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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







