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PURPOSE OF THIS REPORT 

This report was especially prepared to inform the United 
states Congress of the "impact of the amendment of the definition 
of 'developmentally disabled' on the DD program as required by 
Section 503(2) of PL 95-602, Title V, the Amendment to the 
Developmental Disabilities Services and Facilities Construction 
Act. " 

Section 502(b)(2) of the Developmental Disabilities Assis­
tance and Bill of Rights Act is, PL 95-602, Title V: 

(2) 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 (1). This report shall 
include--

(A) an analysis 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 

(ii) the amounts expended under 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 Developmental Disabilities Assis­
tance and Hill of Rights Act tor each of three fiscal years. The 
three fiscal years are FY '76, FY '79, and FY '80. 

The basic assumption of the report is that the DD community 
expended its FY '78 funds responsive to the definition of devel­
opmental 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 developmental 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 population by 
disability of the expenditures of those funds, the impact of the 
change in definition will 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 components of the Developmental Disabilities community. 
The four components of the Developmental Disabilities community 
are: 

Developmental Disabilities Councils/ 
Administrative Agencies 

Protection and Advocacy Program 
Special Projects 
University Affiliated Facilities 

The Federal funds appropriated for each of the four compon­
ents of the Developmental Disabilities community are identified by 
the programs 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 components. The report 
contains a presentation of: 

(1) The number of persons with developmental disabilities 
served in each category of disability, and 

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

Particular attention in the report is focused on those 
individuals served who are mentally retarded, cerebral palsied, 
epileptic, and autistic since these are the four categories of 
individuals who are developmentally disabled who are specificically 
named in the definition of developmental disabilities in PL 94-103. 

It is assumed that Congress wanted a comprehensive report 
that would show the amount of funds expended on the mentally 
retarded, cerebral palsied, epileptic, and autistic by the develop­
mental disabilities community as it became responsive to the change 
in definition in PL 95-602. The evidence of impact on these four 
populations is contained in this report. 

The mandate for this report also requires that evidence be 
presented containing "an assessment, evaluation and comparison of 
services provided to persons with developmental disabilities" in 
FY '78, FY '79, and FY '80. 

This report provides comparative information concerning the 
service providers and service network used in FY '78, FY '79, and 
FY '80 by each of the four program components of the Developmental 
Disabilities Act. In order to delineate the quality of programs 
used and funded by the DD community, particular attention was paid 



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

It is assumed for the purpose of the "assessment, evalua­
tion and comparison" that Fiscal '78 is the base year or control 
year ana that Fiscal '79 and Fiscal '80 are the experimental 
years. It is assumed that the service network used and funded 
in Fiscal '78 was responsive to the definition of developmental 
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 developmental disabilities contained in PL 95-602. The 
assumption that FY '79 and FY '80 are responsive to the definition 
contained in PL 95-602 must be tempered by the realization that no 
system can automatically change from one definition of its target 
population to a different definition. It takes time to implement 
such a change. 

A change in a definition and eligibility does not always 
have immediate implementation in program activities and service 
agencies. The assumption that FY '79 is a reliable experimental 
year probably is an overstatement ana FY '79 should be assumed 
to be a transitional year. however, FY '80 is probably a more 
reliable experimental year than is FY '79 in demonstrating the 
impact of the new definition on the Developmental Disabilities 
Program. It should be kept in mind that the full impact of the 
definition of developmental disabilities in PL 95-602 may not be 
demonstrated in either FY '79 or FY '80. 

The data contained in this report has been provided by each 
component of the Developmental Disabilities Program. All sections 
of each component participated in contributing requested data and 
the report therefore contains the most comprehensive statistical 
picture of the Developmental Disabilities Program in the United 
States at the present time. The report, at times, 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 
complexity and comprehensive role of this small but dynamic 
program which benefits the individuals who are developmentally 
disabled in the United States. 



D E F I N I T I O N O F D E V E L O P M E N T A L D I S A B I L I T I E S 
IN PL 9 4 - 1 0 3 AND PL 9 5 - 6 0 2 

The definition of developmental disabilities, as contained 
in PL 95-602, Title V, Section 102(7), the "Rehabilitation, Com­
prehensive Services, and Developmental Disabilities Amendments 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 twenty-two; 

(C) is likely to continue indefinitely; 
(D) results in substantial functional limitations 

in three or more of the following areas of major life 
activity: (i) self-care, (ii) receptive and expres­
sive language, (iii) 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 'developmental disability' which is 
contained in PL 95-602, Title V, varies from the definition of 
'developmental 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--

(A)(i) is attributable to mental retardation, 
cerebral palsy, epilepsy, or autism; 

(ii) is attributable to any other condition 
of a person found to be closely related to 
mental retardation because such condition 
results in similar 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 (ii) 
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 developmental disability contained in 
PL 95-602, sometimes referred to as the new definition of develop­
mental disability, is based solely on an individual's functional 
limitations, rather than the diagnosis or nature of his or her 
disabling condition. The definition of developmental disability 
contained in PL 94-103, the one used by the developmental disa­
bilities community up to November, 1978, generally applies to 
persons who suffer from one of the four handicapping conditions 
listed: mental retardation, cerebral palsy, epilepsy or autism. 

In order to understand the definition of developmental 
disabilities which was incorporated in PL 95-602, Title V, the 
Developmental Disabilities Assistance and Bill of Rights Act, one 
must take a brief look at the historical evolution of this legis­
lation. The DD legislation in 1970 replaced legislation enacted 
in 1963 as a result of recommendations of President Kennedy's 
Panel on Mental Retardation. The 1963 legislation provided 
Federal assistance for the construction of facilities "primarily 
for the mentally retarded." In regulations, "primarily for the 
mentally retarded" was interpreted to mean that more than 50 
percent of the people who used the service housed in the facility 
would be mentally retarded. In practice, it was found that such 
facilities were usually built to accommodate persons who were 
moderately, severely or profoundly retarded. 

The mildly retarded persons who were among the candidates 
for use of these facilities usually were those who had additional 
other handicaps of a physical, sensory or emotional nature. Even 
in the early 60's the large component of moderately retarded 
persons were more generally accommodated in buildings and programs 
which were at least partially integrated with other people. Both 
the mildly and moderately retarded program needs tended to be more 
adequately covered either by the educational system or by the 
vocational rehabilitation system. At that time, the systems were 
not addressing the needs of the most severely handicapped. The 
mental retardation planning amendments of 1963 addressed the needs 
of those persons who, because of their mental retardation and 
related disorders, would benefit from ongoing programming involv­
ing different agencies and professional services. 

Mental retardation is, by definition, a disabling condition 
which begins early in life. It is a developmental disorder, inter­
fering with normal development. There are, of course, a variety 



of other handicapping conditions experienced by children which 
interfere to some extent, either directly with their development 
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 become 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 
become disabled after they are adults. This fact is confirmed by 
the Social Security Administration which has had over 20 years of 
experience in examining the disabilities of adults who are entitled 
to Social Security benefits because of the chronicity of their 
disability since childhood. Furthermore, it is also apparent that 
the conditions which contribute most to adult disabilities orig­
inating in childhood are mental retardation, cerebral palsy, 
epilepsy, autism, and various childhood psychoses. 

These major diagnoses just mentioned account for between 75 
ana 80 percent of persons who become 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 combination with other impairments and disorders such 
as hearing deficits, speech problems, visual problems, other 
orthopedic problems, ana emotional complications. 

Thus, in 1970 when the term "developmental disabilities" 
was first introduced into Federal law, the mentally retarded were 
perceived as a major portion of a larger population whose substan-
tial, continuing handicaps originating early in life necessitated 
a coordinated and ongoing programmatic approach without limitation 
by age, discipline, or service system. The individuals, whether 
as children or adults, would need special attention from health 
agencies, education agencies, agencies concerned with employment, 
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 attempt to write 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 special 
study to develop a definition which would be "appropriate." An 
expert panel of approximately 50 people, many of them directly 
involved in DD planning and service delivery, proposed a so-called 
noncategorical definition which placed emphasis upon the criteria 
of chronicity, early onset, multiple impairment, and need for 
ongoing services involving a multiplicity of service providers. 



In order to emphasize the complexity 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 program would be impaired in at 
least three major life activities among seven enumerated. The 
result of the Task Force's efforts is the definition of develop­
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 several 
limitations related to different specific life functions. The 
emphasis of the Developmental Disabilities Program using the 
definition in PL 95-602 is clearly focused on the substantially 
handicapped. The fact that emphasis is placed on the substan­
tially handicapped is no different, as we have seen, from the 
focus of the initial legislation in 1963 and its later amendments 
in 1970 and 1975. 

The mandated study in PL 95-602, which is the reason for 
this report, is the corollary to the mandated study in PL 94-103. 
The results of the mandated study in PL 94-103 brought about the 
definition of developmental disabilities found in PL 95-602. The 
mandated study in PL 95-602 requires that the Administration on 
Developmental Disabilities report on the impact of the definition 
on the Developmental Disabilities Program during the first two 
years of implementation. 



D I S A B L E D P O P U L A T I O N 

One of the first impacts of the definition of developmental 
disabilities contained in PL 95-602 can be found in the planning 
process performed by the Developmental Disabilities State Planning 
Councils and Administering Agencies. Each State is required to 
submit a State Plan in order to participate in the Developmental 
Disabilities Program. 

One element of information required in each State Plan is 
an estimate of the developmentally disabled population within the 
State. In order to ascertain the total estimated developmentally 
disabled population within the United States one can total the 
estimated population submitted by each of the States in their 
State Plans. 

Table 1 presents a comparison of the estimated DD popula­
tion for FY '78 and FY '80 and percent of change between the two 
years as presented by the DD State Planning Councils. The assump­
tion is, and a stated fact in most State Plans, that the FY '78 
estimate of the DD population is based on the definition of devel­
opmental disabilities contained in PL 94-103 and that the FY '80 
population is based on the definition of developmental disabili­
ties contained in PL 95-602. 

The impact of the definition of developmental disabilities 
as contained in PL 95-602 on the estimated DD population is to 
reduce the estimated population by 1,358,981, or 26%, from the 
estimated DD population in FY '78 based on the definition con­
tained in PL 94-103. 

The majority, 32, or 59%, of the States stated that the 
estimated DD population decreased as a result ,of applying the 
definition of developmental disabilities contained in PL 95-602 
when compared with the estimated DD population which resulted from 
applying the definition of developmental disabilities contained in 
PL 94-103. These States estimated the population decreased from a 
maximum of 7 6% to a minimum of 5%. 

Seventeen, or 31%, of the States stated that the estimated 
DD population increased as a result of applying the definition 
contained in PL 95-602 when compared with the estimated DD popu­
lation which resulted from applying the definition in PL 94-103. 
These States estimated the DD population increased a maximum of 
902% to a minimum of 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 population did not change from the FY '78 
population when the definition in PL 95-602 was applied. 







It is apparent from an 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 estimated 
the DD population in FY '78. 

The 54 States reported their estimated DD population by 
categories of the cause of disability in FY '78. Most of the 
States reported their estimated population by the cause of disa­
bility in FY '79. Many States used the same figures as provided 
in FY '78 for their FY '79 estimate. It must be noted that 
PL 95-602 was signed in November, 1978 and FY '79 State Plans 
were due on or before October 1, 1978. Therefore, most States 
would have used the definition of developmental disabilities in 
PL 94-103 in their FY '79 State Plans. Only ten States, or 19% of 
the programs, reported their FY '80 estimated population by the 
cause of disability in their State Plans. 

Table 2 shows the estimated DD population by disabilities 
for each of the three fiscal years. 

1 The numbers in this column are extrapolated numbers derived from the 
percents provided by 10 States which provided categorical information 
in their FY '80 State Plans. 

Most States estimated their DD population identifying these 
four causes of disability: mental retardation, cerebral palsy, 
epilepsy and autism. However, seven States did estimate a fifth 
category of the cause of disability, the category of which varied 
from State to State. Five of the States have some combination of 
multiple handicapping conditions in this category, while two States 
estimated the population of learning 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 population in FY '80, an increase of 10.1%, contains several 
handicapping conditions. Most States used those conditions listed 
by the Definition Task Force for this category in their estimated 
DD population. The 'other' category included socially impaired 
learning disabled, deaf-blind, multiple handicapped, cystic fibrosis, 
spina bifida, muscular dystrophy, deaf, and osteogenesis imperfecta. 

It is apparent from the information presented in Table 3 
that the DD community estimates that the percent of mentally 
retarded when compared 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 community 
indicates that there is almost a 5% increase in the cerebral palsy 
population under the definition in PL 95-602 as compared to the 
definition in PL 94-103. The same 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 handicapping 
conditions which the DD community estimates accounts for 10% of 
the DD population when applying the definition of developmental 
disabilities contained in PL 95-602 as compared to the projected 
population under PL 94-103. 

The impact of the definition of developmental disabilities 
contained in PL 95-602 when compared to the estimated population 
under PL 94-103 is a 27% decrease in the estimated population from 
almost 5.3 million to an estimated 3.9 million. It is estimated 
that "other handicapping conditions" added to the population 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 mentally 
retarded population within the total DD population. 



D E V E L O P M E N T A L D I S A B I L I T I E S B U D G E T S 

The Developmental Disabilities Program consists of four 
major components: Basic Grants to States, Protection and Advocacy 
Grants, Special Projects, and University Affiliated Facilities. 
These four components provide the following basic functions with 
the monies received: 

1. Formula Grants to the States and Territories 
for planning, administration and services. In 
PL 95-602 there is a mandate for 65% of the money 
to be expended in one or two priority service 
areas; 

2. Formula Grants to the States for the operation of a 
system to protect and advocate the rights of the 
developmentally disabled population; 

3. Special Project Grants to improve the quality of 
services, demonstrate established programs which 
hold promise of improving services, help eliminate 
attitudinal and environmental barriers through 
public awareness and public education, coordinate 
available community resources, demonstrate services 
to persons with developmental disabilities who are 
economically disadvantaged, provide technical assis­
tance related to services and facilities, provide 
training of specialized personnel, demonstrate new 
or improved techniques in the development of ser­
vices, and gather and disseminate information; and 

4. Project Grants to Universities or Affiliated Facil­
ities for administrative and operations support for 
interdisciplinary training programs for specialized 
personnel, clinical services and research program 
services to serve the developmentally disabled. 

Table 4 shows the amount of Federal funds allotted to each 
of the program components for Fiscal Years '78, '79 and '80. The 
table also contains the comparative percent of resources each 
program component has in relation to the other program components. 

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



It is apparent that the Basic State Grants account for the 
major part of the program resources. In FY '78 the $30 million 
represented just over 50% of the program resources. In FY '79 the 
amount for Basic State Grants was increased to just over $35 mil­
lion without an increase of the total amount appropriated for the 
DD Program. The $35 million represented almost 60% of the program 
resources. In FY '80 the Basic State Grants received just over 
$43 million and represented 69% of the program resources. Between 
FY '78 and FY '80 Basic State Grants were increased $13 million, 
or 20% of the program funds. 

Special Projects were fiscally emphasized in FY '78 and 
provided 33% of the program monies. In FY '79 the Special Projects 
monies were reduced by $6,994,000 and represented only 21.3% of 
the program allocation. In FY '80 the Special Project allotment 
was reduced below subsistence level to $4,756,000 and represented 
only 7.6% of the total program allotment. This radical decrease 
of fiscal support for Special Projects in a three year period 
significantly changed the direction of the DD Program in the 
United States and eliminated the major resource for research and 
the development of model programs for the developmentally disabled 
in this country. 

Protection and Advocacy is the newest of the four components 
of the DD Program. The legislative mandate for Protection and 
Advocacy first appeared in PL 94-103, Section 113. This law was 
passed in 1975. The Protection and Advocacy Program was imple­
mented in all 54 States and Territories on or before October 1, 
1977. The P&A Program started its fourth year of operation on 
October 1, 1980. 



In FY '78 the Protection and Advocacy Program was modestly 
funded at $3,000,000 with a minimum allotment State receiving only 
$20,000 to implement a statewide system of Protection and Advocacy. 
The $3 million represented only 5.1% of the total program budget. 
In FY '79 the allotment was increased to $3.8 million due to the 
fact that PL 95-602 required that each minimum allotment State 
receive no less than $50,000 for its system of Protection and 
Advocacy. In FY '80 the total allotment 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 program resources. The 
UAF's received $7.4 million in FY '79, which represented 12% of 
the program resources. The amount appropriated in FY '80 was $7.0 
million, or 11.2% of the program budget and a decrease of $400,000, 
or 5%, from the FY '79 level of funding. 

Table 5 shows the percentage of change in funding which 
each of the four program elements of the DD Program has experi­
enced since FY '78 until FY '80. It is apparent that the program, 
through its funding, has de-emphasized the Special Projects part 
of the legislation, reducing funding of this component by approx­
imately 76% between FY '78 and FY '80, and increased emphasis on 
the Basic State Grants component 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 meet the mandate of the legislation. 

The Basic State Grants and the Protection and Advocacy 
Grants are distributed to States according to the Hill Burton 
Formula. 



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

The Developmental Disabilities Program appropriation of 
$62 million is only a small portion, 1.5%, of the total annual 
expenditures. The developmental disabilities appropriation is 
not fiscally the driving force in provision of services for 
developmentally disabled persons. 

However, the Developmental Disabilities Program is program-
mically necessary in order to provide leverage, accessing and 
coordination of all service program provisions funded under other 
appropriations for the benefit of the developmentally disabled. 
Also, the Developmental Disabilities Program is necessary to seek 
out and call attention to gaps in the service network which, if 
not filled, create destructive interruption of developmental ser­
vices for individuals who tend to suffer regressions in skills 
from such interruptions of services. 

The following pages contain an accounting of the programs 
and activities provided by each of the four components of the DD 
Program for the Fiscal Years '78, '79, and '80. The report also 
contains an assessment of the impact of the definition of devel­
opmental disabilities as contained in PL 95-602 on the services 
provided to individuals with mental retardation, cerebral palsy, 
epilepsy and autism for FY '79 and FY '80. 



P R O C E S S USED IN R E P O R T D E V E L O P M E N T 

The process used to collect the data contained in the 
report was a research design which ensured the validity of the 
information from each of the four components of the Developmental 
Disabilities Program. The four components from which data was 
collected and verification secured were: 

1. 54 Developmental Disabilities Planning Councils 
and Administrative Agencies 

2. 54 Protection and Advocacy Agencies 

3. All Grants of National Significance and Special 
Projects for FY '78, FY '79, and FY '80 

4. The output of the telecommunication 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 components, mail the printout to the relevant 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 from all components of the DD community was excellent. 

The process used for the Developmental Disabilities Planning 
Councils and Administrative Agencies began with a comprehensive 
examination 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 community, through its State Planning Councils/ 
Administrative Agencies, has in place one of the most comprehensive 
planning programs of any program in the country. The Administra­
tion on Developmental Disabilities and its forerunner, the Bureau 
of Developmental Disabilities, has expended energy and funds over 
a five year period to develop this nationwide, program specific, 
comprehensive planning process. The State Plan produced by a DD 
Council/Administrative Agency contains a wealth of information 
and is an effective tool for pro-active planning and evaluation. 

Each State Plan contains essential information describing 
the Developmental Disabilities Program within the State. This 
essential information includes: 



• A listing of the membership and the activities of 
the State Planning Council 

• A description and enumeration of the developmental 
disabilities population in the State 

• A description of the service needs of individuals 
who are developmentally disabled in the State 

• A comprehensive description of the services and 
service network for individuals who are develop­
mentally disabled in the State 

• A description of the gaps which exist in the 
service system 

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

• A categorical budget for the fiscal year showing 
planned expenditures by service area 

The comprehensive plan is a product of the legislative 
mandate. Section 133 of PL 94-103 as amended in PL 95-602 
specifies the information required in the State Plan. The DD 
community, through the leadership of the administration, has 
planned and implemented a uniform planning process throughout 
the entire 54 State and Territory program network. 

Three information elements were extracted from each of the 
162 State Plans for the purpose of this report. The three infor­
mation elements extracted were: 

• The estimated DD population for each of the three 
fiscal years for each State 

• The plan year objectives for each of the three 
fiscal years for each State 

• The budget by category for each of the three 
fiscal years for each State 

The extracted information was assembled with uniform tables 
and a State specific questionnaire. The assembled information 
extracted from each State Plan was then sent to the appropriate 
State for verification. 

Each State reviewed the assembled information, verified the 
information, and completed the questionnaire, reporting the amount 
of funds expended on each plan year objective. Each State also 



reported the number of plan year objectives achieved, the number 
of individuals served, the target population for which the objec­
tive was planned, and the standards by which quality accountabil­
ity was achieved or measured in each program. Each State also 
reviewed and verified the estimated DD population information and 
the fiscal information. 

It is important to realize that each State responded to the 
request for information. The timely response of each of the DD 
Councils/Administrative Agencies is ample evidence of the respon­
sibility and interest which the DD Councils and Administrative 
Agencies have in the Developmental Disabilities Program and its 
intended population. 

The data contained in the report also reflects the total 
participation of the DD Councils/Administrative Agencies. There 
is complete 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/Administrative Agencies. Each of the 54 Pro­
tection and Advocacy Agencies supplied the requested statistical 
and narrative information. 

Preparing for the Protection and Advocacy presentation was 
somewhat easier and less time consuming than the time required to 
prepare for the State Councils/Administrative 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 States - 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 accomplishments for FY '80. Each P&A Agency was re­
quested 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 
Agencies supplied the requested information. It is important to 
understand that the program implementors 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 from the DD Councils/Administrative Agencies and the 
P&A Agencies. 



A list of Projects of National Significance was made for 
each of the three fiscal years. A list of the Special Projects 
funded at the Regional level Was created for each of the ten 
Health and Human Services Regions. The list of Projects of 
National Significance was verified by the personnel in the Central 
Office of the Administration on Developmental Disabilities. Each 
list of Special Projects was verified by each of the Regional 
Directors of Developmental Disabilities. 

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 telecommunications system is housed in 
the offices of the American Association of University Affiliated 
Facilities in Washington, D.C. 

The UAF telecommunications system contains data on the UAF 
Program activities including client demographics and service data, 
training activities, and information on research activities. The 
telecommunications system also contains information concerning 
fiscal resources of each of the 48 University Affiliated Facili­
ties. The available information on the UAF Program was analyzed 
and the data which resulted from the analysis is included in this 
report. 

The DD community as a whole, and each component of the DD 
community has cooperated in providing the information contained 
in this report. This report contains verified information which 
accurately demonstrates the impact of the definition of 'develop­
mental disabilities' as contained in PL 95-602, Title V. 



SUMMARY 

COUNCILS/ADMINISTRATIVE AGENCIES 

PL 95-602 authorizes Basic Formula Grants, based on the Hill 
Burton Formula, to the States for planning, administration, and 
services. The basic goal of the program is to provide for a signi­
ficant improvement in the quality, scope and extent of services for 
persons with developmental disabilities through comprehensive plan­
ning for current and future service needs of the developmentally 
disabled population, coordination of services and resources for the 
developmentally disabled, and development and demonstration pro­
grams to fill existing gaps in service. 

Since 1970, the legislation has placed emphasis on coordin­
ated action for the development of a network of Federal/state/local 
program services for developmentally disabled persons to receive 
the special and generic services they require. The State must 
coordinate at least the nine Federal/State programs 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, 
whichever is greater) in provision of direct services, selecting 
one or two priority areas of service for emphasis. 

Table 6 shows the distribution of the Federal Basic Formula 
Grant funds for each of the three Fiscal Years '78, '79, and '80. 
The total appropriation is divided between the monies and percent 
expended for planning and administration and the money and percent 
expended for service activities and programs. 



States must assure that every program funded under the 
Basic State Grants Program has an Individualized Habilitation Plan 
for each developmentally disabled person receiving services and 
that they provide for annual review of each plan. Because devel­
opmentally disabled clients more than other handicapped persons 
require services of several agencies at one time, the development 
and implementation of the Individualized Habilitation Plan is an 
intricate activity. Many of the services are provided under 
Federal program services which have separate and difficult re­
quirements for individual plans. 

An important component of the Developmental Disabilities 
Program is the State Planning Council. The Council is appointed 
by the Governor, and by law it must be composed of three major 
groups concerned with services: State Agency administrators of 
human service programs within the State, local service providers, 
and individuals eligible for services to the developmentally 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 developmentally 
disabled population to be served. The Council is responsible for 
planning, influencing other Federal/State program service resources, 
coordination of Federal and State program services, and evaluating 
and monitoring the implementation of the State Plan for services 
for developmentally disabled persons. 

The impact of the definition of developmental disabilities 
contained in PL 95-602 is measurable. The DD Councils and State 
Administrative Agencies started using the definition in FY '79 and 
have been implementing programs and using it in planning almost 
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 programs 
and planning activities conducted with Federal Basic Formula funds. 

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



It is apparent that the percent of individuals served with 
disabilities other than mental retardation, cerebral palsy, epilepsy 
and autism has increased in FY '79 and FY '80. However, because 
the amount of appropriations for the Federal Basic Formula Grant 
funds increased nearly 44% in FY '80 over the FY '78 level, the 
actual amount of money expended on individuals who were disabled 
because of mental retardation, cerebral palsy, epilepsy and autism 
actually increased in FY '80 from the amount expended on the same 
groups of disabled in FY '78. 

Application of the definition of developmental disabilities 
in PL 95-602 apparently has had little impact on the type of ser­
vices or the quality of services provided to individuals who are 
developmentally disabled. Statistical and narrative reports indi­
cate that, if anything, improvement has been made in the quality 
of services provided under Federal Basic Formula Grant funds. 



P R O T E C T I O N AND A D V O C A C Y P R O G R A M 

In order to participate in the Basic State Grant Program, a 
State must have a Protection and Advocacy system which can take 
necessary action to protect the rights of the developmentally dis­
abled persons in the State. The State Protection and Advocacy 
systems have the authority to pursue legal, administrative, and 
other appropriate remedies, and must be free of any conflict of 
interest or appearance of conflict. To that end, the law mandates 
that the Protection and Advocacy State systems be independent of 
public and private providers of services. 

In FY '78, only $3 million was appropriated to implement the 
program in States. In FY '79, the appropriation for the Protection 
and Advocacy Program was $3.8 million, and the minimum allotment to 
States was set at $50,000. In FY '80, the appropriation was in­
creased to $7.5 million. To supplement their limited budgets, many 
of the States have secured support from other sources such as 
Title XX, CETA, VISTA, Basic State Grant funding, and State appro­
priations. This supplementary funding amounted to $5.2 million in 
FY '80. 

The placement of the Protection and Advocacy offices desig­
nated to implement the State systems varies among 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 Government 
and nine agencies are operated by non-profit private organizations 
which existed prior to the implementation 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. Problems 
solved by the P&A Agencies cover a variety of areas. Twenty-seven 
percent of the cases were education problems, 8% were employment 
problems, 12% fiscal entitlement problems, 13% inappropriate living 
arrangements, and 5% medical problems. The system also solved 
problems related to architectural barriers, zoning, transportation, 
and participation in social functions. 

The impact of the definition of developmental disabilities 
contained in PL 95-602 is measurable. The P&A system started its 
program in FY '78 using the definition contained in PL 94-103. 
The P&A Agency now operates the program using 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 
which individuals have who are served by the P&A system. 



It is apparent that the percent of cases for individuals 
with disabilities other than mental retardation, cerebral palsy, 
epilepsy and autism has increased in FY '79 and FY '80. However, 
because the actual number of individuals served by the P&A Agen­
cies in each of these years has increased, the actual number of 
individuals served who are mentally retarded, cerebral palsied, 
epileptic and autistic has increased in each of the years. De­
tailed analysis of the impact of the definition is contained in 
Section III of this report. 

Application of the definition in PL 95-602 apparently has 
little impact on the type of services or the quality of services 
provided by the P&A system. Statistical and narrative reports 
indicate that the types of cases and problem areas of cases have 
not changed during the three year period. 



S P E C I A L P R O J E C T S 

Section 145 of the Act, as amended, authorizes demonstration 
grants to accomplish a broad range of objectives in services, 
technical assistance, training and coordination. 

There was a change in emphasis for Special Projects with 
the amendments to the DD Act in 1978. Section 145 was amended to 
employ the four priority service areas identified in the law and 
to assist the implementation 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 from PL 94-103 to PL 95-602 were 
public awareness, coordination of services, demonstration projects, 
technical assistance, training, model programs, information dis­
semination, improved quality of services, and projects for special 
groups. 

Funding for projects under Section 145 was substantially 
cut over the three year period of this report. In FY '78, the 
funding level 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% from its FY '78 level. The Special Projects component of the 
DD Program is so depleted at the present time it ceases to be a 
program factor. 

A complete 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 developmental disabil­
ities in PL 95-602 has had some effect on Special Projects during 
FY '79 and FY '80. This effect is measurable in the amount of 
Special Project funds expended from the total funds expended in a 
fiscal year for individuals with disabilities other than mental 
retardation, cerebral palsy, epilepsy and autism. This amount 
increased 11.4% from the percentage of funds expended for that 
population in FY '78. 

Table 9 shows the percent of Special Project funds expended 
for those individuals who were mentally 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. 



The shift of just over 11% to handicaps other than the 
mentally retarded, cerebral palsied, epileptic, and autistic group 
corresponds to the 15.6% shift identified for the same population 
in the Protection and Advocacy Program between FY '78 and FY '80. 
Also, this percentage of 10% of shift of funds to individuals with 
handicaps other than mental 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 
identified. 

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



UNIVERSITY AFFILIATED FACILITIES 

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 mentally 
retarded persons. 

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

Basic Federal support for most University Affiliated Facili­
ties comes from three principal sources. Besides the $7.0 million 
basic support from the 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 approximately $105 
million. In a traditional year, about 65% of the funds are received 
from Federal, State and local 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 come from reimbursement for direct 
client services provided by the UAF's. The rest of UAF funds are 
derived from in-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 develop­
mentally disabled. The UAF's provide: 

1. Direct client services 
2. Training 
3. Research 

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 enumerated in 
Section IV of this report. 

The UAF's provide training for four classifications of indi­
viduals. The UAF's: (1) provide academic instruction to university 
students, (2) have university students who major in a program of 
instruction to become a professional serving the developmentally 
disabled, (3) have university students participate in non-academic 
training activities conducted by UAF members, and (4) have individ­
uals from the general public who are interested in the development­
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 members. Twenty of 
the UAF's reported having 391 students majoring in a UAF program. 



There were 32,495 university students who participated in non-
academic programs 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 mil­
lion. Forty percent of these research projects were financed by DD 
Special Project monies made available under Section 145 of PL 95-602. 

The definition of developmental disabilities contained in 
PL 95-602 has had little impact on the population served by the 
UAF's in their direct client services, training and research 
activities. The UAF's provide services to individuals with a 
variety of handicapping conditions which have a variety of causes. 
The UAF's serve individuals who have handicaps caused by: 

Mental retardation Epilepsy 
Autism Deafness 
Emotional handicaps Blindness 
Cerebral palsy Dyslexia 
Physical handicaps Learning disabled 

Metabolic disorder 

In FY '79 there were 11,210 individuals receiving direct 
services carried over from FY '78, and 10,853 new individuals 
admitted to services during the year. Fifty-five percent of these 
individuals were diagnosed as mentally retarded. There appears to 
be no significant change in the clientele of the UAF's as a result 
of the definition of developmental disabilities contained in 
PL 95-602. 

The UAF's are now operating under standards according to the 
mandate contained in the 1978 Amendments to the DD Act. The re­
quirement 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 shall 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 

With the promulgation of the standards for UAF's, the 
services at UAF's have become standardized. Also, most direct 
services provided by UAF's are under State and Federal rules and 
regulations. 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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L E G I S L A T I V E MANDATE 

The genius of the Developmental Disabilities Program lies 
in the fact that a group of interested individuals in each State 
and Territory meet on a regular basis to discuss, plan for, and 
advocate for services for individuals who are developmentally 
disabled. The group of individuals is the State Planning Council 
on Developmental Disabilities. The Council is appointed by the 
Governor of the State. The Council composition is dictated in 
Section 137 of PL 95-602, Part V. The first part of Section V 
is as follows: 

Sec. 137(a)(1) Each State which receives assistance 
under this part shall establish a State Planning Coun­
cil which will serve as an advocate for persons with 
developmental disabilities (as defined in Section 
102(7)). The members of the State Planning Council of 
a State shall be appointed by the Governor of the State 
from among the residents of that State. The Governor 
of each State shall make appropriate provisions for the 
rotation of membership on the Council of his respective 
State. Each State Planning Council shall at all times 
include in its membership representatives of the prin­
cipal State agencies, higher education training facili­
ties, local agencies, and nongovernmental agencies and 
groups concerned with services to persons with develop­
mental disabilities in that State. 

(2) At least one-half of the membership of each 
such Council shall consist of persons who--

(A) are persons with developmental disabilities 
or parents or guardians of such persons, or 

(B) are immediate relatives or guardians of 
persons with mentally impairing developmental 
disabilities, 

who are not employees of a State agency which receives 
funds or provides services under this part, who are 
not managing employees (as defined in Section 1126(b) 
of the Social Security Act) of any other entity which 
receives funds or provides services under this part, 
and who are not persons with an ownership or control 
interest (within the meaning of Section 1124(a)(3) of 
the Social Security Act) with respect to such an 
entity. 

(3) Of the members of the Council described in 
paragraph (2)--

(A) at least one-third shall be persons with 
developmental disabilities, and 

(B)(i) at least one-third shall be individuals 
described in subparagraph (B) of paragraph (2), and 
(ii) at least one of such individuals shall be an 
immediate relative or guardian of an institution­
alized person with a developmental disability. 



The mandate for the Council to have individuals who are 
eligible for services for the developmentally disabled or their 
representatives for one-half of its membership is an increase in 
this type of representation from that required in PL 94-103. In 
the earlier legislation, PL 94-103, the requirement was that one-
third of the Council be individuals who are eligible for services 
for individuals who are developmentally 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 developmentally disabled. PL 95-602 requires State officials 
at the policy level whose departments provide services to indi­
viduals who are developmentally disabled to be members of the 
Council. The law mandates that fifty percent of the Council be 
individuals who are eligible to receive services or their repre­
sentatives. The law also requires representation of providers of 
service and local government be on the Council. 

Each Council has the following mandated responsibilities: 

(b) Each State Planning Council shall — 
(1) develop jointly with the State agency or 

agencies designated, under Section 133(b)(1)(B) the 
State 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 State plan; 
(3) to the maximum extent feasible, review and 

comment on all State plans in the State 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 Administrative Agency of the Developmental Disabilities 
Program has the responsibility of aiding in the development of the 
State Plan. The Administrative Agency also must implement the 
program of planning and service presented in the State Plan. The 
Administrative Agency is also the fiscal and administrative State 
Agency for the Developmental Disabilities Formula Grant Program 
and the State Planning Council. 

The Developmental Disabilities Program is unique in human 
service programs in that it contains the requirement of maximum 
participation of users of services at the policy level in the 
State Planning Council. 



The Developmental Disabilities Program is unique in that it 
provides for an organized Council to constantly review the services 
and life conditions of the most vulnerable population existent in 
the nation. The developmentally disabled are the most severely 
handicapped individuals in the nation, have the need for service 
all or most of their lives, and cannot in some instances speak for 
themselves. The developmentally disabled are the victims of abuse, 
neglect, indifference, apathy, and exploitation. The Developmental 
Disabilities Program has made and continues to make a difference 
' in the lives of the individuals who are developmentally disabled. 

The emphasis of the Developmental Disabilities Program for 
State Councils/Administrative Agencies was changed with the passage 
of PL 95-602 from the emphasis in prior years. The change was 
activated in two ways in these amendments. The change in defini­
tion of developmental disabilities has already been discussed in 
Section I of this report and is the subject of this report. 

The second activator of change in the DD Program was the 
mandate that 65% of the Basic Formula 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% monies 
must be expended are: 

1. Child development services 
2. Case management services 
3. Alternative community living 

arrangement services 
4. Nonvocational social developmental 

services 

Each State is required to select at least one and no more 
than two of the four priority areas and expend at least 65% of its 
Basic Formula Grant monies in that or those areas of service. A 
State may select to emphasize a State option priority service area 
along with one of the four priority service areas heretofore listed. 

The Developmental Disabilities Program has, then, as its 
catalyst, a DD State Planning Council which sets the basic poli­
cies for evaluation, provision of services and identification of 
gaps in services available to individuals who are developmentally 
disabled. The State Council selects the priority area of service 
and/or areas of service for emphasis each plan year. 

In cooperation with the Administrative Agency, the State 
Planning Council writes and submits to the Administration on Devel­
opmental Disabilities a plan which describes the DD population, 
service network, needs and objectives for a three year period. The 
Administrative Agency implements the program described in the State 
Plan and the State Planning Council evaluates the process of imple-
mentation and the results of the program in order to be able to 
continue the planning process which increases the quantity and 
quality of services to the individuals who are developmentally 
disabled. 



A P P R O P R I A T I O N S 

The Developmental Disabilities Program is not designed nor 
intended to be a consistent provider of service monies to the 
developmentally disabled. The program is 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 programs provided for individuals who are developmentally 
disabled. 

The funds for the Basic Formula State Grants of the Devel­
opmental 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 "Grants for Planning and 
Provision of Services for Persons with Developmental Disabilities." 
Therefore, the funds provided to States in the Basic Formula are 
sometimes referred to as "Part C monies." 

The Developmental Disabilities Program makes use of the 
Hill Burton Formula for the distribution of funds to each of the 
States. The minimum allotment to any State is $250,000 regardless 
of size, population or need. The minimum allotment to each of the 
four Territories which participate in the program is $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 comparison of the percent of change in funding level 
from the control year FY '78 and the two experimental years, 
FY '79 and FY '80. 

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



In FY '79, after the passage of PL 95-602, Title V, the 
appropriation was increased for Basic Formula Grants to $35,331,000. 
This appropriation increase of 18% over the FY '78 level was ex­
ecuted internal to the Developmental Disabilities Program with no 
increase to the overall DD budget. The money for the $5.2 million 
increase in Basic Formula Grants was transferred from Section 145 
monies. 

The need to increase the Basic Formula Grants in FY '79 
resulted from the provision in PL 95-602, Title V, which raised 
the minimum level provided to any State from $150,000 to $250,000. 
Also, the amount to Territories was increased from $50,000 to 
$100,000. 

In FY '80, the amount appropriated for Basic Formula Grants 
was $43,180,000. This amount represented a 44% increase from the 
FY '78 level. The overall appropriation for the DD Program was 
only increased by just over 5% but internal shifting of program 
monies between program components resulted in this increase in the 
appropriation for Basic Formula Grants. 

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 come into compliance with the required four 
priority areas of service. By FY '80, most States had selected 
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 Grant 
monies will be expended on services and support of services in the 
four priority service areas or an approved State option. 

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

In FY '78, the Federal allotment of Part C monies totalled 
$30,058,000. The States in Region I received 6.4%, or just over 
$19 million. The States in Region II received just under 12%, or 
$3.5 million. The second largest single State appropriation is 
made to New York, which received just under 7% of the total Basic 
Formula Grant monies. The States in Region III received 11.6% of 
the monies, or nearly the same amount as the States in Region II. 
The States in Region IV received 18.1% of the monies, or $5.4 
million. The States in Region V received 19.4% of the monies, or 
$5.8 million. Region VI States received just under 11 % of the 
monies at the $3.2 million level. The States in Region VII, of 
which there are four, received 5.4% of the Basic Formula appropri­
ation, or $1.6 million. The six States in Region VIII received 
3.5% of the Basic Formula appropriation, just over $1 million. 
States in Region IX received 9.6% of the Basic Formula appropria­
tion in FY '78. The State receiving the largest single grant is 





California. California received 7.5% of the total appropriation 
for the DD Basic Formula Grant Program in FY '78. States in 
Region X received 3.4% of the Basic Formula Grant 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 minimum allotment 
State fundings. PL 95-602 requires that the minimum allotment 
States receive no less than $250,000 and the Territories receive 
no less than $100,000. Therefore, the percentages of Basic 
Formula money going into each of the States in the various HHS 
regions experienced a slight change in FY '79. 

Region I received the same percentage as in FY '78. The 
States in Region I received 6.3%, or $2.2 million. States in 
Region II received 12.2% of the Basic Formula Grant and New York 
received 7.3% of the total appropriation. States in Region III 
received 11.5% of the Basic Formula Grant in FY '79. The States 
in Region IV received 17.5% of the Basic Formula Grant, or $6.1 
million. States in Region V received 18.3%, or $6.4 million. 
States in Region VI received 10.4% of the Basic Formula Grant 
appropriation, or $3.6 million. States in Region VII received 
5.1% of the Basic Formula Grant appropriation. The States in 
Region VIII received 4.5% of the Basic Formula Grant, an increase 
of a full one percent of the Basic Formula Grant funding over the 
percentage received in FY '78. This increase is the direct result 
of the region having five minimum allotment States within its 
jurisdiction. Each minimum allotment 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 Grant appropriation in 
FY '79. 

There was a 44% increase in funding in FY '80 over the 
level of funding in FY '78. This increase amounted to $18,395,000 
and was distributed throughout the DD community. The States in 
Region I received 5.9% of the Basic Formula Grant funding, or 
$2.5 million. States in Region II received 12.5% of the funding, 
or $5.4 million. States in Region III 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 VIII received 4.0% of the funding in FY '80. States in 
Region IX 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 
throughout with the exception of minimum allotment States which 
remained at $250,000 in basic funding. The $250,000, which is the 
minimum allotment funding, was the identical sum that minimum 
allotment States received in FY '79. 



The fact that the Basic Formula monies are distributed 
according to population and size and an analysis of need in the 
Hill Burton Formula is reflected in the distribution of the monies 
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 Formula Grant with the exception of the shift 
caused by the increase to minimum allotment States in FY '79. 

PL 95-602, Section 133(3)(D) requires that "there will 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 requirement that the State match 
the Federal appropriations by at least 25% of the Part C monies 
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 monies or "in-
kind" services. 

Table 3 shows the amount and percent of State matching funds 
for Basic Formula Grants for each State for the three fiscal years 
included in this report. It is interesting to note that the States 
exceeded the 25% requirement of participation in each of the three 
years by as much 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 monies with $14,057,923. Five and seven-tenths per­
cent of this amount was provided by the States in Region I. Seven 
teen and six-tenths percent was provided by the States in Region II 
and 22.7% was provided by the States in Region III. The States in 
Region IV 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 Formula Grant match monies for FY '78, and 
the States in Region VII provided 2.6% of the monies. The six 
States in Region VIII provided just under 5% of the match monies 
and the States in Region IX provided 6.9% of the match monies. 
The States in Region X provided 2.3% of the match monies in FY '78. 

In FY '79, the percentage of match was somewhat less than 
in FY '78. However, it must be pointed out that the increase in 
appropriation was not approved and distributed to the States until 
the last three months of the fiscal year 1979. The reason for the 
delay in the distribution of the increase in appropriation was the 
fact that supplemental appropriations were not made to the DD Bill 
until after it had been signed in November of 1978. The supple­
mental appropriation then had to move through the Congress and the 
Administration. Therefore, the basis of match by the States was 
the $30 million level instead of the supplemented $35 million 
level which was eventually distributed to the States. The match 
that is displayed on Table 3 is really a match of a $30 million 
level rather than a $35 million level. The reader must keep this 
in mind when scrutinizing the figures contained within the refer­
enced table. 





In FY '79, the States matched the Federal Basic Formula 
Grant funds with $13,656,126. Of this amount, 5.7% came from the 
States in Region I. Twenty-two and one-tenth percent was from 
States in Region II. Sixteen and two-tenths percent was from 
States in Region III. 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 from the States in Region VI and 2.7% of the match generated 
during FY '79 came from the States in Region VII. There was 3.4% 
of the match from the States in Region VIII and 10.1% of the match 
from the States in Region IX. Two and three-tenths percent of the 
match came from the States in Region X. 

It must be kept in mind that when we are displaying the 
match of Federal dollars to State programs, the match can be in-
kind or in program dollars and is provided at the discretion of 
the State to be utilized in any category of program activity. 
The point in providing an assessment of the matching dollars is 
to demonstrate that the DD program has met its required fiscal 
obligation in each of the fiscal years covered in the report. 
Also, this display is made to demonstrate that not only has the 
totality of the program met its mandated fiscal obligation, but 
each State has indeed met and exceeded, in many cases, its 
obligation to match Federal dollars. 

In FY '80, the DD community matched the Federal Basic For­
mula Grant 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 Grant monies. The States in Region I 
provided 3.3% of the match. States in Region II provided 17.1% of 
the total amount in match. States in Region III provided 11.4% of 
the funds and in-kind services used to match Federal Basic Formula 
Grant monies. 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 VIII provided 3.2% of the match and States in 
Region IX 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 Program in relationship to the Basic Formula Grant 
Program, there is not a significant change with the exception of 
Region X States in FY '80 from its FY '78 and FY '79 levels. 

The source of the data on Table 3 is the approved State 
Plan budget submission by each of the States for each of the three 
fiscal years. 

Table 4 contains a summary of the total amount and percent 
of Federal Part C monies and non-Federal monies appropriated for 
the Developmental Disabilities Program for each of the Fiscal 
years '78, '79, and '80. As can be seen from the information 
displayed on the table, in FY '78, $44,115,923 was budgeted for 
the DD Program in the 54 States and Territories participating in 



the program. Sixty-eight percent of the money was Federal allot­
ment monies and 32% was non-Federal, State matching dollars. 

In FY '79, the total amount was increased to $48,987,126 
with $35.3 million being appropriated by the Federal dollars and 
$13.6 million, or 28%, being appropriated in State match, either 
in-kind or in dollars. The reader must 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 Formula 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 most dramatic increase was 
in FY '80. The increase was just over 40% of the FY '78 level. 



U T I L I Z A T I O N OF R E S O U R C E S 

PL 95-602 requires that the funds be used in "strenghtening 
services for persons with developmental disabilities through agen­
cies in the various political subdivisions of the State." The law 
further requires that "part of the funds will be made available by 
the State to public or non-profit private entities." 

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

Council Planning - This is the amount of funds used by 
the Council for its staff, Council operations, 
expense of meeting, and expense of developing and 
producing the required State Plan. 

Other Planning - This is the amount of funds used for 
planning activities other than those identified 
in Council planning. 

Administration - This is the amount of funds used by 
the Administrative Agency(ies) to carry out its 
tasks of aiding in the development of the State 
Plan, implementing the programs within the State 
Plan, and providing administrative and fiscal 
support to the State DD Planning Council. There 
can be no more than 5%, or $50,000, of the Federal 
Basic Formula Grant used for this purpose in any 
State. 

Services - This is the amount of funds used to fill 
identified gaps in the service system. Gaps in 
the service system are filled by providing seed 
money for new programs, provide augmentation to 
existing programs, 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 
programs in deinstitutionalization. In FY '79 
and '80, the States were to strive to use at 
least 65% in one or more of the four priority 
service areas or an approved State specific 
option service area. 

Table 5 shows the amounts and percent of Federal Basic 
Formula 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. 



In FY '78, the total Federal appropriation of Part C monies 
under PL 94-103 was $30,058,000. Of these monies, 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 allotment 
used for administration in FY '78. There was 74.6% of the Federal 
allotment used to provide services to individuals who were devel­
opmentally disabled. The total dollar amount of Basic Federal 
Formula funds expended for services in FY '78 was $22,425,185. 

There was an 18% increase in the Basic Formula funds appro­
priation in FY '79 over the FY '78 level. The total appropriation 
was $35,331,000. Of this amount, 18.6% was expended for Council 
planning and 6.0% for other planning activities. There was only 
2.3% of the Federal funds used for administration 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 monies on services for 
the developmentally disabled, 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 money expended 
for services for the developmentally disabled during this year. 
Only 2.5% of the money was expended for administration. The 
Councils used 17.4% of the money 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 impact 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% from the 
FY '78 level. However, these changes in percentage between the 
three fiscal years do not represent a significant change in 
program expenditure of funds. 



It is of interest to examine 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 important to 
recognize the composition of the States which are located in each 
of the ten regions of the Department of Health and Human Services. 
Generally, the information presented indicates that those regions 
which have a majority of minimum allotment States contribute a 
lower percentage of the Federal Basic Formula funds to services 
than those States which exceed the minimum allotment. 

One major factor in the above occurrence is that in the 
lesser populated States, there are great distances to travel and 
a significant rural area to cover in the service system. Also, 
the required composition of the DD Council and minimum staffing 
pattern are identical within the law. Therefore, there is a min­
imum cost incurred for Council planning and operation no matter 
the size of the appropriation. It is demonstrated in the next 
pages that the minimum allotment States require a larger percent­
age of their Basic Formula funds to operate their Councils than 
do the more populous and affluent States. 

Table 6 shows the amount and percent of Federal Basic 
Formula funds expended by States for Council planning, other 
planning, administration, and services for FY '78 displayed in 
Health and Human Services Regions. 



In FY '78, the percent of Federal Basic Formula funds used 
for Council planning ranged from 30% in Region VIII, which has a 
majority of minimum funded States, to 3% for the States in Region 
VII. The 3% for Region VII States must be viewed in the light of 
these States expending 26% of the Basic Formula Grant funds for 
planning activities other than Council planning. 

In FY '78, the percent of Federal Basic Formula funds used 
for other planning activities ranged from 26% for the States in 
Region VII to the States in Region II which used less than one 
percent for this purpose. It must be pointed out that specific 
instructions as to items and activities listed under this budget 
category were not clarified, and in many cases a State option. 
Therefore, a composite picture of the planning activity for the 
State DD program may be seen by combining the amount contained 
under Council planning and other planning. 

The percentage used for administration ranged between 4% 
for States in several HHS regions to the States in Region II 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 from 8y% for the States in Region II to 61% for the States 
in Region VIII. Again, it must be pointed out that Region VIII is 
almost entirely composed of minimum allotment States, as are many 
of the regions which have the lower percentage of funds expended 
for services. 

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




