for Protection & Advocacy for Coalition of Advocates for the
Handi capped and DD Persons Di sabled (COAD, Inc.)
401 Trunbul | St. 1510 West Washi ngton
Hartford, CT 06103 Boi se, |D 83702

(203) 566- 7616 (208) 336-5353



Il1linois

M. Stephen B. Schnorf, Executive Dir.
Il1linois DD Advocacy Authority

206 South Sxth St., Suite 100
Springfield, IL 62701

(217) 544-5750

I ndi ana

Ms. Genevieve R Rley, Drector

IN P8A Service Conmission for the DD
445 North Pennsyl vania St.

I ndi anapol i s, I N46204

(317) 232-1150

| owa

Ms. Deborah Qunni son, Executive Dr.
Protection & Advocacy Division

lona Avil R ghts GConmm ssion

507 Tenth St.

Des Moi nes, | A 50319

(515) 281-8081

Kansas

Ms. Joan Strickler, Executive Drector

Kansas Advocacy & Protective Services
for the DD, Inc.

513 Leavenworth

Manhatt an, KS 66502

(913) 776-1541

Kent ucky

Ms. Gayla 0. Keown, Director
Cfice for Public Advocacy

Sate Cffice Bldg. Annex, 3rd H oor
Frankfort, KY 40601

(502) 564- 2967

Loui si ana

Ms. Lois V. Sinpson, Director
Advocates for the DD

333 St. Charl es Avenue

New O | eans, LA 70130

(504) 522-2337

Mai ne

M. Dean O ocker, D rector
Advocates for the DD

develand Hall, Wnthrop Sreet
Hal | owel |, ME 04347

(207) 289- 2395

Maryl and

M. Qurtis L. Decker, Executive D rector
Maryl and Advocacy Whit for the

Devel opnental |y Disabled (MAUDD, Inc.)
2616 Maryl and Ave.
Balti nore, MD 21218
(301) 383-3400

Massachusett s

M. WIliamG Oane, Project Drector

Devel oprental Disabilities Law Center
of Massachusetts

294 \Washi ngton Street

Bost on, NA 02108

(617) 426-7020

M chi gan

M. WIliamJ. Canpbell, Drector

Protection & Advocacy Service for
Devel OEmant ally Disabled Gtizens

230 North Washi ngton Square

Lansing, M 48933

(517) 487-1755

M nnesot a

M. Eik Janus, Executive D rector
Central Mnnesota Legal Service Corp.
Legal Advocacy for DD Persons

222 @ain Exchange Buil ding

323 Fourth Ave. South

M nneapol i s, MN 55415

(612) 338-0968

M ssi ssi ppi

M. Blly W Potts, Director
Advocacy O fice, Inc.

Wt ki ns Building, Suite 100
510 George St.

Jackson, M 39201

(601) 944-0485

M ssouri

Ms. Janice Gentile

M ssouri Devel opnental Disabilities
Protecti on & Advocacy Services, Inc.

211 B Metro Drive

Jefferson Gty, MD 65101

(314) 893-3333



Mont ana

Ms. Margaret U vestad, Executive Dr.

Devel oprrent al D sabi | ities/Mntana
Advocacy Program (DO MAP, Inc.)

1215 E ghth Ave.

Hel ena, MI 59601

(406) 449- 3889

Nebr aska

Ms. Hizabeth Meyer, Executive Dr.
Nebr aska Advocacy Services for Devel -
opnental ly Disabled Gtizens, Inc.
3940 Cor nhuskers H ghway, Suite 200
Li ncol n, NE 68504

(402) 467-4616

Nevada

Ms. Holli Elder, Project D rector

Devel oprent al Di sabilities Advocates
Gfice

940 Matley Lane, Suite 6

Reno, Nv 89502

(702) 784-6375

New Hanpshire

Ms. Donna Woodfin, D rector

DD Advocacy Center, Inc.

2-1/2 Beacon St., P. 0. Box 19
Concord, NH 03301

(603) 228-0432

New Jer sey

Herbert H nkle, Esq.

DePuty Publi ¢ Advocat e

Gfice of Advocacy for the DD
P. 0. Box 141

Trenton, NJ 08625

(609) 292-9742

New Mexi co

M. Janes Jackson, D rector

P&A System for New Mexi cans with
Devel opnental Disabilities, Inc.

510 Second St., NW, Suite 300

Al buquer que, NM 87102

(505) 243-8831

New Yor k

Jack Bernstein, Esq.

Executi ve D rector/ General Counsel
NY P&A System for DD, Inc.

175 Fifth Avenue

New York, N Y. 10010

(212) 982-1140

North Carolina

Ms. Lochart Follin-Mice, Drector

Governor' s Advocacy Council for Persons
with Dsabilities

112 Vst Lane St., Howard Buil ding

Ral ei gh, NC 27611

(919) 733-3111

Nort h Dakot a

Ms. Barbara C. Braun, Project Drector
Protecti on & Advocacy Proj ect
Governor's Council on Hunan Resour ces
State Capitol, 13th F oor

Bi smarck, ND 58505

(701) 224-2972

Ghio

M. Blanford W Fuller, Executive Dr.
Chio Protection & Advocacy Associ ation
8 East Long Street

Col unbus, CH 43215

(614) 461-1318

| ahonma

Dr. Bob M Van Gsdol, Drector

Protecti on & Advocacy Agency for the
Devel oprent al | y D sabl ed

9726 East 42nd - OGsage Building

Tul sa, K 74145

(918) 664- 5883

Q egon

M. Stephen Brischetto, Executive Dir.

QO egon Devel opnental Disabilities
Advocacy Center

621 S. W Morrison, Room519

Portl and, OR 97205

(503) 243-2081

Pennsyl vani a

Ms. Sandra K Lanbert, Executive Dr.

Devel oprental D sabilities Advocacy
Network (DDAN, Inc.)

3540 North Progress Ave.

Harrisburg, PA 17110

(717) 657-3320

Puerto R co

M. Bi enveni da Perez
D rector, Protection & Advocacy

Puerto Rico Departnent of Consuner Affairs

P. 0. Box 41059 Mnillas Station
Sant urce, PR 00904
(809) 727-8536



Fhode I sl and

Ms. Peg Torney, Executive Director
R P&A System (R PAS, Inc.)

70 South Main Street

Provi dence, R 02903

(401) 831-3150

South Carolina

Ms. Loui se Ravenel, D rector

SC P&A System for the Handi capped, Inc.

2760- A Two Notch Road
Col unbi a, SC 29204
(803) 254- 1600

Sout h Dakot a

M. Robert J. Kean, Project Drector
Sout h Dakot a Advocacy Project, Inc.
Il Wst Capitol Ave.

Pierre, SD 57501

(605) 224-8294

Tennessee

M. Jack Derryberry, Jr.

D rector of Advocacy

Tennessee State P anning G fice
660 Capitol H Il Building

301 Seventh Avenue North

Nashvi | | e, TN 37219

(615) 741-1676

Texas

Ms. Dayl e Bebee, Esq., Executive Dir.
Advocacy, Inc.

5555 North Lamar St., Suite K-109
Austin, TX 78751

(512) 475-5543

U ah

Ms. Phyllis Geldzahl er, Executive Dir.

Legal Center for the Handi capped
455 East 400 South, Suite 300
Salt Lake Gty, UT 84111

(801) 363-1347

Ver mont

M. Mchael Sinclair, Executive Dr.
Vernont DD P&A, | nc.

c/o Vernont Legal Aid, Inc.

180 Church Street

Burlington, VT 05401

(802) 658-3899

Virginia

Ms. Carolyn Wite Shenton, D rector

Virginia Devel opnental Disabilities
Protection & Advocacy Cfice

Nnth Sreet Ofice Bldg., Suite 100

R chnond, VA 23219

(804) 786-7134

Virgin Islands

M. Russell R chards, D rector

Commttee on Advocacy for the
Devel opnental |y D sabl ed, Inc.

P. 0. Box 734

Fredericksted, St. Ooix

U.S. Virgin |Islands 00840

(809) 772-1200

VMshi ngt on

Ms. Katie Dolan, Drector

The Troubl eshoot ers

The Washington State P&A System
1600 Arnory Wy

Seattle, WA 98119

(206) 284-1037

Vst Virginia

M. Suart L. My, Executive D rector
Vst Virginia Advocates for the
Devel oprental |y Di sabl ed, |nc.
1021 Quarrier Sreet
Charl eston, W 25301
(304) 346-0847

W sconsi n

M. Lynn Breedl ove, Executive D rector
Wsconsin Coalition for Advocacy, |Inc.
2 Vést Mfflin

Madi son, W 53703

(608) 251-9600

Wom ng

Ms. Jeanne A Kawcak, Executive D rector

Devel opmental Disabilities Protection
and Advocacy System (DO P&A System

508 Hynds Buil di hg

Cheyenne, W 82001

(307) 632-3496



UN VERSI TY AFFI LI ATED FAQ LI TI ES

Al abanma AL 1

Gary J. Mers, MD., Drector
Chauncey M Sparks Center for

Devel opnental and Learning D sorders
University of Al abama at B rnm ngham
1720 Seventh Avenue South
B rm ngham AL 35233
(205) 934- 5467

California
A1l

Kenneth W Dumars, MD., ProgramDir.
Dvision of dinical CGenetics and

Devel oprmental Disabilities
Dept. of Pediatrics, College of Medicine
University of California at Irvine
Irvine, CA 92717
(714) 634-5791

CGilifornia CA 2

James Q Simmons, MD., ProgramDir.
University Affiliated Facility

The Neuropsychiatric Institute
University of California at Los Angel es
760 Véstwood M aza

Los Angel es, CA 90024

(213) 825- 0395

CGialifornia CA 3

Wl da Hammond, M D., ProgramDi rector
University Affiliated Program
Childrens Hospital of Los Angel es
University of Southern California
4650 Sunset Blvd., P. 0. Box 54700
Los Angel es, CA 90027

(213) 669-2300

Col or ado 01

W1 liamFrankenberg, MD., Drector
John F. Kennedy Child Devel opnent Cir.
University of Col orado Medical GCenter
4200 East 9th Ave.

Denver, QO 80220

(303) 394-7224

Dstrict of Colunbia DC 1

Phyllis R Magrab, Ph.D., Drector
CGeorgetown University

Child Devel oprment Center

Bl es Buil ding, Room GG 52

3800 Reservoir Road, N W

Washi ngton, D.C. 20007

(202) 625-7675

Fl ori da FL 1

Robert S. Stenpfel, MD., Drector
Mai | man Center for Child Devel opnent
University of Mam

P. 0. Box 016820

1601 N W 12th Avenue

Mam , FL 33101

(305) 547-6635

Ceorgi a Al
Jane 0. Rhoden, Ph.D., Drector

Ceorgia Retardati on Center Athens
850 College Station Road

" Athens, GA 30605

(404) 542- 8970

I11inois IL1

Kenneth R Swi atek, Ph.D., Drector

I1linois Institute for Devel oprrent al
Dsabilities

1640 W Roosevelt Road

Chi cago, |IL 60608

(312) 996- 1590

I ndi ana IN1
I—bnr?/ Schroeder, Ed.D., Drector

Devel oprent al  Trai ni ng Cent er

I ndi ana University

2853 East Tenth Street

Bl oom ngt on, | N 47405

(812) 337-6508

I ndi ana IN2

Morris Geen, MD., ProgramDi rector
Rley Child Devel oprent GCenter

I ndi ana Uni versity Medical Center
1100 W M chigan Street

I ndi anapol i s, I N 46202

(317) 264-7819

| ona A1
Afred Healy, MD., Drector

Uni versity Hospital School

lowa UAP, Division of DD

The University of |owa

lowa Aty, |A52242

(319) 353-5972



Kansas KS 1

M Duane Thomms, Ph.D., D rector
Kansas U AF. at Kansas Aty
Children's Rehabilitation Unit
Kansas University Medical GCenter
39th and Rai nbow Bl vd.

Kansas Gty, KS 66103

(913) 588-5900

Kansas KS 2
Janes F. Budde, Ed.D., Drector

Kansas U A F. at Law ence

John T. Sewart Children's Center

348 Haworth Hal |

University of Kansas

Lawr ence, KS 66045

(913) 864- 4950

Kansas KS 3

Joseph E. Spradlin, Ph.D.,
Kansas U A F. at Parsons
Parsons State Hospital and Training Qr.

D rector

P. 0. Box 738

Par sons, KS 67357

(316) 421-6550 - Ext. 254

Kent ucky Ky 1
Melton C Martinson, Ph.D., Drector
Human Devel oprent  Program

210 Porter Building

Uni versity of Kentucky

Lexi ngt on, KY 40506

(606) 257-1714

Loui si ana LA 1
Judith A Harris, MD., Drector

Devel oprental Disability Gr. for Children
Loui siana State University Medical Center
1100 Florida Ave., Building #138

New O | eans, LA 70119

(504) 949-7541

Maryl and M 1
Hugo Moser, M D., Director

The John F. Kennedy Institute for
Handi capped Chil dren

707 North Broadway

Bal ti nore, MD 21205

(301) 955-4001

Massachusetts MA 1

Allen C. Crocker, MD., Drector

Devel oprental Eval uation dinic

Children's Hospital Medical Center

300 Longwood Ave.

Bost on, NA 02115

(617) 734-6000 - Ext. 2116

Massachusetts MA 2

Raynond D. Adans, MD. .D rector

Euni ce Kennedy Shriver Center for
Mental Retardation, Inc.

Valter E Fernald State School

200 Trapel o Road

Vvl t ham NMA 02254

(617) 893-3500

M chi gan M 1

Julius Gohen, Ed.D., Acting D rector

Institute for the Sudy of Mental
Retardation and Related Disabilities

University of M chigan

130 S First St.

Ann Arbor, M 48104

(313) 763-3171

M nnesot a

Euni ce Davis, MD., Drector
Child Devel oprment  Secti on
St. Paul - Ransey Hospit al
640 N Jackson
St. Paul, M 55101
(612) 221-3660
M ssi ssi ppi M5 1
Ansl ey Bacon-Prue, Ph.D., Drector
University Affiliated Program of

M ssi ssi ppi
1100 Robert E. Lee Building
Jackson, M5 39201
(601) 354-6692

M ssour i

Carl F. Galkins, Ph.D., Drector

University Affiliated Facility

University of Mssouri at Kansas dty

(Institute for Commnity Studi es- School
of Gaduate Studies)

1020 E 63rd St.

Kansas Gty, MD 64110

(816) 276-1181



Nebr aska NE 1

Paul Pearson, MP.H., Drector

Meyer Children's Rehabilitation Institute
University of Nebraska Medical GCenter

444 South 44th St.

Oraha, NE 68131

(402) 541-4730

New Jer sey N 1

N ckie Berson, Ed.D., Drector
Institute for Human Services
Kean ol | ege of New Jersey
Morris Ave.

Uni on, NJ 07083

(201) 527-2326

New Yor k NY 1

Vincent G Restivo, MD .Drector
Mental Retardation Institute

New York Medical College at Val halla
Val hal | a, NY 10595

(914) 347-4604

New Yor k NY 2

Louis Z Cooper, MD., Acting Director
Devel opnental Disabilities Center

St. Lukes - Roosevelt Hospital

Col unbia Univ. - Col. of Phys. & Surg.
428 st 59th St.

New Yor k, Ny 10019

(212) 554-6801

New Yor k NY 3

Herbert J. Cohen, MD. ,Drector

UAF., Rse F. Kennedy Center

A bert Einstein College - Yeshiva Univ.
1410 Pel ham Par kway Sout h

Bronx, NY 10461

(212) 430- 2440

New Yor k NY 4
Philip W Davidson, Ph.D., Drector

University Affiliated Diagnostic dinic
for Devel opnental D sorders

University of Rochester Medical Center
601 H nwood Ave., Box 671

Rochester, NY 14642

(716) 275-2986

North Carolina NC 1

Harrie R Chanberlin, MD., Drector

Dv. for D sorders of Devel op. & Lrng.
The Univ. of North Carolina at Chapel H I
Bi ol ogi cal Sciences Research Center 220H
Chapel HII, NC 27514

(919) 966-4417

Qhi o H1

Jack H Rubinstein, MD., Drector

University Affiliated G ncinnati GCenter
for Devel opnental D sorders (UACCDD)

Pavi | i on Buil di ng

Bl andfi e Bet hesda Avenues

G ncinnati, CH 45229

(513) 559-4621

Ghio CH 2

M chael Qural nick, Ph.D., Drector

N songer Center for Mental Retardation
and Devel oprrental Disabilities

The Chio State University

McCanpbel | Hall, 1580 Cannon Drive

Col unbus, CH 43210

(614) 422-8365

Ghio CH 3

BsieD Helsel, Ph.D., Drector

University Affiliated Program Center for
Human Devel oprrent

Chi o University

Parks Hall Wst G een

At hens, CH 45701

(614) 594-5921

O egon R1

Fobert H Schwarz, Ph.D., Drector
Center on Human Devel oprrent
University of Oregon

901 East 18th St.

Eugene, CR 97403

(503) 686-3591

C egon R 2

Victor D. Menashe, M D., Drector

(hild Devel opnent & Rehabilitation Cir.

Qippled Children's Dvision

University of Oregon Health Sciences Qr
P. 0. Box 574

Port!l and, COR 97207

(503) 225-8362

Pennsyl vani a PA 1

Edward Newnran, Ph.D., Drector
Devel opnental Disabilities Program
Tenpl e University

Rtter Hall Annex

13th St. & Col unbi a Ave.

Phi | adel phi a, PA 19122

(215) 787-1356



Fhode Island R 1

Segfried M Pueschel, MD., Drector
Chil d Devel opnent Cent er

Rhode |sland Hospital

593 Eddy Street

Provi dence, R 02902

(401) 277-5071

South Carolina SC1

Carolyn Y. Meredith, Ed.D., Drector
UAF Programof South Carolina
Human Devel opnent Cent er

Wnthrop Col | ege

McLaurin Hal |

Rock H ||, SC 29733

(803) 323-2244

Sout h Dakot a SD1

Charl es Anderson, MA , Acting Drector
Center for the Devel opnental |y Disabl ed
University of South Dakota

Vermllion, SD 57069

(605) 677-5311

Tennessee TN 1

Robert G Jordan, M D., Drector
(hi | d Devel opnent  Cent er
University of Tennessee

711 Jefferson

Menphi s, TN 38105

(901) 528-6512

Texas ™1

Doman K Keele, MD., Drector
Univ. Affiliated Gr. for DD Children

Dept. Pediatrics, Southwestern Med. Sch.

Univ. of Texas Health Sciences Center
5323 Harry H nes Bl vd.

Dal | as, TX 75235

(214) 526- 0990

U ah ur 1
Marvin Fifield, Ed.D., Drector
Exceptional Child Genter

Uah State University

UMC 68

Logan, UT 84322

(801) 750-1982

Wshi ngt on WA 1

Irvin Enanuel, MD., Drector

Chil d Devel oprent and Mental Retardation
Cent er

University of Washi ngton

Seattle, WA 98195

(206) 543-3224

Vé¢st Virginia W 1

Kathryn B. Greever, Ed.D .Drector

Affiliated Genter for Devel oprent al
Dsabilities

504 Allen Hal |

Vst Virginia University

Mor gant own, W/ 26506

(304) 293- 4692

W sconsi n W 1

Rck F. Heber, Ph.D., Drector

Harry A Wi snan Center

Mental Retardation and Human Devel opnent
University of Wsconsin

1500 H ghl and Ave.

Madi son, W 53706

(608) 263-5940

SATELLI TE CENTERS

Jud Qunni ngham M S. W, Drector AZ 1
D ne Center for Hunman Devel oprent

(Navajo Satellite Center)

Navaj o Community Col | ege

Tsai l e, AZ 86503

(602) 724-3351

Sharon J. Bintliff, MD., Drector H 1
Hawai i University Affiliated Facility
Satellite Program

1319 Punahou St., Bi ngham 106

Honol ulu, H 96826

(808) 946- 6269

Fobert EE Gow D rector M 1

Montana University Affiliated Program
Satellite

Main Hall, Wniversity of Montana

M ssoul a, M 59812

(406) 243-5467

Wayne L. Fox, Ph.D., Drector VT 1
Center for Developnental D sabilities
University Affiliated Facility Satellite
499C Wét er man Bl dg.

University of Vernont

Burlington, VT 05405

(802) 656-4031
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