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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 (FY 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 disabilities 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. 
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INTRODUCTION: 

DEFINING THE DEVELOPMENTALLY DISABLED POPULATION 

This Issue Paper, one in a series prepared by EMC Institute, examines the 
definition of developmental disabilities mandated by PL 95-602, and attempts to 
provide some considerations for practical implementation. 

The functional definition of PL 95-602 is almost word-for-word the 
definition recommended by the Task Force on the Definition of Developmental 
Disabilities. It mandates a radical departure from the direction of the original 
Developmental Disabilities Program, which concentrated on persons with mental 
retardation, cerebral palsy, epilepsy, autism and related conditions. The new 
definition broadens the range of impairments which may be covered by the program, 
while specifically limiting program activities to those persons with functional 
limitations in three or more areas of major life activity. 

The modified definition provides only broad considerations for determining 
who is included in the population. Further specification of the definition is 
therefore needed in order to implement this definition. While decisions on such 
specifications might be one area for discussion in program regulations, this 
paper is based on the assumption that regulations for PL 95-602 will not provide 
further specification of the definition, and that such specification will be left 
to individual state Developmental Disabilities Programs. 

This paper provides a detailed examination of the definition, identifies 
some specific potential issues in implementation and suggests some preliminary 
means for dealing with these issues at the state and local levels. 



THE NEW DEFINITION 

In order to review the PL 95-602 definition of developmental disabilities 
in a meaningful way, it is necessary to define our terms. "Disability," 
"handicap," "condition," "impairment," and probably other terms are often used 
interchangeably. Much has been written about this problem although no means 
for standardizing the usage of these terms among human service professionals 
has yet been developed. For the purposes of this paper, explanations of the 
terms "condition," "disability," and "functional limitation" are given on Table 1. 
These terms provide a hierarchy of effects on an individual which are useful In 
analyzing the new definition. 

In the context of the terms on Table 1, then, it is possible to identify 
what the PL 95-602 definition says about the developmentally disabled. The 
components of the PL 94-103 and PL 95-602 definitions are compared on Table 2. 

From examination of Table 2, it becomes clear that, while the "conditions" 
criterion has been expanded by PL 95-602, both the "degree of disability" and 
"degree of functional limitation" criteria in the new legislation place strong 
emphasis on the fact that the new definition includes only the more severely 
affected individuals. 

The components of the new definition are examined In more detail in the 
paragraphs below. 

Basic Disability Characteristics 

A developmental disability is a "severe, chronic disability." This phrase 
merely re-emphasizes other provisions of the definition. 

Condition 

A developmental disability results from a physical or mental impairment 
or a combination of both. This criterion eliminates the disability-specific 
language of PL 94-103 and opens the program to all severely disabled people, a 
further criterion which will be discussed below under "Substantial Functional 
Limitations." 

The Task Force on the Definition of Developmental Disabilities intended this 
criterion to encompass all neurological, sensory, biochemical, intellectual, 
cognitive and affective impairments. It should be remembered that most con­
ditions will not result in a severe, chronic disability which meets the other 
criteria of the definition. 

Table 3 lists some characteristics of those conditions which are most 
likely to have major representation in the new definition. The list is not 
all-inclusive; it simply provides a working basis for identifying conditions 

Final Report on the Definition of Developmental Disabilities, Executive Summary 
National Task Force on Developmental Disabilities, October, 1977 











which are likely to be most prevalent in the new population. Table 3 also 
attempts to highlight some over-riding problems in the diagnosis and treatment 
of these conditions; while also not the final word, these descriptions may be 
of some assistance to councils and planners in identifying state-specific 
problem areas. 

Age of Manifestation 

A developmental disability must be manifested before a person is 22 years 
old. That is, it must interfere with a person's development before that age. 

A child with a severe, chronic disability may not be able to acquire basic 
life skills through the same processes used for and by an unimpaired child. 
Emphasis is on habilitation, to assist the child or adult to develop basic life 
skills which he or she never had, and to improve skills not adequately developed. 

Adults, as well as children, may acquire disabilities which result in 
substantial functional limitations. Except for the severe problems caused by 
some cases of trauma and progressive disease, the disabilities which result from 
adult-onset conditions are usually mitigated by the fact that the adult has 
already mastered most living skills during his or her unimpaired developmental 
period. While the adult individual who is disabled after age 22 may have lost 
some skills as a result of the disability, or other skills, such as job skills, 
may no longer be useful to the person, rehabilitation usually takes advantage 
of some basic life skills and attitudes which the adult has acquired in previous 
years. 

Thus the limit on age of manifestation makes the distinction between a 
disability which is present during the developmental period, and interferes with 
development, and a disability which occurs after normal development has taken 
place. 

Duration 

A developmental disability is "likely to continue indefinitely." 

The intent of this criterion is to focus the program on persons for whom 
the duration of disability is uncertain or is likely to be life-long. Thus, a 
child with a severe case of rheumatic fever, which is a time-related disease, 
would not be considered developmentally disabled (although residual effects of 
severe illness could lead to a developmental disability). 

On the other hand, "indefinite" is not necessarily life-long or even 
decades in extent, particularly if intervention is prompt and responsive to the 
developmental needs of the individual. 



Substantial Functional Limitations 

The PL 95-602 definition of developmental disabilities specifies that a 
person with a "severe, chronic disability" must have "substantial functional 
limitations" in at least three of the following major life activities in order 
to qualify as developmentally disabled: 

o self-care 

o receptive and expressive language 

o learning 

o mobility 

o self-direction 

o capacity for independent living 

o economic self-sufficiency 

According to the Definition Task Force, a disability is "substantial" if 
an individual has functional limitations in three or more of the above areas. 

Table 4 contains a working definition of each of the major life activities 
and lists some potential activities which may be considered under each of the 
seven major areas. 

Note that some activities shown on Table 4 are components of more than 
one major life activity, and limitations in a person's ability to perform such 
component activities will affect that person's ability to perform more than 
one major life activity. 

Several things should be remembered when reviewing functional limitations 
of an individual: 

o An individual's limitations are likely to change over time, 
depending upon environment and services/treatment received 
(or not received). A person may not experience substantial 
functional limitations at all points throughout his or her 
lifetime. 

o This discussion does not recognize motivation, an individual 
variable which can enable a person to overcome what would 
otherwise be substantial functional limitations. 

o In most instances, the presence of functional limitations 
must be verified by a comprehensive evaluation of the 
individual, and not by services being received or objectives 
specified on an individual habilitation plan. We stress 
this distinction because, in some states, some service pro­
viders tailor individual plans to available services, not 
to what the clients need. For example, a child who requires 









education assistance may be placed in a regular classroom if 
a school district does not have the specific resources 
required by that child. Yet the fact that the child has been 
"mainstrearned" does not mean that a functional limitation does 
not exist; indeed, it may be aggravated by the pressures of 
the classroom situation. 

Service Needs 

A developmental disability reflects a person's need for a combination and 
sequence of services which are of life-long or extended duration and are 
individually planned and coordinated. A person with functional limitations in 
three or more of the major life activities is likely to need a variety of 
assistance to overcome those limitations. The intent of this criterion is 
to re-emphasize the complex and multiple nature of the needs of all develop-
mentally disabled people. 

On Table 5, functional limitations are discussed in terms of the external 
assistance (services) which may be needed by the person as a result of these 
limitations, and the support or lack of support offered by the person's total 
environment. 

It should be noted here that, while defining the developmentally disabled 
population in terms of functions avoids the use of often demeaning labels, a 
person's disability must be identified so that it can be treated. Such treat­
ment is essential for the amelioration of a functional limitation. For example 
a child with a severe heart condition which is amenable to surgery may experience 
a considerable increase in mobility in and receptivity to the environment if 
surgery is performed; it may enhance functioning in other areas of the child's 
life. Thus services must treat the disability (where possible) as well as 
assist in coping with functional limitations. 

Services for the developmentally disabled must be individually planned and 
coordinated. It is not enough to note that several persons have the same 
disability or that several persons have the same functional limitations, and 
then create a service component which will treat them all equally. The nature 
and source of both limitations and disability(s) as well as other factors in 
the person's life, such as the family situation, must determine the person's 
needs and service objectives, and such a course of services can only be 
determined and executed through individual evaluation and programming. 







CREATING A WORKING DEFINITION 

In order to make the transition to the mandates of PL 95-602 the council 
must create a working definition of its target population - a definition which 
the council can use in reorganizing its membership, in planning and in per­
forming its role as a systems advocate. This working definition is actually 
composed of several "definitions" which represent increasingly specific target 
groups. 

It may be useful to think of the total population of the state as a triangle, 
as shown on Figure 1. This triangle includes all handicapped and non-handicapped 
people in the state. It includes service providers and administrators, legis­
lators and the general public, all of whom the council will attempt to affect 
through its public awareness efforts, influencing, and other activities. Within 
the handicapped population, council and developmental disabilities program 
activities focus on progressively more specific and smaller groups of people. 
These activities and their target groups dictate four major areas of decision 
for the developmental disabilities council in developing its working definition: 

1. the role of the council as systems advocate; 

2. council membership and representation; 

3. state plan development; 

4. the focus and accountability of DDSA-funded services. 

In terms of Figure 1, decisions about the working definition begin with a 
recognition of the needs of all handicapped people - the largest target group 
within the council's working definition - and end with a small specifically-
defined group of developmentally disabled people who will receive certain 
demonstration or pilot services from the Developmental Disabilities Program. 
These four areas of council decision which are needed to develop a working 
definition are discussed in the paragraphs below. 

1. The Role of the Council as Systems Advocate 

One decision which the Council should make concerns the scope of its 
advocacy activities and its allegiance to other groups which advocate for the 
handicapped. 

Since its inception, the State Developmental Disabilities Council has been 
unique among federal human service entities. Individually and collectively, 
its members are mandated to be systems advocates - to secure beneficial changes 
in the whole service system rather than benefits to an individual client on a 
piecemeal basis. In many states, given the small allotments of the Developmental 
Disabilities Program, this is the only viable means by which the council can 
secure appropriate services for large numbers of developmentally disabled people 





in the state. Other programs, such as Comprehensive Services for Independent 
Living 1 and Title XX, make provision for services to the severely handicapped. 
In at least some states, the council may need to concentrate on securing 
guarantees of the appropriateness and availability of these existing or pro­
posed services, rather than becoming redundant as a service grantee. In order 
to secure such guarantees, a council will need to concentrate on its systems 
advocacy role. 

However, providers and legislators often think of human service program 
benefits in terms of services provided. In hearings in the spring of 1978 on 
HR 11764, members of the House Sub-committee on Health and the Environment 
repeatedly questioned the value of council advocacy activities because such 
activities did not represent direct services to clients.2 The benefits of 
systems advocacy - such as an increase in service coordination, or the passage 
of specific legislation for the developmentally disabled - are sometimes hard 
to measure and may not become apparent for several years. Services, on the 
other hand, are something that legislators and providers can understand, because 
they can see services in action. 

The onus is on the council and the Developmental Disabilities Program to 
get results under PL 95-602. It has already been pointed out that the state 
Developmental Disabilities Program allotment is too small to allow the council 
to impact heavily on the statewide service network through gap-filling alone. 
Therefore, if the state council and the Developmental Disabilities Program are 
to continue to be recognized as a means for securing appropriate services for 
developmentally disabled persons, the council must become a visible, acknowledged 
advocate, one which achieves documented, beneficial changes in the service system. 

This creates an apparent problem for the council: under PL 95-602, the 
developmentally disabled will still represent only a small proportion of the 
handicapped. Yet the broad-based support needed to accomplish major changes 
may not be forth-coming if the council always concentrates solely on the 
developmentally disabled. 

Few advocate groups and spokespersons are concerned strictly with the 
developmentally disabled. A consumer organization may focus on its most 
severely handicapped members, but the council cannot expect such organizations 
to concentrate exclusively on the needs of the substantially functionally 
limited clients who became disabled before age 22. Blindness and epilepsy, for 
example, strike many people during adulthood. The council cannot expect such 
groups to push specifically for rights and services for the developmentally 
disabled segments of their population, unless the council also acknowledges that 
most handicapped people have common issues and problems. 

1 Title VII of the Rehabilitation Act of 1973, added to the Act by PL 95-602. 
This Title authorizes a wide range of services designed to increase the 
independence of the most severely disabled, to the point where they can 
become eligible for regular Vocational Rehabilitation services. As this 
paper goes to press, this program is expected to be more modest in s c o p e 
than originally assumed because of the President's austere budget. 

Hearings before the Sub-committee on Health & the Environment of the Committee 
on Interstate & Foreign Commerce" on HR 11764, April 4 & 5, 1978. See 
particularly pp 377-378. 

2. 



It is also critical for the council to consider the whole handicapped 
population when dealing with providers. Most generic service providers do not 
deal just with developmentally disabled persons. An agency cannot be expected 
to coordinate services just for the developmentally disabled; it may be 
impossible for the council to only monitor services to the developmentally 
disabled when the same services are provided to a wider group of people; the 
state legislature will not always enact mandates solely for the development-
ally disabled. In its own sphere, then, the council will also have to consider 
the wider needs of handicapped people, if developmentally disabled people 
are to benefit. 

This, then, may be the council's first area of decision - a reworking of 
its purpose, philosophy and policy to embrace the new definition and the need 
for broad-based cooperation and support in addressing the concerns of 
handicapped people. 

The council must work with these broader concerns in order to become more 
visible and to promote solidarity with other groups on major issues. In this 
way, a wide variety of groups can pool their experience, contacts and resources 
on common issues, to become a single, united voice instead of many small voices 
which only address these issues from positions of special interest. 

If the council supports the concerns of all handicapped people in its 
advocacy activities, then consumer groups may be more ready to support the 
council on problems which are specific to developmentally disabled people. 



2. Council Representation and Composition 

The state council should remain a body which is workable both in size and 
cost. In large states with numerous advocacy groups or identified potential 
consumer representatives, all or most relevant disabilities may not have a seat 
on the council, given the need to maintain a workable size. However, the council 
should identify the full developmentally disabled population for which it acts 
as an advocate, and should attempt to find some mechanism to ensure that all 
developmental disabilities have representation on the council. Such representa­
tion is needed to assure that the council knows the problems faced by all 
developmentally disabled groups. 

To satisfy both requirements for council effectiveness - compliance with the 
law and adequate representation - the council may wish to make several decisions 
before it attempts to reorganize its composition: 

a. Identification of Disabilities and/or Groups 

First, the council can identify specific conditions which are most 
likely to result in a developmental disability. The purpose of 
such a list is to identify major constituents of the population. 
The council should avoid attempts to develop a list of all possible 
conditions which might conceivably result in a developmental 
disability; such a list would probably require considerable re­
search to develop. Addiitonally, the council should exercise 
caution in specifying conditions which will be excluded, since 
exclusions not only have negative connotations but may also be 
inaccurate in specific cases. 

The working list of conditions, once developed, should not be 
considered final. It can be expanded at any time if other 
consumers or members of other disability groups request inclusion. 

When it identifies the major disabilities which comprise its 
population, the council also has a basis on which it can focus 
its systems advocacy and planning activities on the major needs 
and problems of that population, which are likely to be common 
to most or all developmentally disabled people. 

b. Development of Membership Guidelines 

As a second step, the council must establish membership guidelines. 
Potential points to consider in establishing these guidelines are: 

o optimum council size (large councils are more costly 
to maintain; individual members on such councils may 
also feel that their concerns and input get lost in 
the crowd); 

o the extent to which potential members are knowledgeable 
in the areas of state-federal program operations, the 
state legislative process, and related areas; 

o the relative prevalence of the various disabilities; 



o the willingness of consumers to participate on the 
council; 

o allowance in the council budget for the cost of special 
arrangements and assistance needed by potential consumer 
members. 

c. Communication with Other Groups 

The council must establish a practical mechanism to obtain input 
from other groups or persons, and to provide feedback on council 
deliberations and actions to other representatives of the 
developmentally disabled. This may be a paperwork mechanism; or 
the council may find ways to more directly involve non-members in 
council activities. For example, several councils include non-
members on council committees, so that such people can have more 
direct input to council activities. Such participation also 
provides excellent training for future council members. 

d. Orientation 

As a final step, the council must set up a comprehensive orientation 
program for members and for chosen representatives of non-member 
groups. 

As the council is going through this process, it should work closely with 
the P & A system to ensure that both bodies agree on the characteristics of the 
developmentally disabled population. Cooperation is also essential because the 
P & A system should be one of the council's resources for identifying persistent 
problems in the service network which can be alleviated through systems advocacy 
efforts on the part of the council. 

Within states, there are many state organizations of handicapped persons 
that should be contacted for nominations as well as treatment centers, special 
education and rehabilitation centers. Councils will need to maintain a listing 
of such nominees or it will be difficult to maintain a knowledgeable 50% consumer 
membership and representation. 

3. Comprehensive State Plan Development 

The intent of the comprehensive developmental disabilities state plan is to 
address the specific needs of the developmentally disabled and the common issues 
of all handicapped persons which the council will address in cooperation with 
other advocacy groups. The intent of the plan is therefore a direct outcome of 
decisions made in the decision areas discussed above. 

Plan content concerning the magnitude and characteristics of the develop-
mentally disabled population is likely to be represented by numbers. As with 
the PL 94-103 definition of a developmental disability, data are probably not 
kept in a form which allows the state planner to Identify all developmentally 
disabled people; as in previous fiscal years, available population data are 
likely to be estimates. This includes council data on the number of develop-
mentally disabled people needing a given service and the agency data on the 
number of developmentally disabled people receiving such services. 



The detail of plan data is still likely to depend on 1) the quality of 
available data on the disabled population of a given state, and 2) the time-
cost benefits of refining available data to more nearly approximate the 
developmentally disabled population of a state. 

The important points for the council to remember are: 

o rough needs estimates can be made by identifying the 
types of needs which are likely to correspond to 
functional limitations in each of the seven areas of 
life activity (see Table 5); 

o the population data in the plan are rough estimates, not 
an actual identification of the number of developmentally 
disabled people in the state. The data is useful for 
planning purposes, and council members and planners simply 
need to be aware of the extent to which the data really 
represents (or masks) the developmentally disabled target 
population. 

This decision area may be one for the council staff rather than the council 
itself. The placement of the line representing the "plan development" decision 
area on Figure 1 was made arbitrarily to illustrate the relative size of the 
population affected by this decision area; the actual size of the population 
(placement of the line) may vary greatly from state to state, depending on the 
quality of data available in each state. 

Some unabridged data on overall functional limitations, by state, are given 
as an appendix to this paper. While these data do not represent a definitive 
analysis relevant to the new definition, they do represent one type of data source 
which may prove useful as a starting point for developing data for the plan. 

4. The Focus and Accountability of Developmental Disabilities Program-Funded  
Services 

Even if its advocacy role is strengthened, as suggested above, the council 
may still find it necessary to develop pilot and demonstration projects in order 
to stimulate specific new or improved services. 

On one hand, accountability in Developmental Disabilities Program pilot and 
demonstration projects should be simplified, since the. definition has now 
quantified functional limitations (three or more). 

On the other hand, there is a possibility that service projects will 
become so locked into the functional limitations criterion in the push for 
accountability that clients will obtain decreased benefits. Some areas of 
consideration for the council are: 

o the effect of the definition on services for immediate intervention, 
such as hotlines and the P & A system. Can these services be 
denied clients in an emergency situation because they are not sub­
stantially functionally limited (even assuming that providers of 
such services could be expected to ascertain whether such a client 
meets the criterion)? 



• In rural areas, it may not be economically feasible to 
establish certain services, such as transportation or group 
homes, specifically for the "substantially functionally 
limited," if there are few clients who would use the service 
in a given area. It may not even be appropriate if some 
degree of integration with society is desired for the disabled. 
If DDSA-funded services open their doors to the non-develop-
mentally disabled, however, how can the council account for 
whether DDSA funds are going to the target group? 

When the council has reached the point in its comprehensive planning process 
where it can begin to talk about services and service activities, the council 
will need to consider two decisions: 

• The service priority area(s) which will be the initial focus of 
the comprehensive plan, based on service gaps, previous program 
activities and the problems and special needs of the new 
developmentally disabled population; 

• Guidelines to assist DD service grantees to maintain accountability 
within the new definition (Who is developmentally disabled? What 
are the seven areas of major life activity?). 

At this line of decision (see Figure 1), the council is addressing itself 
primarily to that target group of the developmentally disabled population for 
which pilot or demonstration services will be funded by the Developmental 
Disabilities Program. 

However, it should be remembered that "service activities" within a priority 
area do not refer merely to client services; service activities also refer to 
coordination and other systems advocacy which may require a focus on all handi­
capped people, not just the developmentally disabled, in order to be effective. 

It should also be noted that some model services, such as specialized 
transportation, may serve a wider population than just the developmentally disabled. 
Not only are some services with a wider clientele more sensitive to the normaliza­
tion principle; they may require a wider clientele in order to remain cost-effective. 
When such pilot services are supported partially by DD funds, grantees will 
require guidelines on how to demonstrate that the intended DD population is also 
being reached. To further ensure accountability in such services, the council 
should become more involved in regular project monitoring. 

Summary 

The above discussion concentrates on four major decisions of increasing 
specificity which the DD council and its staff can consider in implementing the 
new definition mandated by PL 95-602. The intent of this discussion was to 
provide initial considerations for councils which are beginning to address the 
issues surrounding the new definition. As such, it is not definitive. Individual 
states are likely to develop other processes and focuses for a working definition, 
based on their own philosophies and interpretations of PL 95-602. This discussion 
does suggest that, whatever direction the council decides upon, a working defi­
nition should be based upon decisions which allow the council to fulfill its 
membership requirements, plan for its broader population and achieve support for 
its activities from an even wider range of advocates for the handicapped. 



ISSUES IN IMPLEMENTATION 

The size of the developmentally disabled population is not expected to 
increase signficantly under the new definition; but the focus of the 
Developmental Disabilities Program must shift to consideration of the multi­
plicity of treatment problems, architectural and environmental requirements, 
and other effects of the broadened range of developmental disabilities, and in 
some cases, of all handicapped. The scope of long-range goals and plan year 
objectives must be broadened to encompass the needs of the broader population. 
The new definition requires the council to take a broader approach to any 
activities relating to implementation of Section 504; it requires re-working 
of strategies in public awareness and agency/legislative influencing; it 
implies a need for new design criteria for DDSA service projects; it suggests 
a need for closer council examination of more than just the mandated state 
programs (transportation, for example); it may require re-design of some 
personnel training programs. 

Actual implementation of the functional definition may unearth problems 
specific to state and local systems which cannot be projected at this time. 
However, at least five major issues are likely to appear to some extent: 

o publicizing the new definition; 

o the timing of implementation; 

o responsiveness to clients' service needs; 

o impact on state legislation; 

o competition among consumer groups. 

These issues are examined in the paragraphs below. 

Publicizing the New Definition 

Confusion may result among people outside of the council - state legislators, 
key program figures, and segments of the public - who have been the target of 
lobbying, influencing and public education campaigns on behalf of the develop-
mentally disabled population as defined by PL 94-103. The degree of confusion 
among these people will likely depend upon how specific any reference.to the 
developmentally disabled has been in the past - and upon how quickly the council 
reaches these people with a succinct explanation of the new mandates of the 
Developmental Disabilities Program. Note that, if the full council participates 
in development of a working definition, that definition will presumably be 
acceptable to and understandable by participating state-federal programs. 



The Timing of Implementation 

There is a good possibility that a three-year comprehensive plan for 
services for the developmentally disabled will be required by the end of Fiscal 
Year 1979. Given the clearance procedures in most states, this means that most 
councils would have to start now to develop a plan so that a final draft would 
be ready between May and July. If a council is just beginning to be involved 
now in developing a working definition and upgrading its membership and represen­
tation, how can it hope to have a knowledgeable body of members in time to 
provide input to this comprehensive plan? 

New members and representatives may not be available in time to participate 
in plan development this year. However, as part of its drive for nominations, 
councils can also solicit information on service needs, gaps and barriers from 
the groups which it contacts. Those states which have regional councils or 
which hold regional public forums on needs and problems can utilize these 
mechanisms to solicit information pertinent to planning for the wider range of 
disabilities. 

Just as it is not necessary for the council to develop an exhaustive 
"laundry list" of disabilities included in the new definition, it is not neces­
sary to document every last problem now. The largest and most pressing problems 
are likely to be repeated by a number of disability groups; these are the prob­
lems that the council will probably wish to address in its Fiscal Year 1980 
plan. Any glaring oversights can always be added later by submitting an 
amended implementation plan. 

Responsiveness to the Needs of the Population 

One benefit to clients of the new definition is the use of functional 
limitations to delineate a developmental disability, which avoids the danger of 
labeling an individual - which may have in turn locked that individual into a 
certain set of services and a certain position in society. And because the 
functional limitations pertain to all developmental disabilities, their use 
tends to ease pressures to set up separate categorical services for the mentally 
retarded, the blind, and so on. 

On the other hand, state programs and providers also need to be aware of 
the danger of emphasizing the description of functional limitations to the 
point where no real attempt is made to identify the specific disability or 
its underlying cause (etiology), in which case treatment and services may be 
inappropriate. A functional limitation in a given area does not identify an 
individual's underlying problem. A child may have trouble walking because of a 
central nervous system defect, because of defects in the middle ear, because of 
a malformed hip, or because of improperly fitted shoes. Using the same treatment 
in all four cases will not help all four children equally cope with the problem; 
indeed, if inappropriate "treatment" is given, the problem may not be treated 
at all and may even grow worse. Thus, under PL 95-602, the Individual Habilita-
tion Plan (IHP) becomes even more important as a tool for obtaining appropriate 
services. 



A comprehensive evaluation, including use of a validated developmental 
assessment tool, should be used to establish the basic problems and needs of the 
individual. 

A number of assessment tools exist by which the evaluation specialist can 
pinpoint functional levels. However, in the past children have been misplaced 
because of testing problems and such misplacements often hinder rather than 
help the child, creating more functional problems than existed prior to placement. 
There is a need to know what is causing the functional deficit if the condition -
rather than the symptom - is to be treated. 

For some situations in the Developmental Disabilities Program, a cursory 
evaluation based on the components of the seven areas will be required. For 
actual treatment, however, the underlying source of substantial functional 
limitations must be diagnosed, and addressed as part of the client's IHP. 

When an individual program plan is being developed, the client's functional 
limitations can be looked at In terms of needs which are common to other clients 
as well. At this point, when individual objectives have been developed for the 
client, it becomes appropriate to ask whether a given service will achieve the 
intended objectives. If the answer is yes, then the service is appropriate and 
responsive to the client's needs. The question must be asked, however; a service 
is not responsive if it merely happens to address a certain functional limitation 
or if it is the only service which exists. 

Impact on State Legislation 

The transition from the old to the new definition will also affect existing 
state governmental institutions; for example, the many mandates that have been 
enacted by state governments in recent years to give added authority to the 
council and to the Developmental Disabilities Program. This transitional issue 
is also likely to affect other areas of state law. 

The council and its staff should review existing state laws and guidelines 
to determine what changes are needed to update state mandates to conform with 
PL 95-602. Cooperation with P & A system staff on this activity is imperative. 

This problem may place some states in an unfortunate situation. State 
legislative changes may be necessary to bring affected state developmental 
disabilities programs and councils into compliance with PL 95-602; and the legis­
lative process is often slow. A state program which is out of compliance past 
federally mandated deadlines, due to lack of state legislative support, cannot 
receive its federal Developmental Disabilities Formula Grant Program funds. To 
avoid interruption in state operations, the appropriate regional General Counsel 
may have to be consulted by a state which finds itself in this position. 



Competition Among Consumer Groups 

Even while assessing the needs for changes as a result of the new 
definition, the program must assure that the groups which it has served in the 
past do not get lost in the shuffle. Conversely, there is great potential, 
within the council and in services, for hostile competition between the "old 
guard" and consumer organizations which are newly part of the program under the 
PL 95-602 definition. Councils and administering agencies and their staffs must 
be cognizant of this potential and seek ways to ensure cooperation rather than 
competition. 

The executive committee of the council may set the tone for cooperation 
with additional disability groups by re-stating the council's mandate to 
represent all developmentally disabled people: the law must be accepted as the 
law, and the council has no choice but to shift philosophically and 
programmatically. 

Further, the leadership should be certain that the council, once it has 
reorganized, does maintain representation of all groups of developmentally 
disabled people, either through participation on council committees and task 
forces or through some other means of exchange. The council should be sure that 
staff also seek input from all groups whenever this might be necessary. 

Finally, if the council carefully examines the. reasons why gaps exist in 
services, it is likely to find that the same problems and barriers plague most 
developmentally disabled people who seek services: lack of program expansion 
funds, lack of trained or sensitized program personnel, contradictory or 
obstructive regulations and administrative procedures, and so on — the same 
problems which plagued services for the developmentally disabled under PL 94-103, 
and which cannot be solved by the Developmental Disabilities Program through 
service granting to meet the needs of any one disability group. The council 
must demonstrate, for all council members and representatives, the need for the 
council to address its broader mandates as one group. To do this, the council 
should carefully examine the "why" behind gaps in services when developing its 
Fiscal Year 1980 comprehensive state plan; the answers are likely to reinforce 
the policy that all groups are going to have to work together if the program is 
to accomplish its goals. 



APPENDIX 



APPENDIX 

DATA ON LIMITATIONS IN ACTIVITY 

In 1969, 1970 and 1971, the U.S. Public Health Service conducted Health 
Interview Surveys (HIS) of the civilian non-institutionalized population of 
the United States. The data produced by this effort examines, among other 
things, the extent to which the population experiences limitations in activity 
as a result of chronic conditions. 

These data do not represent the developmentally disabled population within 
each state. They are given here because they are sensitive to different amounts 
of limitation, and may provide the planner and the council as advocate with a 
concept of the larger functionally limited population of which the developmentally 
disabled population is a part. The developmental disabilities cannot be 
identified in these data for two reasons: 

1. The data do not distinguish between people who became disabled 
before age 22 and those who became disabled as adults; 

2. The data do not distinguish limitations in different major life 
activities as defined by PL 95-602. It is reasonable to assume 
that persons who cannot carry on major activity experience 
limitations in at least three areas, but the data are not specific 
enough to identify the substantially functionally limited among 
the other two groups of people who experience limitations. 

The following four pages are excerpts from "State Estimates of Disability 
and Utilization of Medical Services: United States, 1969-71," DHEW Publication 
No. (HRA)77-1241, and include Table 1 from the report and a narrative discussion 
of the terms used in that table. 

The term "synthetic" is used on the table because these estimates were not 
derived directly from survey results. The introduction to the publication 
explains the difference as follows: 

The underlying model for the synthetic method requires that 
the distribution of a health characteristic not vary between popu­
lations of States except to the extent that States vary in 
demographic composition. It is assumed that the prevalence rate of 
a given disease in persons in State A will be the same in State B 
if the composition of the persons in each state is similar with 
regard to age, sex, race, family income, family size, place of 
residence, and industry of the head of the family. 



DERIVED FROM THE PHS HEALTH INTERVIEW SURVEY, 1969-71 






