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PREFACE 

This paper is one in a series prepared under HEW, Rehabilitation Services Administration, Office of Human Development Services, Grants 
of National Significance #54-P-71220/2-01 (FY 1978) and #54-P-71220/2-02 (FT 1979) on pertinent issues in planning, advocacy, administration, 
monitoring and evaluation in the Developmental Disabilities Formula Grant Program. 

During Fiscal Year 1978, the following topics were addressed through developmental disabi l i t ies state plan analysis: 

• Prevalence of the Developmental Disabilities 

• Rates of Prevalence of the Developmental Disabilities 

• Characteristics of the Developmentally Disabled 

• Developmentally Disabled Population Service Needs 

• Approaches to Developmental Disabilities Service Needs Assessment 

• Characteristics of Developmental Disabilities State Planning Councils 

• Designs for Implementation 

During Fiscal Year 1979, analysis of most identified issues will be based on state plan analysis augmented by the contributions of 
state program and council, special project and UAF personnel to provide clarification and examples of unique approaches to Developmental 
Disabilities Program activities. These issues and data reviews are designed to be responsive to the new mandates of Title V of PL 95-602 
(Rehabilitation, Comprehensive Services and Developmental Disabilities Amendments of 1978): 

• Gaps and Barriers in the Developmental Disabilities Service Network 

• Goals and Objectives of the Developmental Disabilities Program 

• Developmental Disabilities Service Utilization 

• The Relationship of Developmental Disabilities Program Activities to Gaps and Barriers 

• Monitoring and Evaluation in the Developmental Disabilities Program 

• Coordination and Case Management in the Developmental Disabilities Program 

• Child Development Activities 

• Social-Developmental Services 

• Community Alternative Living Arrangements 

• Potential Impact of Title V, PL 95-602, on DD Program Plan Year Activities 

• Impact of the Developmental Disabilities Program 

• Defining the Developmental Disabilities Population 

• An Analytical Review of Title V of PL 95-602 

• An Analytical Review of Changes in the Rehabilitation Act of 1973 

The contributions of many persons in the field of developmental disabilities have enhanced examination of these topics. Paper 
development was conducted by: 

Irwin Schpok, Project Director 
Joan Geller, Project Manager 

Mary Rita Hanley Ann Schoonmaker 
Janet Elfring John LaRocque 
Sarah Grannis 

Manuscripts were typed by Karen Boucek, Betty Fenwick and Tim Schoonmaker. 



INTRODUCTION; 

DEVELOPMENTAL DISABILITIES SERVICE UTILIZATION 

This Program Data Review, one in a series of Issue Papers prepared by 
EMC Institute, contains an analysis of the utilization of generic services by 
the developmentally disabled population. It is based upon data contained in 
Fiscal Year 1978 developmental disabilities state plans. 

The implied philosophy of the Developmental Disabilities Program is that 
developmentally disabled people can receive appropriate services primarily 
through the existing generic service system, without the establishment of new 
categorical service programs. With the exception of specific, highly-tailored 
services which may require powerful incentives to develop in the generic service 
system, many of the service needs of the developmentally disabled are expected 
to be met by existing generic programs in education, training, treatment, 
diagnosis and evaluation, housing and other areas. 

Knowledge of the extent to which the developmentally disabled have access 
to generic services was required by PL 94-103 and its regulations, to assess 
the quality, extent and scope of services available to the developmentally 
disabled within a state. PL 95-602 (Rehabilitation, Comprehensive Services and 
Developmental Disabilities Amendments of 1978) continues the requirement that 
states assess the extent and scope of services in other agencies. 

Data on generic service utilization are an essential tool for state 
developmental disabilities councils to use in meeting their mandates to compre­
hensively plan and advocate for the developmentally disabled. These data 
contribute to council judgments on such issues as: 

• whether developmentally disabled people are in fact accessing 
all generic services to which they are entitled; and if not, 
why not? 

• which agencies and programs in the state may be more responsive 
to the developmentally disabled and may be more sensitive to. 
expanding services for this group of people; 

• which service needs are not being met by the generic system, 
i.e., what gaps exist; 

• whether generic agencies are using all available program 
resources to meet the needs of the developmentally disabled; and, 

• what additional fiscal or legislative actions should be 
pursued by the council and the state legislature to ensure 
the provision of services to all developmentally disabled 
people. 

This paper examines the utilization of services by the developmentally 
disabled on a national scale. 



FINDINGS: 

DEVELOPMENTAL DISABILITIES SERVICE UTILIZATION 

This analysis of generic service utilization by the developmentally disabled 
revealed the following: 

• The developmentally disabled have most success in accessing 
services provided by institutions, special education, agencies 
for MR/DD and other handicaps, and Title XX and related social 
service programs. Developmentally disabled people are using 
relatively large proportions of the services provided by these 
agencies. 

• Institutions, vocational programs and providers of special 
education services appear to be responding to the specialized 
service needs of the developmentally disabled. While these 
agencies are primarily direct service providers (of domiciliary 
care and education), a much larger proportion of the support 
services provided by these agencies are given to the develop­
mentally disabled, possibly to enhance the effectiveness of the 
direct services provided to this group of people. 

• Most of the agencies reviewed in this analysis receive federal 
funds under various human service programs. However, institutions, 
special education and agencies for MR/DD and other handicaps rely 
primarily on non-federal monies to provide services to the 
developmentally disabled and others. 

These findings merely identify service utilization patterns. It is not 
practical to compare utilization rates to service utiliation gaps at this time 
because few states conducted a detailed identification in Fiscal Year 1978 
state plans.* However, some comparison can be made of the extent of 
utilization found by this analysis to the lack of needed services reported by 
the states. 

On the surface, the data contained in this paper appear to contradict state 
assertions that large gaps exist in community alternative services, since develop­
mentally disabled people obviously have access to a sizable share of most services 
in the programs reviewed for this analysis. Yet such gaps obviously exist; the 
lack of a comprehensive system of community-based services has thwarted efforts 
to return the disabled to the community in many states. 

* EMC Institute, Program Issue Review, "Gaps and Barriers in the Developmental 
Dissbilities Program," 1979. 



Probable reasons for the continued existence of large gaps in community 
alternatives are: 

1) The national thrust for deinstitutionalization has 
probably placed demands on the community service system 
that cannot be handled by existing services; 

2) Many people who could return to the community may need 
specialized services that generic service agencies are 
not currently providing; 

3) Specialized programming for the developmentally disabled 
often requires on-going case management to ensure the 
continuity of appropriate service provision. Case manage­
ment services, including follow-along services which are 
appropriate to the needs of these clients, are reported as 
weak or absent in many states. This was one of the major 
problems in deinstitutionalization found by a recent report 
of the United States General Accounting Office.* 

Therefore, even though the utilization data show that the developmentally 
disabled are accessing a healthy proportion of generic services, the specialized 
needs of this population cannot always be met with existing resources. 

* United States General Accounting Office, Returning the Mentally Disabled to 
the Community: Government Needs to Do More, January, 1977. 



DATA AND ANALYSIS: 

DEVELOPMENTAL DISABILITIES SERVICE UTILIZATION 

This analysis examined data reported by one hundred and sixty-four (164) 
programs in thirty-four (34) Fiscal Year 1978 developmental disabilities state 
plans. The following variables were examined to determine the degree to which 
the developmentally disabled are utilizing existing services: 

• service capacity of the program providing 
developmental disabilities related services; 

• utilization of these services by developmentally 
disabled people; 

• expenditures for these services by fund source 
(federal, state and other). 

Service programs were collapsed into the following categories according 
to the focus of the services they provide, with their services characterized on 
Table 1: 

Institutions - includes programs/agencies which are primarily 
responsible for institutional care within a state. 

Education - includes only state education programs responsible 
for implementing PL 94-142 (Education for all 
Handicapped Act). 

Vocational - includes Vocational Rehabilitation, Vocational 
Education and Employment programs. 

Health - includes Crippled Children's Services, Maternal 
and Child Health, Medical Assistance, general 
health and community mental health programs. 

MR/DP & Other - includes mental retardation, developmental 
Handicaps disabilities and other programs/agencies primarily 

responsible for community-based services for 
the handicapped.* 

Title XX - includes Title XX, income maintenance programs and 
& Related other public and private social service programs. 

* Some DDSA service projects are probably included in this data, in the 7 states 
which reported utilization data in Section III under a DD administering agency. 
However, without a detailed comparison of these data with the designs for 
implementation in the same plan, it is not possible to pinpoint DDSA service data. 





Note the low utilization rate for direct vocational services. Utilization 
for the twelve Vocational Rehabilitation programs included in this sample averaged 
about fifteen (15) percent; utilization rates for the six Vocational Education 
programs and two large regular employment programs tended to one (1) percent or 
less, and therefore lowered the rate for this program category. 

While the percentages for Special Education and Title XX and Related 
programs are much lower than for programs for MR/DD and other handicaps and for 
institutions, the former have a much larger, more diversified clientele than 
programs relating to mental retardation and developmental disabilities. In fact, 
these "low" percentages represent a relatively large number of developmentally 
disabled people, as shown by Table 3. The same is true for support services 
provided by Health programs. 





It should also be noted that institutions, special education and vocational 
agencies, which are primarily direct service providers (of domiciliary care, 
education and training, respectively), provide a much higher proportion of support 
services than direct services to the developmentally disabled. This suggests 
that these types of providers are responding to the specialized needs of develop­
mentally disabled people with more than the usual amount of support services to 
enhance the effectiveness of the primary domiciliary, educational and vocational 
services. 

Table 4 shows utilization rates by service type aggregated acrosss all 
programs reviewed in this analysis. 





Sources of Funds for Services 

Non-federal resources are being heavily accessed to provide services to the 
developmentally disabled and others. These data are summarized below in Table 5, 
and displayed in detail in Table 6. 

Although existing backup data for Table 6 would allow us to calculate a 
mean service cost for these programs and their services, such calculations were 
not done because they may be misleading. Services for more severely handicapped 
developmentally disabled people may tend to cost much more in professional time, 
dollars and other resources than services for other clients, and developmental 
disabilities state plans do not identify actual developmental disabilities service 
costs to agencies. 





METHODOLOGY AND LIMITATIONS 

Methodology 

This paper had the following objectives: 

1. To identify the agencies in which the developmentally 
disabled have had most success in utilizing services. 

2. To identify the types of services most heavily utilized 
by the developmentally disabled. 

3. To determine the fund sources for services utilized by 
the developmentally disabled. 

To achieve these objectives, the following information was obtained from 
thirty-four (34) Fiscal Year 1978 developmental disabilities state plans, by 
agency or program: 

• capacity of each type of service being utilized by the 
developmentally disabled; 

• utilization of that service by the developmentally disabled; 

© amount of funds used by type of service and fund source 
(federal, state, other). 

These data were aggregated by program category to yield a nationwide perspective; 
service utilization data were also aggregated by type of service. 

Limitations of the Data and Analysis 

While usable information was collected for one hundred and sixty-four (164) 
programs, this represents only a small proportion of the developmental disabilities-
relevant programs nationwide. For example, the eight Federal programs, specified 
as primary developmental disabilities service providers by PL 94-103, represent 
four hundred and thirty-two (432) programs across fifty-four states and territories. 
Other relevant programs, such as private providers and youth and aged service 
programs also have the potential to report this information. 

Federal reporting requirements for most of the relevant programs do not 
mandate service reporting by categories that facilitate identification of the 
developmentally disabled; some state management information systems do not pro­
mote the accessibility of this information; and Fiscal Year 1978 was the first 
plan year in which most states followed the Federal Comprehensive DD State Plan 
Guidelines. Therefore only a small proportion of the potential program data 
was available in these state plans. 



The number of reporting programs varies among the tables so that comparisons 
among Tables 3, 4 and 6 should be made with caution. Not all thirty-four states 
reported program data for both services and service expenditures. Also, some 
programs only gave total program data, not data by type of service. This 
frustrated an original intention of this paper to examine the relationship between 
funding patterns and program utilization rates: the utilization rates for the 
few agencies which reported all the data tend to be much different from those 
which reported only capacity and utilization; the states which reported all data 
are apparently too few to be representative of the nation as a whole and do not 
provide a large enough sample to make comparisons among funding patterns. 

The program data were collapsed into program categories because of the lack 
of numbers of reporting programs. Both this categorization and the original 
reporting format of these programs have obscured some of the characteristics of 
the individual programs. Some programs provide both institutional and community 
services for the disabled. In some state plans, institutional and community 
services were reported separately, and it was possible to split the program data 
between two program categories. However, other programs combined community and 
institutional data; with the exception of residential services, it was impossible 
to tell how many services went to institutional and how many to community based 
clients. In such cases, each program was assigned to the category which described 
the primary emphasis of its services. Thus some institutional data (domiciliary 
care) appears under programs for MR/DD and other handicaps rather than under 
institutions. 


