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PREFACE

This is the first of two reports describing a comprehensive, 22-month cross-
agency evaluation of Federal and state programs for assistance to handicapped
youth. The Rand Corporation is performing the study during the period February
1972 through December 1973 under Contract No. HEW-OS-72-101 at the request of
the Assistant Secretary for Planning and Evaluation of the U.S. Department of
Health, Education and Welfare (DHEW).

DHEW officials defined two broad purposes that are reflected in the study. The
first is to describe current Federal and state programs for service to mentally and
physically handicapped youth in the United States, to estimate the resources devot-
ed to various classes of handicapped youth, and to identify major problems of the
present service system. The second is to assist DHEW officials in improving the
system by evaluating current policies and providing infbrmation on alternative
future policies to improve the delivery of services to youth with hearing or vision
handicaps. The results of this study are intended fbr use by the Assistant Secretary
and other Federal officials, by state agencies, by associations representing the hand-
icapped, as well as by the general public.

This report concentrates on the first purpose. Another report, to be completed
in December 1973, will concentrate on the second purpose.

An abridgment of this report,.R-1220-HEW (Abridged), is also available, sum-
marizing the major findings.

iii



SUMMARY

This is the first of two reports on the findings of The Rand Corporation's cross-
agency evaluation of government programs for the more than 9 million mentally or
physically handicapped youth aged 0-21 who are impaired enough to need services
not required by "normal" youth. Handicapped individuals included are those gener-
ally called visually or auditorially impaired, speech impaired, crippled or other
health impaired, mentally retarded, emotionally disturbed, or learning disabled.
Excluded are those whose problems tend to be more attributable to conditions in
society rather than to a physical or mental disability, e.g., the "disadvantaged"
youth.

For ease of presentation, we grouped the programs into areas by the five differ-
ent types of agencies that administer them: health, welfare, education, vocational
rehabilitation, and mental health and retardation. These programs offer a wide
variety of' services: activities intended to prevent the occurrence of handicapping
conditions, the identification of the handicap, direction to the appropriate service
providers, counseling, medical treatment, education, special training (e.g., in mobili-
ty or speech), vocational training, job placement,. the creation and provision of
sensory aids or other equipment, recreation and social activity, personal care, in-
come maintenance, training of personnel to supply the services, construction of
service facilities, and research and development.

In recent years all such programs expended nearly $5 billion annually for a
wide variety of services. This report provides a descriptive overview of the popula-
tion of handicapped youth, the structure and functioning of the system, current
state and Federal service programs, the resources devoted to various classes of
handicapped youth, and the services delivered. Also identified are major problems
of the present service system, both in the services delivered and in the institutional
structure of some of' the programs.

Over 50 major Federal programs help provide services to handicapped youth.
Federal, state, and local government service programs and expenditures have ex-
panded considerably in recent years and have very beneficial effects; but, taken
together as a system, these programs and services have some major problems:
inequities,. gaps in service, insufficient knowledge, inadequate or deficient control,
and insufficiency of resources.

A subsequent report, focused on youth with hearing or vision handicaps, will
use this and other information in analyzing alternative means of improving the
service system.
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PART 1

SERVING HANDICAPPED YOUTH: A CRISIS OF
CONTROL"

This part of the report presents an overview of current service policies, pro-
grams, and their problems, along with a discussion of the issue of goals and perform-
ance, and a way to map the system serving handicapped youth. Many problems
identified in this system are also the problems of the entire human service sector
of our society. In the words of a former Secretary of DHEW:

There is, in my opinion, a developing crisisstill largely hiddenfacing the
human service sector of our society, a crisis which may challenge the funda-
mental capability of our society to govern itself.

It is a crisis of performanceour institutions are failing to live up to our
expectations.

It is a crisis of controlin many fundamental respects the human service
system is developing beyond the scope of Executive control . . . or ofCongres-
sional control . . . or of consumer control . . . or of public control.

Elliott L. Richardson, "Responsibility and Re-
sponsiveness (II)," A Report on the HEW Poten-
tial for the Seventies, U.S. Department of Health,
Education and Welfare, January 18, 1973.



1. INTRODUCTION

This is the first of two reports on the findings of The Rand Corporation's compre-
hensive cross-agency evaluation of Federal and state programs for assistance to
handicapped youth.

Handicapped youth, as defined here, include those from 0 to 21 years of age who
are physically or mentally impaired to the degree that they need services not re-
quired by "normal" youth. This includes people who are generally called visually
or auditorialiy impaired, speech impaired, crippled or other health impaired, men-
tally retarded, emotionally disturbed, or learning disabled. Excluded are those
whose problems are more attributable to conditions in society than to a physical or
mental disability, e.g., the "disadvantaged" youth.

Estimates of the number of handicapped youth vary widely depending on the
definitions used, the data believed, and the type of service needed. Definitions of
'lane icaps are not consistent among service agencies. The handicap, if defined at all,
is almost never clearly stated and, hence, reliable data on the prevalence of hand-
icapping conditions in youth generally are not available.

The proportions of the problem are clearly indicated if one considers that of the
83.8 million youth aged 0 to 21 in the United States in 1970 more than 9 million were
handicapped. While we are not fully satisfied with the reliability of the estimates
presented in Table 1.1., we believe that they do represent the correct order of
magnitude regarding individuals who require at least some special services. Appen-
dix A discusses these and other estimates and definitions.

SCOPE OF THE RESEARCH

This report focuses on existing Federal and state programs providing services
to all types of mentally or physically handicapped youth, giving a descriptive over-
view of those programs and many of their problems and covering the following
subject matter:

1
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Table 1.1

ESTIMATED NUMBER OF HANDICAPPED YOUTH AGED 0-21 IN 1970

Type of Handicap Number of Youth

Visual impairment 193,000
Partially sighted 180,000
Legally blinda 45,000

Hearing impairment 490,000
Hard of hearing 440,000
Deaf 50,000

Speech impairment 2,200,000
Crippling or other health impairment 1,676,000
Mental retardation 2,800,000
Emotional disturbance 1,500,000
Learning disability 740,000
Multihandicapped 50,000

Total 9,550,000

a
Including 32,000 partially sighted.

The handicapped youth population.
The services considered include the following: prevention of the handicapping
condition, identification of the handicap, direction to appropriate service provid-
ers, counseling, medical treatment, education, special training (e.g., mobility or
speech), vocational training, job placement, sensory aids and other equipment,
recreation and social activity, personal care, income maintenance, training of
personnel to supply the services, construction of service facilities, and research.
The programs comprising the current service system being evaluated are all
those through which Federal and state governments contribute to the provision
of the above services to handicapped youth.
The information to be provided, within the limitations of available data, in-
cludes the institutional structure, functional service delivery mechanisms, clien-
tele, resources devoted to various classes of handicapped youth, and related
problems.

The second report on alternative future Federal policies to improve the delivery
of services to handicapped youth provides the following information:

The target population will be limited to auditorially and/or visually hand-
icapped youth.'
The services considered will remain the same as above, but the study will be
expanded to include local and private programs, as well as ti lose of the Federal
and state governments.

' Auditorially and visually handicapped youth were singled out at HEW's request because their
handicaps are more readily identified and classified than others; their handicaps can severely affect every
aspect of their lives; a wide range of services and programs of varying effectiveness have been developed
to serve them; the data appear more readily available for these handicaps than for some others; and the
assessment of program objectives, effectiveness, and benefits may be more easily assessed than these for
other handicapping conditions such as emotional disturbance.
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The alternative fitture policies to be analyzed are those that the Federal Gov-
ernment might adopt to help alleviate problems, to improve the services deliv-
ered to sensorially handicapped youth, and to improve the institutional struc-
ture and functioning of the service system.

RESEARCH APPROACH

We have chosen a research approach that is comprehensive, policy-oriented,
problem-centered, and interdisciplinary, and in doing so certain strengths and limita-
tions of the effort naturally follow.

In being comprehensive, we view the whole system serving handicapped chil-
dren and youth and are able to better assess the interrelationships of the system's
constituent parts to its whole. Such a view is not commonly taken by any identifiable
government unit, and this is basically why Rand was asked to undertake this re-
search. Because of the conscious choice to be comprehensive, we may very well err
in reporting or failing to report some important details about the nature and oper-
ations of the individual parts of the system. We are aware of the problem and have
worked diligently to minimize it.

In being policy-oriented, we identify three basic client groups for this work:
various governmental agencies, the populations served, and the public in general.
These groups are mirrored in our concern, respectively, with the whole system view
and the relationships of its various parts to the whole; with detail on the individual
level obtained through interviews and a family survey; and with the general public
through the structuring of the analytic questions in our subsequent reportespe-
cially as they concern economic efficiency criteria. A policy orientation does present
problems. Almost invariably a policymaker works with sparse information, and
existing data almost never exactly answer his specific questions. Data are in inap-
propriate fbrmats, are unavailable, are unreliable, are not easily analyzed with
conventional data processing techniques, and so forth. We explicitly discuss the
problems created by data deficiencies, however; e.g., assumptions, limitations, and
the extent of data quality and reliability are spelled outand we treat these prob-
lems as carefully as possible.

In being problem-centered, we try to identify the actual operational problems in
a given system context, both those reported by system participants and those which
individualsbecause of parochial interests, limited perspectives, or bothare una-
ware of. We have responded to the former demand by interviewing, surveying, and
otherwise attempting to elicit individual points of view, and we have responded to
the latter demand by viewing the system according to its programs, services, and
participants at levels of resolution ranging from the grossest to the most detailed.
In other words, we have looked at the system both from the "top down" and the
"bottom up." In doing so, we have identified problems not commonly knoWn nor
widely appreciated, as well as those that are.

The problem-centered approach is beyond the skill and endurance of any one
individual and calls for interdisciplinary research: the work must be done by a team



4

having a variety of talents and interests. Our group includes individuals trained in
operations research, public administration, political science, business administra-
tion, economics, and applied mathematics. Consultative specialists, physicians
primarily, have been called upon whenever needed.

Evaluations have often been criticized as mere excuses to maintain the status
quo; they have resulted in little or no constructive change, and their existence has
often proved to be more mildly diversionary than substantial. We have no particular
stake in the status quo, and our general attitude has been to describe events as well
as possible and then "let the chips fall where they may." Subsequent, detailed policy
analyses are designed to evaluate system performance and effectiveness using a set
of multiple criteria for measuring policy outcomes. Defined in terms of the goals of
various different service system participants, these criteria include measures of
current resource consumption, equity, future ecmomic effects, and effects on the
quality of life of the handicapped individual.

These basic types of criteria will be utilized to assess the implications of alterna-
tive policies on the service system, the handicapped population, and the public in
general. None of these types of criteria is readily identifiable as the exclusive domain
of a particular interest group, but all of them reflect real, general concerns about
the current capability and future prospects of the system serving handicapped
youth. The research approach and evaluation framework we have adopted are gen-
erally useful to analyze programs for many different populations, not just those for
sensorially handicapped youth.

INFORMATION SOURCES

To provide an overview of the system of government-provided services flowing
to handicapped youth, it was necessary to collect and analyze a great deal of informa-
tion. The service system we found was fragmented, which implied (correctly as it
turned out) that information about the system would also be fragmented and that
i;rent effort would be required to collect and synthesize the data into a coherent
picture.

We collected information from five basic sources: a survey questionnaire mailed
to several major service agencies in each state (over 300 agencies in all); interviews
with officials in over 60 different Federal and state agencies; Federal and state
reports and unpublished data on specific programs; existing literature on the field;
and an interview survey of handicapped service recipients.

The questionnaire to state agencies was designed to collect information on pro-
gram costs, the composition of program resources, the services delivered, and the
size and character (age, race, income, handicap) of the population served, and on
problems of the service system. The response rate was 60 percent; of those not
responding, some 33 percent explained why they did not or could not respond, and
reasons for non-response have been analyzed and presented in Appendix B. The
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questionnaire was mailed to every agency providing a major service program for
handicapped youth. Agencies varied from state to state, but typically included de-
partments of education, public health, mental hygiene, mental retardation, welfare,
and vocational rehabilitation. Appendix C presents a list of those receiving the
questionnaire. Sample copies of the questionnaire are contained ;,-. Appendix D.

Interviews were conducted with state and Federal officials who administer pro-
grams for the handicapped. In these interviews, we concentrated on gathering back-
ground materials on programs and on problems, and on identifying where informa-
tion gaps existed and might be closed by use of the questionnaire and other means.
Interviews with state personnel in Arkansas, California, Illinois, Massachusetts,
and Wyoming helped develop and field test the questionnaire and provided more
candid appraisals of the system than a mail survey alone would have achieved.

We used numerous Federal reports and data, but many are not published. In
several cases we could only obtain raw computer data tapes or summary listings
from which we did our own tabulations and analyses. In several instances, we
tabulated program data from paper records kept in an agency's files.

The literature dealing with all facets of the handicapped is vast. We collected
about 1000 titles, only a small fraction of the extant material on the handicapped.
But most of the untapped literature is not highly relevant to the type of policy
problems that state and Federal officials face, because it is too specialized or too
technical to be of much use in the broader planning context of program administra-
tion. Especially useful research is described at the end of Sees. 5 through 10, which
describe the service agencies. And our bibliography cites many other documents
helpful in our work.

The service system description would be incomplete without information from
the consumers about the quality and quantity of services that they receive. Our
second report will document the results of this phase of the research; however,
Appendix E discusses the survey design, the questionnaire, and some preliminary
illustrative findings.

STRUCTURE OF THIS REPORT

This report is divided into three parts: the first, "Serving Handicapped Youth:
A Crisis of Control," summarizes current service policies, programs, and their as-
sociated problems (Sec. 2); gives various means of mapping and comprehending the
system serving handicapped youth (Sec. 3); and discusses goals and performance
issues (Sec. 4). The second part, "Current Service Policy," contains a more detailed
overview of each major service program (Secs. 5 through 10). The third part, "Next
Steps in the Research" (Sec. 11), briefly discusses the planned program evaluation
for the auditorially and visually impaired youth that will comprise our final report.

We have used a three-level structure to present information on the current
service system for handicapped youth. The first level is that of the single program,
as described in Secs. 5 through 10. The second level overviews all programs in a given
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type of agency (e.g., vocational serviz7es, education, welfare, health, and mental
health and retardation agencies) in the "Summary and Overview" subsections of
Secs. 5 through 10. Finally, the third level ombines all government programs and
agencies; Sec. 2 presents an overview from this level.



2. PROGRAMS, SERVICES, AND PROBLEMS OF THE
PRESENT SERVICE SYSTEM

INTRODUCTION

Before describing the programs, services, and problems of the present system
serving handicapped youth, this section briefly characterizes discernible institution-
al roles for the Federal Government in terms of four models. These are the most
generalized part of an intellectual "map," described fully in Sec. 3, that also defines
the service system in terms cf functional mechanisms, rationales, policy processes,
and objectives.

The basic models have several dimensions: operations, policy and program con-
trol, dollars, and innovation/stimulation. While we do not claim that a given oper-
ating institution conforms exactly to any one model, describing the pure model types
helps to locate specific governmental institutions within the context of the larger
system.

Model I: Direct Operations

If a single institution (or collection of institutions all related to the same service
area) is the primary locus for direct service delivery, policy and program control,
dollar support, and new developments, then that one institution is playing a compre-
hensive role termed "Direct Operations," since it is the direct service delivery that
distinguishes this model from the other three.

Model II: Controllership

This model is the same as the Direct Operation model except that subordinate
agents such as the states and localities deliver the actual services according to
carefully prescribed guidelines and subject to authoritative evaluation.

Model III: Special Revenue Sharing, Plus

This model type provides funds and may support innovation or research, but
very little concern is evidenced for program control or direct service provision. The
"Plus" represents the concept that the Federal Government has some right and

7
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obligation to evaluate the performance of agencies receiving special revenue sharing
funds, yet may also engage in innovation related activities.

Model IV: Catalytic

Research, development, demonstration, social experiments, and seed funding
all characterize the "Catalytic" model, whereas direct service provision, service
funding, and service policy control do not.

THE PROGRAM VIEWPOINT

This report describes over 50 different major identifiable Federal programs'
providing services to handicapped youth. Most are within the Department of Health,
Education and Welfare, but agencies as dissimilar as the Library of Congress and
the Department of Defense also have such programs. Many programs are not dis-
cussed here because they involve low expenditures, affect few handicapped youth,
or deliver the same volume and type of service whether or not the child is hand-
icapped. The selection of the proper set of programs to include depends upon the
policy decision addressed. Since this study does not focus on a single policy question,
we include programs that are now, or seem likely to be, strongly relevant to policy
alternatives for assisting handicapped youth. For ease of presentation, we chose to
group the programs into areas by the five different types of agencies that administer
them: vocational rehabilitation, education, welfare, health, and mental health and
retardation.

Figures 2.1 and 2.2 show, by type of agency, the estimated total annual govern-
ment expenditures of $4,7 billion for services to handicapped youth. Amounts shown
are all for a single fiscal year, 1970, 1971, or 1972, depending on the data available.
Note that special education agency programs alone account for more than half of
the expenditures, followed by mental health and retardation, and welfare agency
programs. The Federal expenditures of an estimated $1.1 billion annually comprise
only about $1 from Federal sources for every $3 from non-Federal sources; however,
Federal financial involvement in each program area varies considerably. The largest
program area for Federal funds is special education, followed by welfare and health.
Also note that non-Federal funding predominates in education, and mental health
and retardation, whereas Federal funding predominates for health and vocational
services. Welfare is about evenly divided between Federal and non-Federal funding.

Figure 2.3 shows the distribution of funds among handicapping conditions. The
mentally retarded are receiving over $2 billion annually, which is by far the largest
share (43 percent) going to any handicapped group. Much of this money is spent on
special education ($1.2 billion) and residential institutions ($0.5 billion).

The emotionally disturbed receive the next largest share with 17 percent of all
expenditures. The other handicaps (vision, hearing, speech impairments, crippling

' We use the term program in a generic sense to describe a set of interrelated activities with some
common unifying concept such as delivery of a common service (e.g., a rubella vaccination program);
administration by a sktpare. a bureaucratic entity (e.g., the Vocational Rehabilitation program); or posses-
sion of a common goal (e.g., a research program for preventing birth defects).
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Fig. 2. Government expenditures for handicapped youth

and other health impairments, and learning disabilities) each receive less than 13
percent of the total.

Total budgets, however, do not give much insight into the services flowing to
each handicapped person. One way of examining per capita costs is to look at the
average annual cost per handicapped youth aged 0 to 21 in the United States. As
estimated earlier, this population is approximately 9.55 million, and hence the
average annual government expenditure per handicapped youth is $495. This does
not mean that each person receives $495 worth of government service annually.
Some obviously receive much more and many receive nothing. Figure 2.4 shows the
distribution of this average cost among service agencies by type of handicap.

Note that the expenditures per visually handicapped youth, at $793 annually,
are higher than for any other handicap, and are followed closely by the expenditures
per mentally retarded youth, at $726 annually. Expenditures per speech impaired
youth are lowest, at $247 annually. On a per capita basis, no one type of handicap
dominates expenditures, as the mentally retarded appear to do if one considers only
the total expenditures without considering the relative size of the various segments
of the handicapped population. Also note that the expenditures in Fig. 2.4 are per
handicapped youth, not per handicapped youth served. Funds expended per hand
icapped youth served are considerably higher, as described below.
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VOCATIONAL SERVICES

TOTAL 1129 MILLIONS

FEDERAL ft 110 MILLIONS

MENTAL HEALTH

AND RETARDATION

VOCATIONAL SERVICES: 0.9 %

WALTH: 3.0%

NON-FEDERAL 13,619 MILLIONS

Fig. 2.2Percentage of government expenditures for handicapped youth
by type of agency

Special Education

Of the $2.679 billion spent annually on special educational services for hand-
icapped youth, 88 percent is non-Federal funding and the bulk is spent in support
ofspecia.1 education classes in regular schools and in residential schools for the more
severely impaired. An estimated 3,046,000 handicapped youth were assisted in 1971,
or about 7 percent of the public school enrollment. Thus, annual expenditures per
youth served averaged $879, but varied from $188 for a speech-impaired youth up
to $2900 for a deaf youngster. The three major types of Federal programs were
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1. Programs for instructing students (78 percent of Federal special education ex-
penditures), such as the Education of the Handicapped Act (EHA), part B; Ele-
mentary and Secondary Education Act (ESEA), Titles I and III; Head Start; the
Vocational Education Act; the Higher Education Act; the federally funded
schools for the deaf (Gallaudet College, the National Technical Institute for the
Deaf, Kendall, and the Model Secondary Schools); and programs targeted at the
Deaf-Blind, for early education, and youth with learning disabilities.

2. Programs designed to produce teachers and instructional materials (18 percent
of Federal expenditures) such as EHA, parts C, D, and F; the Education Profes-
sions Development program; the American Printing House for the Blind; and
the Library of Congress program.

3. Programs sponsoring research (4 percent of Federal expenditures) such as EHA,
part E.
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When a program also serves clientele who are not mentally or physically hand-
icapped or not youth, then only the relevant portion of its budget is included in our
totals. Almost half of the Federal funds went toward stimulating and diffusing
services in the states via the functional mechanisms of services purchased through
state and local agencies, and of investments made in ways of providing services. The
U.S. Bureau of Education for the Handicapped (BEH) manages only about half of
the Federal special education funds we identified. The courts in some states are also
becoming more active via mandates concerning the "right to education" for the
handicapped. The Federal role vis-à-vis the states is not a dominant one, but appears
to be a hybrid and changing one which is now primarily our Catalytic model.
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Mental Health and Retardation

This program area ranks second with $898 million or 17 percent of the total
expenditures. The Federal share of the total is about 8 percent. This excludes
amounts for the mentally handicapped that are not channeled through mental
health and retardation agencies, because such expenditures are included in the
totals for those other program areas. The total expenditures for all government
agencies on mentally handicapped youth are estimated to be $2.8 billion annually.
A breakdown of the funds channeled through mental health and retardation agen-
cies indicates that more than half is spent on residential care of the mentally
retarded, even though only 1 in 25 of the retarded youth receive this type of care.
Residential-care for the mentally ill accounts for another 30 percent. Approximately
a quarter million mentally handicapped youth were treated as inpatients in 1970,
at an average cost of approximately $2960. Funds are also spent on outpatient care,
and the expenditures for 570,000 mentally ill young persons who were treated as
outpatients averaged about $150. Of Federal programs, the two largest were the
Developmental Disabilities program, primarily serving retarded persons, and the
National Institute of Mental Health's Community Mental Health Center program.
Federal programs also include research, training, hospital improvements, grants,
and the operation of St. Elizabeths Hospital. Another significant Federal activity is
that of the President's and Secretary's Committees on Mental Retardation. Literally
all of our characteristic role models exist in some Federal mental health or retarda-
tion program, but none is developed sufficiently well that it predominates.

Welfare

The third largest category of program expenditures for the handicapped is
welfare-13.4 percent, or $635 million. The total Federal, state, and local shares
were 54.6, 34.6, and 10.8 percent respectively. The five primary programs serving
about one million youth annually are Social Security Disability Insurance (SSDI);
Supplemental Security Income (SSI) providing aid to the aged, blind, and disabled;
Aid to Families with Dependent Children (AFDC); General Assistance (GA); and
Income Tax Exemption for the Blind (ITEB). The average yearly expenditure per
youth served is about $635. Most of this assistance is provided through AFDC
because the family is poor and not because a child is handicapped (although having
a handicapped child could be a factor contributing to that poverty). The Federal
Government uses two primary functional mechanisms in this program area: Direct
provision of services in the SSDI and SSI programs, and purchase of services through
state and local agencies in the large AFDC program. As the Federal Government
expands its welfare role, it is clearly trending toward our Direct Operations model.

Health

Physical health services consume $315 million or 6.7 percent of the total
amount expended by governments on handicapped youth. The Federal Government
provides 65 percent of that total. Most of this money pays for health care for about
one million poor and medically needy handicapped youth under the Medicaid pro-
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gram, at an average annual per capita cost of approximately $250. The federally
supported Crippled Children's Service served 485,000 medically indigent youth in
1971 at an average per capita cost of about $180. Note then that while these two
major health programs serve handicapped youth, they are distinctly oriented to-
ward the poor. Other federally supported programs were for research (the National
Institutes of Health primarily), for prevention (e.g., the rubella immunization pro-
gram), and for other services (e.g., the Maternal and Child Health Care Clinics, and
the vision and hearing screening program). In addition to HEW, we found health
care programs for handicapped youth in agencies such as the Veterans Administra-
tion and the Department of Defense.

The Medicaid program is an example of our Controllership model; the Maternal
and Child Health program is best described as our Special Revenue Sharing, Plus
model, but without the Plus; the Crippled Children's Service program is also a form
of Special Revenue Sharing, but the evaluative and quality control Plus is moderate-
ly well developed; and the general National Institutes of Health program of re-
search, demonstration, and dissemination of information is an example of the Cata-
lytic role model.

Vocational Services

The smallest component of total expenditures (4.3 percent) is for vocational
services, with an annual cost of $202 million. The Vocational Rehabilitation pro-
gram provided a comprehensive set of services through state agencies for 101,000
handicapped youth whose cases were closed in 1970 for about $1300 apiece. Seventy-
seven percent of the young clients accepted for service were rehabilitated. Another
major federally supported program is the State Employment Service, which spent
an estimated total of $3,750,000 on handicapped youth in 1972. The Presidential
Committee on Employment of the Handicapped and the affiliated state and local
committees also work to promote employment of the handicapped. Relatively few
funds are expended on service personnel training and facilities construction. The
Federal role in vocational service expenditures is most nearly our Controllership
model.

THE SERVICE V:EWPOINT

To this point we have focused on individual agencies serving handicapped
youth. Focusing solely on agency activity, however, does not yield a complete picture
of the overall service system. Viewed from the perspective of services rather than
agencies, we see a rich mosaic composed of the following features, each of which is
described below: (1) prevention, (2) identification, (3) direction, (4) counseling, (5)
medical treatment, (6) education, (7) special training, (8) vocational training, (9) job
placement, (10) sensory aids/other equipment, (11) personal care, (12) recreation/
social activity, (13) income maintenance and, indirectly, (14) service personnel train-
ing, (15) facilities construction, and (16) research. Our research indicates that the
extent and efficacy of this system vary among specific handicaps, and discussions of
these variances occur throughout the report. Our present purpose is to lay out the
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entire system generally with respect to the different services. Describing the system
in terms of the needs of the handicapped helps pinpoint gaps in service coverage.

Service types comprising the major and minor components of Federal and state
agency programs for handicapped youth are shown in Table 2.1. While specialization
is evident, all agencies to some degree provide a wide spectrum of services. Often,
providing these services is not a formal, organized part of an agency's program, but
occurs naturally or out of necessity, as with the case of counseling.

Nine of the enumerated services are not the major responsibility of any one
agency. Presuming that these services are important in the lives of handicapped
people, this lack of direct responsibility may make getting one of those services (e.g.,
a sensory aid) a difficult undertaking. Such "unassigned" services also appear to be
generally underdeveloped and undersupplied.

Observing and concluding from Table 2.1 that major responsibilities are undu-
plicated across agencies is misleading because there are overlaps and some duplica-
tion of responsibility among different programs within the same generic type of
agency, as we point out later.

To understand the services better, let us review each briefly.

Table 2.1

SERVICE COMPONENTS OF. FEDERAL AND STATE AGENCY PROGRAMS
FOR HANDICAPPED YOUTH

Type of Service

Type of Federal and State Agency

Health Welfare
Special
Education

Vocational
Services

Mental Health
and Retardation

Prevention
Identification
Direction,

Counseling/psychiatric care M

Medical/surgical treatment M
Education
Special training

M

a
Vocational training
Job placement
Sensory aids/other equipment m
Recreation/social activity
Personal care m a M

Income maintenance
Personnel training
Constructim og facilities"
Research

m a

a

a

a
a

NOTE: M equr1s major component; m equals minor component; - equals little
involvement.

Prevention

Specific precautionary measures are effective in preventing certain hand-
icapped conditions. Rubella and other. immunizations are excellent cases in point.
Prevention, however, is a neglected service that no one agency has major responsi-
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bility fbr and that no one adequately provides. The few prevention programs that
exist provide, at best, spotty coverage of the population. Of the $4.7 billion all
governments spent annually on handicapped youth, we found less than $50 million
targeted specifically for prevention activities.

Identification/Outreach

Three points were made repeatedly in our interviews with agencies and in our
investigations of data related to handicapped services: (1) agencies do not serve a
significant portion of the population in need; (2) agencies generally do not even know
approximately how many unserved people there are, much less who they are; and
13) very few agency outreach programs exist to identify the population in need.

Identification is one of the more neglected services. The prime examples of
existing formal identification programs, vision and hearing screening of children,
are far from being universal and are virtually nonexistent for preschoolers (early
detection is very important in some cases; e.g., the deaf who need early language
development assistance). Most identification that does exist is informal, e.g., by
schoolteachers or others not specially trained to recognize handicaps.

As important as the service is, particularly early identification, why is it so
underdeveloped? One explanation is that all available service resources are being
used already, so why go looking for more people? That may be answered in at least
three ways: an equity-related answer is that those with the most need or the greatest
ability to benefit are not all among those known to the service system; an adequacy-
related answer is that if we were to identify more of those in need, the system might
eventually respond with a more adequate level of resource:-; and an information-
related answer is that even if the government chooses not to serve a handicapped
person, that person might still be identified and armed with information about the
exact mix of services he needsknowledge that is helpful in seeking nongovernmen-
tal supported services.

Erroneous identification is also a problem. Cases in point include labeling chil-
dren as retarded when in fact lack of fluency in English or an auditory handicap is
the actual problem.

Direction

This is a critically important but neglected service. The handicapped youth has
complex needs, but there is a bewildering maze of agenci& . services, and programs,
many whose existence he is not even aware of. By direction, we mean the periodic
and systematic matching of a youth's needs with the proper mix of services to serve
those needs. Individual needs change, for instance, as one ages or improves in
response to services; the system's capacity to serve is dynamic too. Direction is an
information-based service designed to match individual needs and localized system
capabilities as each changes.

In practice, direction has been no one's prime responsibility and hence has
become a major gap in the service package offered. Follow-up and redirection, activi-
ties implied in the idea of "periodic and systematic" service provision, are particu-
larly underdeveloped. No one really provides this essential service except for isolat-
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ed service personnel, dedicated individual pediatricians, teachers, social workers, or
counselors, who must make extraordinary efforts to understand other aspects of the
system to better advise about services which are not their specialties. Since compre-
hensive information about the system is not generally available, the quality of any
direction service offered will be limited. Our next report will examine the possibility
of creating a formal, localized, and comprehensive needs-evaluation and referral
program.

Counseling

Professionals in each type of service agency undoubtedly do some counseling of
the handicapped youth and his family regarding personal or psychological problems;
e.g., counseling on understanding and adapting to the handicap, on interacting with
others in society, or on occupational objectives. With the exception of psychiatric
care, this service is provided in conjunction with and as a supplement to other
services. Given the state of existing data and general information about the overall
system, it is impossible to know how much counseling is provided and what its effects
are.

Medical Treatment

Most of the $315 million that health agencies spent in FY 1971 was for treat-
ment and, to a lesser extent, for training personnel and for research. Funds for
medical treatment are also a minor component of other agency budgets; e.g., voca-
tional rehabilitation pays for medical care if it advances the program's occupational
goal. Over one million handicapped youth from needy families receive this service
under provisions of Medicaid, while nearly one-half million youth from medically
indigent families benefit under the Crippled Children's Service program. Thus, the
health service programs may be characterized as being directed predominantly
toward the low-income handicapped.

Education

More than half of the total government expenditures for handicapped youth go
toward education, nearly $2.7 billion in 1971 (mostly non-Federal) for assistance to
over 3,000,000 youth. The trend in service has been from serving a few, mainly in
residential schools, toward serving many with a system providing a variety of kinds
of special education: special day classes, itinerant special education teachers, and
resource rooms to supplement the services provided in a normal classroom. The
trend to serve more youth has been spurred by court decisions guaranteeing a "right
to education" for all the handicapped. Yet, using BEH estimated incidence rates of
handicapping conditions, and assuming all handicapped youth aged 5 to 17 need
some special education service, we estimate that only 59 percent are served. Other
assumptions lead to estimates as low as 36 percent served. There is extreme varia-
tion across the states, with the percent served varying from less than 20 to more
than 90 percent (using the same assumptions to estimate the percentages for each
state). While special education currently captures much legislative interest, the cost
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of providing different kinds of special education is not accurately known, and data
on differences in effectiveness of each type are practically nonexistent.

Education agencies expect great versatility from teachers, since they also pro-
vide limited amounts of other services, such as screening for handicaps, counseling,
training for mobility, activities of daily living, vocational training, and sensory aids.

Special Training

Availability of specialized training varies considerably according to the kind
needed. If a handicapped youth needs speech therapy, he can generally receive it
from schools. Other types of training needs, such as for mobility or for activities of
daily living, are not the major responsibility of any single agency and are not widely
available in public programs. Reliable data on the exact extent and amount of
expenditures for these kinds of training are not available. Many kinds of special
training are relatively inexpensive and, if provided, may significantly affect the
handicapped youth's life style.

Vocational Training

Physically and mentally handicapped youth may have a restricted choice of
occupations because of their impairment, but also may be vocationally impaired
because of discrimination or lack of understanding on the part of potential employ-
ers. To counter these vocational handicaps, two programs primarily provide training
service: Vocational Education (VE), which served 209,000 handicapped youth in
1970; and Vocational Rehabilitation (VR), which provided more extensive training
to about 71,000 of its young clients in that year. While data are not available on the
success of the VE program, the VR program successfully rehabilitated 77 percent
of its young clients. But there was great variation across states in the number of
successfully treated young VR clients per 100,000 of the population aged 14-21. For
example, in 1970, the rangy was from less than 100 to more than 500 per 100,000.

Job Placement

Two primary agencies help the handicapped locate employmentVocational
Rehabilitation and State Employment Servicesbut the latter offers a much less
intensive placement service than does the former. Through activities designed to
spread knowledge of the abilities of the handicapped generally to the public and
potential employers, the Presidential Committee on Employment of the Hand-
icapped and the corresponding committees in the states and localities promote
employment opportunities for the handicapped. In total, about $10 to $15 million
in government funds is spent annually for job placement of handicapped youth.

Prosthetics, Orthotics, Sensory Aids, and Other Equipment

The provision of equipment to the handicapped comprises this service. Primary
examples of such equipment include closed-circuit television for the partially sight-
ed, braces, artificial limbs, hearing aids, guide dogs and canes. About one million
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people of all ages were using hearing aids, and a quarter of a million blind persons
were using canes. The National Academy of Sciences Committee on Prosthetics
Research and Development estimated that in 1970, $64 million was expended on
prosthetics and orthotics for 3.5 million people of all ages who could use them. While
we have no reliable data on government expenditures for all devices used by youth,
we estimate they are on the order of $20 to $30 million per year. Nearly all agencies
serving handicapped youth expend some funds on devices, but no agency has major
responsibility for perfecting and disseminating these aids. Our investigation sug-
gests that considerable progress has been made in creating new aids, but that many
of these are not being developed from the working prototype to the user-engineered,
final product stage; mechanisms for getting the equipment to the consumer need
improvement.

Recreation/Social Activity

This service, obviously a vital contributor to the quality of life of handicapped
youth, is provided as a fringe benefit of the education service, but is not now a
government responsibility.

Personal Care

While almost all handicapped youth care for themselves or are cared for by
their families, there are four principal exceptions: $747 million was spent in 1970,
primarily by the states, for residential inpatient care of a quarter million mentally
handicapped youth; some small fraction of the special education funds went for
residential schools; a portion of the health budget went for personal care in hospitals
or for visiting health workers; and a small portion of the welfare budget paid for
personal care in foster homes.

Income Maintenance

This is one of the largest services in terms of expenditures. In 1970, welfare
agencies spent some $635 million to aid about one million handicapped youth. The
Federal contribution to this total was about one-half. Prior to the Social Security
Amendments of 1972, most youth given aid were eligible not because of their hand-
icap, but because they were part of a family receiving Aid to Families with Depend-
ent Children. The 1972 amendments permit youth from needy families to draw
increased aid based on the existence of a handicap under the new combined Supple-
mental Security Income program providing aid to the aged, blind, and disabled.

Personnel Training, Facilities Construction, and Research

These three services benefit handicapped youth indirectly over the long term by
improving the ability of the general system to provide the types of services discussed
above. Nearly all research is funded by Federal sources whose total budget in 1972
for research related to handicapped youth, including some funds for research related
to the handicapped of all ages, was about $120 million. The largest component was
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health-related research. This figure represents about 8 percent of Federal and 2
percent of all governmental expenditures for handicapped youth. Research pro-
grams are composed of many projects that are not generally youth-specific, which
in some cases overlap one another considerably, and whose results are only slowly
and partially incorporated into the service system.

Approximately $80 million of the Federal budget went for training of service
personnel professions to aid handicapped youth, and a considerably smaller amount
went for construction of service facilities. In practical terms, the Federal Govern-
ment plays a minor part in the direct financing of facilities construction.

PROBLEMS OF THE PRESENT SERVICE SYSTEM

With the nearly $5 billion expended at all levels of government annually, hand-
icapped youth are receiving many needed services. Humanitarian concerns are
clearly evident in the expansion of programs and services in recent years. There is
no question that the government programs serving handicapped children and youth
have very beneficial effects; however, the system faces major problems.

To ascertain problems, we tapped published material and agency data files,
utilized a mail questionnaire soliciting views on problems from every major state
agency serving handicapped youth in all 50 states, and interviewed dozens of fami-
lies having handicapped children. To uncover and better understand problems, we
looked at the system from a number of perspectives: those of the Office of the
Secretary of Health, Education and Welfare; those of the state and Federal oper-
ating agencies; and those of the handicapped person and his family. We also looked
at the service system disaggregated by agency, type of service, type of handicap,
severity of handicap, age of the youth, geographic location, program, objectives, roles
the Federal Government plays, and the functional mechanism used to implement
the Federal program. Each view and disaggregation adds a different and important
perspective to the problems summarized below.

Problems described throughout this report can be grouped into five major
classes, each of which is described below: (1) inequity, (2) gaps in services, (3) insuffi-
cient knowledge, (4) inadequate or deficient control, and (5) insufficiency of re-
sources. Obviously these are not new problems, nor are they unique to this system.
But from several different perspectives, they are critical and demand full examina-
tion. To begin this task, we compiled most of the available data to document their
existence and extent; to complete this task, we will analyze these and other data to
determine what might be done to resolve the problems.

Inequity

If one accepts the premise that federally supported services should be distribut-
ed fairly to the population in need, then, by any reasonable standard of fairness, a
great deal of inequity exists in the service system for handicapped youth. There is
marked unevenness in the accessibility to, and the level of, services. Each program
area has large and often extreme variation in per capita expenditures and services
delivered across states and among handicaps. Eligibility rules vary across agencies.
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Within states, the preschool children and rural youth are short-changed by the
service system, as are certain classes of urban children.

For example, consider the vocational rehabilitation program: In 1970, the num-
ber of youth rehabilitated per 100,000 of the general population aged 14 to 21 ranged
from less than 100 per 100,000 in some states to over 500 per 100,000 in other states;
and VR program expenditures per youth rehabilitated varied across the states from
$800 to $4500. Next, consider the special education program area: The estimated
portions of the handicapped youth aged 5 to 17 being served vary across the states
from less than 20 percent to more than 90 percent, and the portion served varies
among the types of handicaps from less than 25 percent of the hard-of-hearing or
emotionally disturbed up to more than 75 percent of the speech impaired. Special
education expenditures per youth served vary across the states for all handicaps
from a minimum of $168 to a maximum of $2463. In some programs, there is an
apparent tendency to "cream off' and serve the less severely handicapped youth (i.e.,
those requiring fewer services and having greater potential for success). Vocational
rehabilitation and special education axe cited as examples, not because they are
worse than other programs, but because data are available on these two programs.

Gaps in Services

Certain critical types of services are neglected and underdeveloped, particular-
ly the prevention service, the identification of those needing service, and the direc-
tion or referral service. We know, for instance, that in many geographic areas actual
gaps exist in available services; however, without a meaningful local direction serv-
ice there may be gaps in the mix of services actually provided to meet a child's needs,
even if a full range of services actually exists. The present institutional emphasis
on single types of services sometimes does not meet a handicapped person's total
needs. Many services, which are usually the "underdeveloped" ones, are not the
prime responsibility of any one agency. Other gaps exist regarding age (e.g., pre-
school deaf children are not receiving services important for their language develop-
ment) and type of handicap by state (e.g., eligibility exclusions deny services to some
types of children in one state, while in an identical type of program in a neighboring
state different exclusions exist). The problem of an inadequate classification system
for handicaps, with respect to needed services, also results in gaps or inappropriate
services delivered to individuals.

Insufficient Knowledge

Management improvements in most program areas are hampered by lack of
reliable data related to the benefits and effectiveness of programs serving hand-
icapped youth. Usually, even if an agency collects management data, they are
limited to resource inputs and not to service outputs. (There are, however, occasional
notable exceptionsthe vocational rehabilitation program is a rare and commenda-
ble example.) There is also a problem of low quality or nonexistent planning and
evaluation efforts stemming partially from the root problem of poor or nonexistent
data. In most programs, methods to obtain high quality data on program effects have
not been established. In some programs no one really knows who is doing what for
whom or with what effect.
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Inadequate Control

The vast system providing services to this nation's handicapped children is
varied, fragmented, uncoordinated, and not particularly responsive to an in-
dividual's total needs. The sheer number of institutions dispensing funds and ser-
vices under many enabling legislations contributes to a situation in which no one
individual or group of individuals plans, monitors, or controls the handicapped
service system in any comprehensive fashion. Policymaking, funding, and operating
decisions are often made by entirely different groups of people, based in each case
on an almost total lack of data about program effectiveness; and as a result, account-
ability is generally very weak.

Agencies responsible for a service sometimes do not even have control over the
flow of funds for that service; e.g., only about half of the Federal funds for education-
al services for the handicapped flow through the Bureau of Education for the Hand-
icapped. Interrelations among agencies at the management level are often perfunc-
tory at best, and in some areas responsibilities overlap considerably. For example,
the Crippled Children's Service and the Medicaid program both fund medical ser-
vices for needy handicapped youth, but generally do so without benefit of formal
coordination in the states; and, in practical terms, education projects for the hand-
icapped supported under ESEA (Title III) and EHA (part B) may be quite similar but
are administered separately. Lack of control at the level of the individual service
recipient is evidenced by the neglected and highly underdeveloped direction or
referral service for matching the needs of the handicapped person with the appropri-
ate mix of locally available services.

Insufficient Resources

Current resources devoted to services for handicapped youth are clearly insuffi-
cient, if service to each person in need is the criterion. Large unmet needs exist; for
example, in the special education area less than 60 percent of those in need are
served. Inadequate resources (dollars, personnel, and facilities) was the problem
most often cited in previous studies and reports, by special commissions, by officials
in the agencies we interviewed, and in the responses to our mail survey. Still,
resources are not the only problem, and a great deal could be done to improve the
services themselves, the mixes of services delivered, and the institutional structure
even if the present funding levels are not increased.



3. MAPPING THE SERVICE SYSTEM: MODELS,
FUNCTIONS, RATIONALES, AND

THE POLICY PROCESS

INTRODUCTION

This section presents the intellectual "map" we devised to locate and describe
large pieces of the service system. First, we define coarse-grained, low-resolution
models of the operational institutions and the respective roles they perform. Next,
we describe functional mechanisms by which those key institutions help produce
services. To provide a sense of why the system functions as it does, we postulate
rationales, both implicit and explicit, being advanced to justify the selection of broad
classes of functional activities constituting policies and programs. And, finally, we
lay out key processes by which the system appears to operate and change by way of
detailing a general sequence of events through which policies and programs are
created, implemented, and eventually ended.

MODELS OF FEDERAL INSTITUTIONAL ROLES

At least four separate institutional roles (models) for the Federal Government
are discernible in programs, and while we would not claim that a given operating
institution conforms exactly to any one of these models, describing the pure model
types helps to locate specific governmental institutions within the context of the
larger system.

There are essentially four dimensions for defining the basic models: operations,
policy and program control, dollars, and innovation/stimulation. Each dimension is
a metric indicative of the degree and type of responsibility and authority vested in
and exercised by any given institution. The dimensions may be illustrated by posing
the following operational questions:

Operations: Is the institution directly providing services? Is it the delivery
point for the affected population?
Policy and Program Control: Is the institution mainly responsible for develop-
ing and monitoring policies and programs designed to produce specified services?
Policy formulation and program evaluation are key examples.

23
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Dollars: Is the institution the primary source of funds supporting a given
service or collection of services? Does it have the power to change the amount
of those funds?
Innovation/Stimulation: Is the institution primarily responsible for creating
new ideas, programs, and policies and for encouraging operational agencies to
adopt practices and procedures reflecting these ideas? Research, development,
demonstrations, and so-called "social experiments" are all illustrative activities.

Each dimension will become clearer as we characterize our four basic models.

Model I: Direct Operation

If a single institution (or collection of institutions all related to the same service
area, e.g., Federal special education programs for the deaf-blind) is the primary locus
for dollar support, policy and program formulation and monitoring, service delivery,
and new developments, then that one institution or cluster of related institutions
is playing a comprehensive role which we term "Direct Operation," because it is the
direct service delivery that distinguishes this model from the following ones. The
primary idea is that all responsibility and authority are concentrated in one or a few
institutional entities. National defense is one such substantive area; the Bureau of
Indian Affairs' responsibility for care and support of the Indian population is anoth-
er; and certain selected aspects of Federal participation in special education and
Social Security activities provide yet other, more narrowly focused instances.

Given the size of the country's population, the diversity of its needs, and the
complexity of programs that have sprung up to satisfy those needs, there is increas-
ing awareness that universal rules and the Direct Operation modus operandi by the
Federal Government may do more harm than good in some program areas.

The detailed administrative approach does not work for clear enough rea-
sons-Lwhich start with the impossibility of writing detailed rules to fit every
case, and end with the lack of highly trained people to administer every case,
assuming that an administrative solution is possible.'

The issue seems to boil down to the simple question, "Is it a good thing for the
Federal Government to take on the direct responsibility for a certain service to a
subpopulation?" If one is not convinced that the program will run better when
Washington runs it, then there is a need to examine alternative structural models.

Model II: Controllership

"Controllership" reduces the extent of operation (direct service provision) but
retains the remaining three dimensions. In this model actual service provision is
delegated or otherwise turned over to some other institution (i.e., subordinate agen-
cies such as the states and localities), but determinations of what to spend money
on, how to spend it, and how to account for it are concentrated in one definable
Federal unit, as are the powers to allocate enabling resources and to create and
generate new approaches to manage the underlying problems. The Community

' R. A. Levine, "Rethinking our Social Strategies," Public Interest, Winter 1968, pp. 88-92.
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Mental Health Centers (CMHC) program of the National Institute of Mental Health
has most characteristics of this model: it is funded primarily with Federal dollars;
Washington promulgates its policies and guidelines; innovations and new ideas
evolve as a result of a separate provision of the basic Federal legislation; but the
states and localities provide the services themselves. Many of the shortcomings,
although not all, of the Controllership model are shared by the CMHC as well.

An inherent general problem with the Controllership model is its reliance on
centralized financial coercion and its consequent lack of primary responsibility for
those actually delivering the services. Often with this model, local officials, who
know the most about the clients and their problems, are governed by complex and
constricting rules handed down from higher bureaucratic levels. This causes clients
who do not conform to the rules or qualify for fixed categories to be shunted from
one agency to another; and it often makes it difficult to fix responsibility. Because
those who actually deliver the services know they will be "blamed" for inadequate
or poor performance, they tend to be unwilling to act in daring or creative ways.2
It is a structural model and form of reasoning that has caused many organizations
to limit themselves to administrative functions. When a hierarchy such as that
implied in the Model II characterization prevails, leaders tend to impose what they
consider rational guidelines on their subordinates without adequately considering
the experiences of those who must put the policies into practice, a problem that is
particularly severe, for example, in mental hospitals, but one that also exists in
schools and in welfare systems.

Model III: Special Revenue Sharing, Plus

We use the term "special revenue sharing" in its de facto not its de jure sense.3
Dimensions concentrated in this model are control over broad policy formulation
and specific program evaluation and responsibility for innovative and stimulative
activities. There is less direct service provision and drastic altering of the resource
flow once initial allocations have been made. Broad policy formulation means that
some intended recipient populations will be generally identified as likely beneficiar-
ies of services, but more specific guidance than this will not be imposed; i.e., there
will be no copious guidelines, no detailed programs, and minimal detailed concern
for how resources actually are expended. The implicit idea is analogous to the
private sector practice of leaving operational responsibility to a plant manager
whose performance is then periodically assessed relative to other plant managers
and to some absolute norm such as a profit and loss statement. The obvious difficul-
ties involved in measuring public sector goods and services and the absence of any
social balance sheet are not to be underestimated.'

2 V. A. Thompson, Modern Organizations, Alfred A. Knopf, New York, 1965, pp. 129-137.
s While initiatives to institute special revenue sharing in the educational, health, and social service

areas are all awaiting formal adoption, in fact a number of identifiable programs already exist that share
characteristics which could best be described as revenue sharing. How these programs have fared may
provide a valuable preview of how the larger proposed programs may eventually develop and fare as well.

Worth Bateman, "Assessing Program Effectiveness," Welfare in Review, Vol. 6, January/February
1968, pp. 1-10; Peter Rossi, "Practice, Method, and Theory in Evaluating Social Action Programs," in J.
L Sundquist (ed.), On Fighting Poverty: Perspectives from Experience, Basic Books, New York, 1969, pp.
217-234; Jerome Rothenberg, The Measurement of Social Welfare, Prentice Hall, Englewood Cliffs, New
Jersey, 1961; and J. S. Wholey et al., Federal Evaluation Policy: Analyzing the Effects of Public Programs,
The Brookings Institution, Washington, D.C., 1970.
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We know that the Federal Government is able to collect taxes and to disburse
funds efficiently; but some people are learning that it is less able to run large,
detailed programs, or at least it does this far less effectively than taxing and disburs-
ing. What this implies is an evolving trend to increased reliance on revenue sharing
types of operations; however, it also implies that there are significant unrealized
needs to account for performance.

The "Plus" in the Model III label elaborates the concept of "minimal Federal
concern" by developing the notion that the Federal Government has some right and
obligation to evaluate the performance of service-providing agencies to whom it
supplies special revenue sharing. Where are the significantly effective and ineffec-
tive programs, and what might be done to disseminate the former and to discourage
the latter? The underlying idea is to improve performance by rewarding those who
are in fact "doing a good job," while not specifying in advance the mechanisms by
which the job is to be done. When a "good job" is discovered, the reasons explaining
why it is so are then liable to be scrutinized and perhaps implemented in other
related areas where performance has not been as exemplary.'

To counter prevalent fears that transferred funds will be squandered in poorly
conceived and operated state and local programs, the evaluation leverage must not
be foregone and indeed must be developed to a considerably greater extent than it
is at present. This requirement is primarily an informational one. Nowhere else in
the system will there be an opportunity to view the "big" or comprehensive picture
that is essential before one attempts to structure broad policies. This point is particu-
larly true for our fourth or "Catalytic" model.

Model IV: Catalytic

Research, development, demonstration, and social experiments are all charac-
teristics of the "Catalytic" model. Together they represent investments in intellectu-
al and technical activities designed to improve services and productivity, thereby
making scarce dollars go farther or be more effective; to improve operating systems,
thereby insuring that services are delivered as efficiently as possible; and to improve
the amount and quality of technical assistance available to those in the field, thereby
improving the flow of newly created knowledge into the operating environment. The
Catalytic model's medium of currency is information rather than money. If success-
fully carried out, its primary objective insures leadership based on the best knowl-
edge about the system, its problems, and its possibilities. In operational terms, it aids
in setting up program objectives and structure, rather than running the programs;
it aids in selecting priorities based on solid analyses, rather than throwing money
at problems; and it aids in controlling large, complex, and hard-to-understand sys-
tems, rather than observing them as they plunge along out of control.

While the total Department of Health, Education and Welfare budget is abso-

6 This is not to say that special revenue sharing is a panacea, as evidenced in current second thoughts
that many state officials are having about the education aspect of it. See Karen De Witt, "Education
Report/Handicapped Schoolchildren Enmeshed in Debate on Federal Role in Education," National
Journal, February 10, 1973, pp. 199-205. The fundamental issue seems to be whether the amounts
forthcoming from educational special revenue sharing will be adequate to meet the states' needs, particu-
larly in light of recent court decisions interpreting the Constitution's 14th Amendment to include the
right to an education for all handicapped children. The second thoughts are not about the structural
concept of revenue sharing, per se, which has received many favorable initial reactions.
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lutely quite large, there is in fact very little discretionary or "controllable" latitude
in it. Cash transfer programs, such as Medicaid and the payment of Social Security
benefits, are essentially open-ended; i.e., the dollar outflow cannot be reduced short
of redefining eligible populations or, in the case of Medicaid, narrowing the range
of coverage.' Because discretionary funds are limited, there is consequently a rather
severe problem of allocating scarce resources and a need to create alternative bases
to maintain power. In this case the new base is information. It is in part because of
these demands that we observe considerable interest in the development of the
Catalytic model on the part of certain Department of Health, Education and Welfare
officials.'

In his thoughtful discourse, The Step to Man, John Rader Platt has struck the
key conceptual features of the Catalytic model in terms of organizations yet to be
developed and functions yet to be performed.'

But we have no ... organizations that spend all of their time searching
deliberately for new inventions and combinations for the solution of social
problems. There is no General Electric, no national laboratory, with full-
time research and development teams assigned to come up with ingenious
ideas of improved social organization and communication and interac-
tion. . .. The main reason why our solution of social problems lags so far
behind our magnificent technology today may be that we have not yet organ-
ized the same deliberate search for ideas to deal with them.... Yet "social
inventions" are possible, as we have seen, just as possible as technological
ones, and might be searched for in the same way.

These abstractions may be illustrated concretely and, by doing so later, the pos-
sIbilities of the Catalytic model shall become clearer.

As discussed later, mental retardation is a pervasive and expensive handicap-
ping condition in this country. One of the saddest facts about mental retardation is
that many cases could be prevented or averted if present knowledge could be applied
more widely. Unfortunately, this knowledge has not yet produced much practical
"fallout" for the bulk of the present and future mentally retarded population. For
example, we know how to recognize the chromosomal flaw that is responsible for
mongolism (Down's Syndrome) and several other genetically related causes of retar-
dation; we can, with amniocentesis, diagnose the problem in utero. But this knowl-
edge, and the gerietirethrnseling implied by its application, is not widely recognized
and practiced. The Catalytic model would attend to this and many other mismatches
of knowledge and practice as a first order of business, turning them to the collective
advantage.'

To illustrate these structural models we have alluded to some general function-
al mechanisms that might characterize each, but we have not done so systematical-
ly. Let us turn now to that task.

6 I. J. Lewis, "Government. Investment in Health Care," Scientific American, Vol. 224, April 1971.
The Bureau of Education for the Handicapped has increasingly adopted a "Catalytic" posture in

recent years, and its efforts bear careful examination.
J. R. Platt, The Step to Man, John Wiley, New York, 1966, pp. 132-133. Platt, in his capacity in the

Mental Health Research Institute at the University of Michigan, has thought hard and well about many
of the problems of large, uncontrolled social systems and what might be done about them; this book is
.* testimony to his constructive concern.

See Peter Drucker, The Age of Discontinuity, Harper and Row, New York, 1969, especially Chapter
10, "The Sickness of Government," for some pertinent comments on this general issue.
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FUNCTIONAL MECHANISMS

The models just considered lack specific detail. In concentrating on broad struc-
tural characteristics, they provide one with an approximate "sense" of the extraor-
dinarily complex system we are describing. Understandably, embedded in the con-
cept of model type are some basic ideas about the functional mechanisms that are
used to produce certain fundamental services. For example, the Direct Operation
model, by directly providing services, purchases, demonstrations, and so forth, em-
ploys practically every functional mechanism available and sometimes monopolizes
the production of specific types of services for selected consumer subsets of the
population. To gain more than a summary understanding of the system, one must
be willing to go to a more finely resolved map to observe more systematically and
in greater detail these functional mechanisms, the services they produce or provide,
and the rationales generally used to justify both mechanisms and services. The key
point is that the models of Federal roles represent only a coarse, general approxima-
tion of the system's actual detail and complexity. Better understanding demands
finer resolution.

The general functional tnechanisms with which Federal institutions in this
system help produce a range of definable services or products include (1) the direct
provision of services, (2) the purchase of services through state or local government
institutions, (3) the regulation of those providing services, (4) the investment in
manpower and facilities that in time contributes to an adequate supply of services,
and (5) the search for and dissemination of information both about the system, its
problems, and its participants and about improved ways to provide services. After
discussing the characteristic functions, we shall consider some rationales commonly
employed to justify them.

These five mechanisms produce a variety of specific services, as described in Sec.
2, that are the system's "products" as seen primarily from the perspective of the
"consumer"the handicapped child and his family.

Of the five functional mechanisms, the direct provision of services, and the
purchase of services through state and local government institutions, are plainly
dominant in terms of dollars expended on them, their impact on the affected popula-
tion, or any other suitable measures; however, the importance of the remaining
mechanisms is not to be discounted, particularly since several of them appear to be
underdeveloped and may represent strategic, exploitable opportunities.

Direct Provision of Services

Prime examples of services provided directly by the Federal Government are
the Social Security Disability Insurance program; the new combined Supplemental
Security Income program providing aid to the aged, blind, and disabled program;
Gallaudet College; the Kendall and Model Secondary Schools for the Deaf; the
National Technical Institute for the Deaf; St. Elizabeths Hospital; and the Indian
Health Program. In each of these an agency of the Federal Government, rather than
an agency of state or local government, provides services directly.
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Purchase of Services

Prevention, medical treatment, vocational training, job placement, and identifi-
cation are examples of services purchased with Federal dollars through state and
local agencies that provide the services directly. In most cases Federal funds are
matched by state or local funds according to formulas accounting for demographic
and income differentials between states and locales. Immunization is a clear exam-
ple of the prevention service, and mass screening for a variety of handicapping
disorders illustrates the identification service. An example that does not depend
exclusively on Federal dollars for medical treatment is the Crippled Children's
Service program. Vocational preparation and job placement are given in assorted
Vocational Rehabilitation and State Employment Service programs with Federal
funds. As noted previously, the Department of Health, Education and Welfare,
except for a relatively few discretionary dollars, has little or no control over the
spending of its budget. Generally it is the scarcer discretionary funds that flow
through the purchase of service programs cited above.

Another example of service purchase, in this case primarily the income mainte-
nance service, is the Aid to Families with Dependent Children program which relies
heavily on Federal funds but is operated through state and local agencies. This is
part of the larger "uncontrollable" segment of the Health, Education and Welfare
budget and hence has r -ofound consequences for the orderly and effective operation
of the overall system.

An important point with respect to income maintenance in general is'that it
provides an indirect means for the government to purchase other types of services,
with the discretion of what other services are purchased for the handicapped youth
left to the recipient of the income maintenance funds. In actuality, income mainte-
nance is an intermediate or instrumental service that is subsequently convertible
into medical treatment, personal care, recreation, and any number of other ulti-
mately consumable services. However, this mechanism has inherent serious system
deficiencies. Questions such as, "How many of what kinds of services does the
population actually use?" and "What do those services really cost?" have been
rendered virtually unanswerable because of the method by which income mainte-
nance is delivered.") Also, given the poor quality of publicly available information
on who supplies what services at what cost, with what benefit, how can a hand-
icapped youth's family intelligently decide what services to purchase? Income
maintenance is a notably large example of a service not provided by agencies
primarily concerned with handicapped children. Therefore eventual demand for
specific, handicap-related services is known less well than it could be; consequently,
control over the supply of those services diminishes.

Regulation of Those Providing Services

Regulation involves three conceptually different but related clusteis of mech-
S .isms, which depend heavily on the collection and analyses of information about

1° When, for example, we discuss "Title XIX children" (Sec. 8), the operational result of the functional
problem manifests itself in terms of not knowing (1) how many recipients are handicapped, (2) what the
handicapping conGitions are for those who are afflicted, (3) what the total amount and cost of all services
received are, and (4) generally, how well the services received are "doing the job." Program planning and
operational control under such a situation are extremely difficult. Thus this problem is not unique to
income maintenance.
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the system: licensing, certifying, and auditing may be considered as one such Luster;
program coordination activities, through all levels of government, may be taken as
another; and rulings by the courts as still another.

Licensing, Certification, and Auditing. The licensing of individuals and
facilities who provide services is a prime direct means by which governments insure
the delivery of products with minimal standard quality. Contributing to the overall
effectiveness of service are state and local licensing of special schools and homes used
by children in the special education and personal care services; Food and Drug
Administration licensing of drugs used in the medical treatment service; and local
and national peer review boards that license and certify individuals who provide
specialized training and education services.

Certification is ordinarily carried out on behalf of the government by tested and
qualified members of professional skill groups, e.g., medical certification boards,
education certifying bodies, and so forth. For example, the National Bureau of
Standards has recently expanded its activities into the area of sensory aids and some
prosthetics, assessing and implicitly certifying the quality, utility, and general
"worth" of most commercially available hearing aids.

Auditing, taken narrowly to mean fiscal accountability, is ordinarily done by
private firms and individuals who have at some prior time been "certified" to carry
out this responsibility. It is also done on a larger scale and with a broader intent by
representatives of the U.S. General Accounting Office, and personnel within Federal
departments.

Licensing, certifying, and auditing, taken together, represent a "high-lever-
age," low-cost functional mechanism for influencing the system serving handicapped
children and youth.

Program Coordination Activities. Such is not the case, however, for pro-
gram coordination activities, and data and information management deficiencies
are at the root of the problem. Poorly coordinated or uncoordinated service provision
is a common theme running throughout this report on the system serving hand-
icapped children and youth. The problem is chronic and stems from program frag-
mentation and from the lack of information (about all services, programs, and
activities affecting the lives of the handicapped) organized in comparable accounting
formats to allow comparisons at various levels of comprehensiveness and aggrega-
tion. One operational implication of this functional deficiency is captured by Mi-
chael Marge:"

But when such information is not available, it is hoped we will be forgiven
when we turn, as did the soothsayers of old, to our crystal ball to foretell the
future.

The problem is recognized and potential solutions have been offered;12 but the
problem persists, has not been satisfactorily resolved and, as a result, the effective-
ness of delivery for a number of our identified services is diminished.

" When the article was written from which this citation is taken, Michael Marge was the Director,
Program Planning and Evaluation, Bureau of Education for the Handicapped, U.S. Office of Education.
Michael Marge, "Planning and Evaluation for the Future," Exceptional Children, Vol. 34, March 1968,
pp. 505-508, quote at p. &08.

" Among these solutionu, PPBS (Program Planning ant. Budgeting Systems), Program Planning and
Evaluation, and Management Information Systems often play a major role. See, for example, David
Novick (ed.), Program Budgeting, Harvard University Press, Cambridge, Massachusetts, 1965; and F. J.
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Court Rulings. Court rulings can also have great significance vis -a -vis the
operation of programs for handicapped youth. For example, recent court rulings in
Pennsylvania and other states have been aimed at guaranteeing each handicapped
youth the right to an education.

Investment in Manpower and Facilities

Investment contributes generally to the supply of services, such as those iden-
tified, in terms of increasing the available stock of qualified humans" and suitable
facilities." Accounting for the impacts of these investments is hard enough," and
trying to link the investment function directly with ea,;:h of our other handicapped
youth services is even more challenging. Major service areas in which a more or less
direct connection to investment may be made include medical treatment, education,
special training, and sensory aids/equipment. In the service area of educations for
instance, there is a well developed, empirically based literature that concentrates
on that connection." The impacts of investment on other services are not as well
researched and kno.vn, although this represents one of those underdeveloped and
exploitable areas we noted earlier."

Research, Development, and the Dissemination of New Information

Another functional mechanism, whose impact on the specified services is hard
to assess but which figures prominently as being both underdeveloped and exploita-
ble, is the creation and dissemination of information. This is accomplished through
research and development, but also includes the dissemination of information on the
delivery of services to those operating direct service programs and to the consumer.

The connections between new knowledge and societal change have been consid-

Lyden and E. G. Miller (eds.), Planning Programming Budgeting: A Systems Approach to Management,
Markham, Chicago, 1967, especially Part IV, pp. 163-262, for general comments on the first "solution";
Edward Suchman, "A Model for Research and Evaluation on Rehabilitation," in M. B. Sussman (ed.),
Sociology and Rehabilitation, American Sociological Association, New York, 1966, pp. 52-70; and A. J.
Kahn, Studies in Social Planning and Policy, Russell Sage Foundation, New York, 1969, for pertinent
comments on the second. The area of management information systems has a large literature and the
new Medicaid Management Information System and several othsr less comprehensive, more special
purpose systems are embryonic efforts to coordinate activities at the DHEW level.

" G. S. Becker, Human Capital, National Bureau of Economic Research, New York, 1964, pp. 94,
.117-124, 128 is one standard source.

14 Robert Dorfman (ed.), Measuring Benefits of Government Investments, The Brookings Institution,
Washington, D.C.. 1965, has a number of directly relevant pieces and is a generally good source of
information on this matter.

Bureau of the Budget, Measuring Productivity of Federal Government Organizations, 1964, gets at
the assessment of investment in the public sector services issue. Political and economic discounting
problems abound.

1" Jerry Miner, Serial and Economic Factors in Spending for Public Education, Syracuse University
Press, Syracuse, New York, 1963; and 0. A. Davis, "Empirical Evidence of Political Influence upon the
Expenditure Policies of Public Schools," in Julius Mfirgolis (ed.), The Public Economy of Urban Communi-
ties, Johns Hopkins University Press, Baltimore, 1965, are only two such examples.

" What are the operational time lags between periods at which investments in various human and
supporting facilities are made and the points of return for each of the services of direct interest to those
responsible for handicapped children? How do those time differentials compare with the time frames used
by responsible authorities? What are the discount rates? These and a long list of related questions would
serve as the basis of any concerted investigations in this area.
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ered extensively elsewhere," and mainly involve the development phases of the
R&D function's and the coordinative aspects of the service regulation function."
James S. Coleman and several colleagues executed an empirical investigation of
information brokerage done in the context of the creation and diffusion of new drugs
among medical specialists.'

Unmet needs must be sensed, and that primarily concerns the information
collection and processing aspect of the research and development and, to a lesser
extent, the coordinative aspects of the regulative functions. However, that these
functions are underdeveloped and have not worked well in the past is attested to by
numerous demonstrations and disturbances carried out by those whose needs are
apparently not being met."

The research and development mechanism accounts for slightly more than 8
percent of the Federal resources currently expended on handicapped children, and
it operates both to create new knowledge, which in turn may improve individual
services (either in their supply or their quality)," and to learn about the operation
of the system, which may lead to improvements in system effectiveness and efficien-
cy." Besides activities recognized as research per se, this function includes demon-
strations," experiments," and "seed money' projects (i.e., one-time provision of
resources designed to induce continuing support from third parties). Of these, ex-
periments bear closer consideration.

Experiments allow different alternatives to be tested in a relative, realistic
setting but at a small fraction of the cost of changing an entire ongoing system."
Such experiments have great and obvious appeal, but only recently have any signifi-

" J. L. Walker, "The Diffusion of Innovations Among the American States," American Political
Science Review, Vol. 63, No. 3, September 1969, pp. 880-899; and O. D. Brewer, "On Innovation, Social
Change and Reality," Technological Forecasting and Social Change, Vol. 5, No. 1, 1973.

" Elihu Katz et al., "Traditions of Research in the Diffusion of Innovations," American Sociological
Review, 1963, pp. 237-252; and G. F. Fairweather, Methods for Experimental Social Innovation, John
Wiley, New York, 1968.

" Harold Wilensky, Organizational Intelligence: Knowledge and Policy in Government and Industry,
Basic Books, New York, 1967.

" J. S. Coleman et al., "The Diffusion of an Innovation Among Physicians," Sociometry, Vol. 20,
December 1957, pp. 253-270.

22 Herbert Kaufman explains this well in his "Administrative Decentralization and Political Power,"
Public Administration Review. Vol. 29, January/February 1969, pp. 3-14. See also J. Q. Wilson, "The
Strategy of Protest," Journal of Conflict Resolution, Vol. 3, September 1961, pp. 291-303, for a related
assessment of the effectiveness with which unmet needs are being sensed and what specific groups of
citizens are doing about it.

23 For example, with respect to the income maintenance service, see L. L. Orr, R. G. Hollister, M.
Lefcowitz, and K. Hester (eds.), Income Maintenance: Interdisciplinary Approaches to Research, Mark-
ham, Chicago, 1971.

24 For the educational service, see C. H. Weiss (ed.), Evaluation Action Programs, Allyn and Bacon,
Boston, 1972.

25 J. W. Moss, "Research and Demonstrations," Exceptional Children, Vol. 34, March 1968, pp.
509-514, outlines the possibilities an?: the experiences for the special education services as applied directly
to handicapped children.

26 The commonly read piece by D. T. Campbell, "Reforms as Experiments," American Psychologist,
Vol. 24, April 1969, pp. 409-429, provides a good general elaboration of the concept. A specific example
of the connection between the R&D functional mechanism "experimentation" and the-fipecific service
"vocational training" is H. J. Meyer and E. F. Borgatta, An Experiment in Mental Patiera Rehabilitation,
Russell Sage Foundation, New York, 1959.

" For a discussion of the relationship between the experimentation mechanism and medical treat-
ment, see W. J. Horvath, "The Systems Approach to the National Health Problem," Management Science,
Vol. 12, 1966, pp. B391-B395.
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cant ones been carried out. Experimentation seems to have a strong "growth"
potential within the relatively underdeveloped R&D functional mechanism.

RATIONALES

Rationalesthe underlying reasons used to explain and justify the creation and
existence of the functional mechanisms and the services they producevary widely
in number, degree of ambiguity, and means of articulation. These rationales and
their characteristic arguments may be simplified intt. 5ve general types: (1) resource
redistribution, (2) economies of scale, (3) internalization of externalities, (4) control
and responsiveness, and (5) stimulation.

In short, we are considering questions such as, "What reasons are generally
given for providing certain services in a location and not other services?" and "What
general rationales are routinely employed to support what kinds of producing mech-
anisms?"

Redistribution of Resources

Redistributive rationales underlie many specific forms taken by the Federal
"purchase of service through state agencies." Increasing the number and kinds of
social goods and services, such as those provided to handicapped children and youth,
is tied by taxing strategies ofseveral sorts to redistributive reasoning." Also encoun-
tered are appeals to increase the net productivity of human capital by upgrading the
working potential of the handicapped segment of the population through direct
purchases of services and investments in manpower and facilities."

Redistributive rationales are intimately related to the functional mechanisms
of purchase of services, regulation of service providers, and investment in means of
producing services.

Rationales for redistributing resources reflect equity concerns in two distinct
ways. For individuals, the concept of narrowing income differentials, as between the
handicapped and the nonhandicapped, is easily understood and relates again mainly
to purchase of service mechanisms. Redress of governmental-institutional service
inequities, given variations in wealth among the states and localities, is a common
rationalization for formulas in grant programs characteristic of many purchase of
service mechanisms; e.g., allowances for "designated poverty areas" are greater
than for other areas, and the net effect is redistributive, based on equity considera-
tions.

Public services have long been determined and rationalized in terms of "effec-
tive demand," which roughly translates into the visible and pressing demands of

" R. A. Musgrave, The Theory of Public Finance, McGraw-Hill, New York, 1958, Chapter 5, is a
standard source detailing this point. For a more thorough technical discussion, see W. I. Gillespie, "Effect
of Public Expenditures on the Distribution of Income," in R. A. Musgrave (ed.), Essays in Fiscal Federal-
ism, The Brookings Institution, Washington, D.C., 1965.

" The relevant literature is voluminous but has been summarized in Jacob Mincer, "The Distribution
of Labor Incomes: A Survey with Special Reference to the Human Capital Approach," Journal of Econom-
ic Literature, Vol. 8, March 1970, pp. 1-27.
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those who know the service is available. As basically economic rationales have
tended to give way to moral ones, however, the idea of unmet need to justify redis-
tributing resources has gained currency. The unmet needs concept may be defined
in terms of sensingthose who are in need and then accommodatingthose individuals,
even if they cannot effectively demand service, both by broadening the scope and
improving the quality of services provided them. Accommodating unmet needs is an
underlying rationale used in many purchases of service arrangements and is basical-
ly redistributive in nature. Whereas effective demand was measurable in principle,
unmet need is far less so, with the result that assessing performance in satisfying
unmet needs is extremely difficult.3°

Financial assistance programs are related to the beneficiary's needs and re-
sources; benefits flow rather automatically once categorical eligibility is established.
Depending on who contributes and who receives benefits, income is redistributed.
Wondering from whom to whom this income is in fact redistributed, Richard Mus-
grave has speculated that it is from the middle and lower classes generally to special
categories of the lower class.3' Whatever the specific effect, financial assistance
programs are rationalized primarily on redistributive grounds.

Economies of Scale

The basic idea of scale economies is related to the relative size of units of
production, populations, and so forth.32 While many explanations of scale economies
have been advanced (including the use of nonhuman resources, the use of standard-
ized parts, the breakdown of complex processes into simpler, repetitive ones, and the
specialization of function), for our purposes we are primarily concerned with special-
ization considerations as viewed from two perspectives: those who provide services
and those who receive them.

Pt-nviding specialized training for teachers of the small population of the degf-
blind is a manpower investment function rationalized by appeal to economy of scale
arguments; it is just not as efficient nor as effective to train these few specialists in
a variety of programs in every state as it is to bring them together in a very few
locations for training. Constructing one or a few specialized state or Federal schools
for selected categories of handicapped children could be likewise rationalized; e.g.,
it is more efficient and effective to have one school staffed by specially trained
teachers providing college level education to the severely handicapped deaf than it
is to provide facilities for them in every state. Having a few such facilities enhances
regulation of service providers as well through mechanisms of licensure, certifica-
tion, and the coordination of available resources. Critical masses of scarce and
specialized research talent and equipment are also often assembled and supported
with reference to scale economy arguments.

3° Points made in this discussion have been made well in another context by Heinz Eulau, "Skill
Revolution and Consultative Commonwealth," American Political Science Review, Vol. 67, No. 1, March
1973, pp. 169.191, at p. 185.

3' R. A. Musgrave, Fiscal Systems, Yale University Press, New Haven, 1969, pp. 349-350.
" The literature on the general subject is extensive, but for two well known, representative efforts

see, for example, W. Z. Hirsch. "Determination of Public Education Expenditures," National Tax Jour.
naL Vol. 13, No. 1, March 1960; and H. E. Brazes, City Expenditures in the United States, National Bureau
of Economic Research, New York, Occasional Paper#66, 1959.
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From the perspective of service recipients, this type of rationalization is often
invoked in support of the direct provision of servicesfor instance, room and board
expenses incurred by residents in a special school.'The argument is that it would be
more expensive to serve the individual as well in a nonspecialized setting. The
argument depends on the presumption that the individual in question has some
legitimate claim to be served at all, or as wel1.33 Gallaudet College, the National
Technical Institute for the Deaf, and other specialized schools for handicapped
children are all to some degree rationalized on these grounds.

Internalization of Externalities

Many benefits of government programs are received beyond the bounds of the
political jurisdiction supporting the program. These benefits are termed "externali-
ties" from the viewpoint of the supporting jurisdiction. When the externalities are
large and of positive value, there typically will be less investment in the program
than would be socially optimal. This can be made clear by way of example. Assume
that a local school district could conduct a research program to develop a medical
and educational treatment program for autistic children that was effective in bring-
ing them back into normal society. If the cost were $1,000,000 and there were very
few autistic children in the local district, it is doubtful that the district would
proceed with the program. The local benefits would be too small when compared
with the cost. If the program were expanded nationwide, however, the research and
development costs of one million would be small compared with the potential nation-
wide benefits. If the Federal Government were to fund the research program, the
externalities as viewed by the local district would be internalized as viewed from the
national level, and the proper incentives would exist for reaching the socially op-
timum level of investment in the program. This same rationale is also used in urging
Federal Government support of training. Many states are hesitant to invest heavily
in training professional personnel (e.g., physicians, lawyers, etc.) who then often
migrate to another state. Again externalities exist that can be internalized by
broadening the political jurisdiction from the local or state level to the Federal level.

Control and Responsiveness

Arguments related to control and responsiveness rationales revolve around (1)
the maintenance of standards of service quality, (2) fair provision of services, and
(3) the appropriate level of governmental responsibility associated with the produc-
tion of services.

Quality control arguments are frequently offered in support of regulatory func-
tions. Such arguments take the following representative form: It is the job of the
Federal Government, and specifically the Food and Drug Administration, to insure
uniform minimal quality of some class of pharmaceuticals as a means of protecting
the health and safety of all citizens; or the National Bureau of Standards must assess

" However, counter-rationalizations are invoiced in support of moves to reduce or do away with
provision of service in the form of specialized schools. The argument in this case sometimes takes on the
form: Specialized schools are too expensive for the numbers they serve and hence should be abolished.
Questioned implicitly in the process is the legitimacy of claimant demands for specialized services.
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the relative performance characteristics of sensory aids. Often appeals to quality
and uniformity of standards are offered in support of manpower and facilities invest-
ments as well. And, finally, the promulgation of guidelines is often couched in
quality maintenance language.

Minorities and other special interest groups have long realized that their de-
mands are more responsively met at some levels of government than at others, and
hence a number of functions related to those demands are supported by responsive-
ness rationales. The issue of oversight, both legislative and executive,'is commonly
involved in this instance.

A variant of this responsiveness theme, and one that is more implicit than
explicit, concerns the relative "visibility" of the service budget and the related
political externalities it may create. Suppose that a particular service, such as
comprehensive recreation programs for the mentally retarded, were proposed in the
budget of some locality. As compared to the total budget, this proposed program may
be a large enough proportion to gain visibility and hence be subject to extraordinary
political scrutiny. Why should a local politician run the risk of paying a political cost
for his promotion of such a program when he has little likelihood of reaping com-
mensurate benefitsi.e., increased or at least undiminished political support? On
the other hand, taken as a proportion of the total Federal budget for the mentally
retarded or, better still, for all the handicapped, the aggregate of all such recreation
programs would probably be small enough that it would not attain "visibility," and
hence would have a greater probability of being accommodated. The illustration is
not as far fetched as it initially appears, and it goes part of the way toward answer-
ing our opening question about why some services are produced in certain places,
while others are not.

Debates about the appropriate level of responsibility to conduct or produce a
variety of services take a number of characteristic forms, all of which are essentially
concerned with control and responsiveness. For instance, one such form might be
as follows: It is the responsibility of the Federal Government to train doctors, re-
searchers, or whoever, and to conduct research and development; if the Federal
Government does not do it, then it will not get done at all. Or this alternative form
is sometimes encountered: It is the responsibility of the Federal Government to
respond to those suffering from catastrophic problems, e.g., chronic renal failure,
severe congenital heart disorder, and others; if it does not respond, then no one will.
Counterarguments exist, of course, and normally question either the premise which
legitimates a claim to service or the one that sets the level at which the overall
system should be responsive. Debate on decentralization-centralization is the stand-
ard medium for this latter issue."

Innovation: Stimulation/Diffusion

This twofold rationale for providing seed money, initial construction and
staffing funds, and disseminating information is basically that states and locales
may desire to improve the service system but (1) because of lack of start-up funds

Kaufman takes the matter up as does W. E. Moore, The Professions: Roles and Rules, Russell Sage
Foundation, New York, 1970, pp. 167ff.
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or political inertia, they have difficulty in doing so, or (2) because of lack of available
knowledge about improved ways of providing services, they cannot do so.

Rationales, being as they are arguments or appeals to marshal support or to
justify actions, take on numerous, seldom unambiguous, and lften contradictory
forms. For instance, every one of the control and responsiveness rationales common-
ly used could themselves be interpreted in terms of the rationales presented in
earlier subsections. They are nevertheless commonly used, important, and must be
taken systematically into account if our hopes are to comprehend a system as
complex as that providing services to handicapped children and youth. Table 3.1
summarizes the foregoing discussions. The table's basic message is that just as many
or more rationales exist for regulation, investment, and research and development
functional mechanisms (the relatively "underdeveloped" three) as exist for provi-
sion and purchase of services (the "well developed" two).

Table 3.1

COMMON RATIONALES RELEVANT TO FUNCTIONAL MECHANISMS

Rationales

Direct
Service
Provision

Purchase of
Services
Through
State and

Local Agencies

Regulate
Service
Providers

Investment
in Means of
Producing
Services

Research
Development and
Dissemination of

Information

Redistribute resources
Increase net pr....ductivity M M M M L
Increase eq.:.tty M H H H L

Fill unmet heeds, accom-
modation L H H li L

Economies of scale/critical
mass H - L H H

Internalized externalities
Total population benefits L L - H H

Visibility L L - L L

Control 1=4 responsiveness
Quality control - " H L -

Fair prevision L M H M L

Level of responsibility L - rt M H

Innovation: stimulation/
diffusion - H - H H

NOTE: Degree of relevance: H equals high, M equals medium, L equals low.

THE FqLICY PROCESS

A final way of visualizing the handicapped youth service system is to consider
a general sequence of events through which its policies and programs flow from
earliest initiation through ultimate termination." This short subsection defines the
policy process in a useful but not particularly novel way. It is included so that we

35 This process is not novel. It is basically the result of theoretical insights generated by H. D.
Lasswell, most recently in his A Pre-View of Policy Science, Elsevier, New York, 1971, Chapter 5.
Equivalent labels to those employed by Lasswell have been adopted for our more specific purposes.
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may refer to steps in this process later when we describe current programs for
handicapped youth, without having to stop there to define what we mean by the
policy process. Describing parts of the service system in terms of this sequence of
decisions has helped us understand the dynamics of the system and, in the next
segment of our research, may contribute to suggestions for its improvement."

Initiation/Invention

The earliest phase of the sequence begins when a given problem is initially
sensed. Once a problem is recognized, many possible means to alleviate, mitigate,
or resolve it may be explored. In this early creative phase, one comes to expect that
numerous ill-resolved and inappropriate "solutions" will be advanced. Indeed, as
much as casting about for answers, this phase concerns sharpened redefinition of the
problem. Invention refers to the fragile business of reconceptualizing a problem,
laying out a range of possible solutions, and then beginning to locate potentially
"best" choices within that range.

Estimation

Estimation concerns predetermining risks, costs, and benefits associated with
each of the various policies or solutions that emerge from the initiation/invention
phase. Calculation of the likelihoods that the various possible outcomes will occur
is largely focused on empirical-scientific and projective issues, while the imputation
of the desirability of those outcomes is more clearly biased toward normative con-
cerns." The objective of estimation is to narrow the range of plausible policy solu-
tions, by excluding the infeasible or the truly exploitative for instance, and to order
remaining options according to well defined scientific and normative criteria.38
Resource analysis, Bayesian statistics, forecasting, model construction, and an as-
sortment of other methodologies have evolved in response to the first requisite;
market research, political opinion, and other survey techniques benefit analyses,
and rarely, a priori social-ethical assessment have been used for the second. An
interesting combination of scientific and normative perspectives is inherent in
efforts to conduct systematic social experiments, an activity held to be essential by,
among others, Alice Rivlin. "[Social experimentation] must be an important federal
activity, if we are to achieve breakthroughs in social service delivery.""

" The process concept has been applied with some success in at least two specific instances to
understand why large-scale and complex systems were not performing adequately. See Martin Shubik
and G. D. Brewer, Models, Simulations and Games: A Survey, The Rand Corporation, R-1060-ARPA/RC,
May 1972; and G. D. Brewer, Politicians, Bureaucrats and the Consrilant: A Critique of Urban Problem
Solving, Basic Books, New York, 1973.

" See Philip Morse and G. E. Kimball, Methods of Operational Research, John Wiley, New York,
1950, for a fuller explanation of these important differences.

" A typical pitfall in the process is failure to examine a range of diverse interpretations, rationales,
orderings, and calculations. This requirement is obvious, but in practice cannot be stressed enough.

" Alice Rivlin, Systematic Thinking for Social Action, The Brookings Institution, Washington, D.C.,
1971, p. 120.



39

Selection

Ultimately, someone must select c:_e or a few of the "invented" and "estimated"
options, and that considerable task has traditionally been the responsibility and
province of policymakers, however that role is characterized." Narrowly circum-
scribed analysts seldom confront the problem of striking a balance between the
rational calculations done during the estimation phase and the multiple, changing,
and conflicting goals operating throughout the entire sequence. It is a problem,
among others, that is ultimately resolved by the politician, who

has to balance the myriad forces as he sees best, and the citizens judge him
only to a limited extent by his accordance with their preconceived ideas.
Rather, a great political leader is judged like a great composer; one looks to
see what he has created."

And that brings us to implementation, the means for carrying out selected policies.

Implementation

Implementation refers to executing a selected option according to a plan. As
witnessed by heightened interest and statements of concern about failures of public
policy implementation," however, it is a phase of the overall decision sequence that
is little understood, not particularly appreciated, and not well developed, or as one
distinguished group recently summarized it:43

We became increasingly bothered in the late 1960s by those aspects of the
exercise of government authority bound up with implementation. Results
achieved by the programs of that decade were widely recognized as inade-
quate. One clear source of failure emerged: political and bureaucratic as-
pects of the implementation process were, in-great measure, left outside both
the considerations of participants of government and the calculations of
formal policy analysts who assisted them. Acting through governmental
organizations existing in the midst of political cross-pressures is a necessary
feature of modern public affairs. The art has been but little developed.

It has become clear that to assess government performance, one must under-
stand the implementation mechanisms operating to generate that performance, and
one recommended approach has been to consider the incentive systems underlying
individual, collective, and institutional behavior.'' Improving governmental per-

" Bernard Crick, In Defense of Politics, Penguin, Baltimore, 1964 (rev. ed.), captures the essence of
selection. "So many problems are only resolvable politically that the politician has a special right to be
defended against the pride of the engineer or the arrogance of the technologist. Let the cobbler stick to
his last. We have a desperate need for good shoesand too many bad dreams," p. 110.

W. A. Lewis, "Planning Public Expenditures," in M. F. Millikan (ed.), National Economic Planning,
National Bureau of Economic Research, New York, 1967, pp. 201-227, quote at p. 207.

" Charles Schultze, The Politics and Economics of Public Spending, The Brookings Institution,
Washington, D.C., 1968, pp. 104-105.

" The Research Seminar on Bureaucracy, Politic', and Policy, A Report on Studies oflmplementation
in the Public Sector, Harvard University, The John F. Kennedy School of Government, Cambridge,
Massachusetts, March 1973, p. 1.

" J. S. Berke and M. W. Kirst, Federal Aid to Education: Who Benefits, Who Governs, D. C. Heath,
Lexington, Massachusetts, 1972.
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formance may depend on redesigning those underlying systems of incentives, if one
concurs with Charles Schultze's observations:45

[The failure of federal programs is] positive failurethe failure to build into
federal programs a positive set of incentives to channel the activities of
decentralized administrators and program operators toward the program
objectives.

Evaluation

Initiation/invention and estimation are primarily forward-looking, anticipato-
ry activities. Selection stresses the urgency of the present. Evaluation is backward-
looking, concerned with inquiries about system performance and individual respon-
sibility. Typical topics and questions that are reflected in the idea of evaluation
include the following: What officials and what policies and programs were successful
or unsuccessful? How can that performance be assessed and measured? Were any
criteria established to make those measurements? Who did the assessment, and
what were his purposes? To what ends was the valuation directed, and were they
accomplished?

Evaluation is a necessary phase in the decision sequence, but the incidence of
comprehensive and competent efforts in a wide variety of places is not great."
Institutionalization of evaluation can be either internalized (in- house) or external-
ized (such as by an auditing firm, a consultant, or an inspector generaD.47 Evaluation
is, or should be, a necessary input to the next and final phase of the decision
sequence.

Termination

Termination refers to the adjustment of policies and programs that have
become dysfunctional, redundant, outmoded, unnecessary, and so forth. From the
conceptual and intellectual points of view, it is not a well developed phase, but one
whose importance in current affairs must not be underrated. How, for instance, can
a policy be rationally adjusted or terminated without its having had a thorough
evaluative assessment? Who will suffer from the termination? What provisions of
redress have to be considered? What are the costs involved to the individuals affected
by the termination? Can they be met from other sources? What might be learned
in the termination process that will inform the initiation and invention of new
policies or programs in the same or related fields? The list of questions is long
indeed," but ignoring them or ignoring the fact that termination is linked intimate-
ly to the other steps in the decision sequence is both unnecessary and undesirable.

" Schultze.
" H. D. Lasswei),"Towards a Continuing Appraisal of the Impact of Law on Society," Rutgers Law

Review, Vol. 21, No. 4, Summer 1967, pp. 645-677.
" The literature on the subject is not large, but it is growing rapidly. For an overview see F. G. Caro

(ea.), Readings in Evaluation Research, Russell Sage Foundation, New York, 1971; and E. A. Suchman,
Evaluative Research, Russell Sage Foundation, New York, 1967, Chapters 1-2, 4-7, and 10.

" Insights may be gleaned from the legal profession in which termination is an established part of
contract law. Such expertise does not yet exist in other specialized fields.



4. THE ISSUE OF GOALS AND SYSTEM PERFORMANCE

To understand a system's purpose, one needs to understand its operating goals':
Where is the system heading? To measure its performance, one needs criteria2: Has
the system arrived where it was meant to go, and if not, how far off the mark is it?

As we surveyed the myriad goals or objectives of the present system serving
handicapped youth, we were struck by their multiplicity, their vagueness, the con-
tradictions between operational and stated goals, and the idealistic and absolute
nature which made some of the stated goals somewhat less than useful in the
practical selection and operation of programs.

To specify evaluation criteria for handicapped youth (or other) programs, one
must consider the goals of the overall system of services from several points of view,
including those of the affected population, those of officials responsible for formulat-
ing and executing individual policies and programs, and those of society as a whole.3
Multiple, conflicting points of view surely will exist. It is less obvious, but nonethe-
less important, that programmatic evaluations should be likewise based on multiple
performance criteria.

' Goals are categories of preferred events, whether events desired in themselves and events desired
because they are instrumental, e.g., health is desirad in itself and is preferred to illness, and productive
employment is desired as an instrumental event and is preferred to mass unemployment. See Daniel
Lerner and H. D. Lasswell (eds.), The Policy S....iences, Stanford University Press, Stanford, California,
1951, pp. 9-10.

As defined here, value refers to the worth or utility of an event rather than to the measures or
criteria on whose scale such valuation is made. Furthermore, values and criteria can be distinguished
from norms, which are rules governing behavior. Once criteria are established, the valuation of events
on those criteria provideo' the grounds for rejecting or accepting particular norms as undesirable or
desirable. In practice the major point is that values influence decisions in the selection of possible goal
events to be considered (a program's "menu" of potential goals), and in the preference ordering of these
goals. See "Concept of Value," International Encyclopedia of the Social Sciences, Macmillan, The Free
Press, New York, 1968; and K. E. Boulding, "The Ethics of Rational Choice," Management Science, Vol.
12, February 1966, pp. 161-169.

For a discussion of ways in which goal values are determined and justified, see, for example,
Abraham Kaplan, American Ethics and Public Policy, Oxford University Press, New York, 1963; see also
C. E. Lindblom, "The Handling of Norms in Policy Analysis," in Abramovitz et al., The Allocation of
Economic Resources: Essays in Honor of Bernard Francis Haley, Stanford University Press, Stanford,
California, 1959, pp. 160-179.
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GOALS AS A MULTI-FACETED PROBLEM

Let us first consider goals of the affected population. From discussions we have
had with sensorially handicapped people, we surmise that if they were to set pro-
gram service goals, such goals would be of the "greatest good for the greatest num-
ber" nature and would include concepts such as

Assurances that the needs of all handicapped persons for services such as hous-
ing, medical care, and education are adequately met; and
Assurance that each handicapped person has the opportunity to develop to the
maximum functional capability consistent with his physical or mental impair-
ment.

This position is mediated somewhat in actuality. The objective of some members of
this class of individuals would not necessarily be for the government to meet every
need and to develop every potential of each handicapped person, but rather that
somehow those needs must be met and the potential realized. This mediation of goal
can occur because many of the handicapped simultaneously want to be as self-
sufficient and self-reliant as possible." Attaining the greatest good for the greatest
number and developing social and economic independence for each handicapped
person are in this case complementary and supportive goals. In fact, these goals have
only been attainable for selected individuals because serving all handicapped per-
:::ons has required a financial commitment that our society in general has not been
willing to make. Because of resource limitations, other less costly objectives must
be considered.

The goals of officials responsible for formulating and executing individual poli-
cies and programs are reflected in the services offered within particular programs
designed to implement broad policy pronouncements. For example, one purpose of
the Federal Vocational Rehabilitation Act is ". . assisting States in rehabilitating
handicapped individuals so that they may prepare for and engage in gainful employ-
ment to the extent of their capabilities . ." Subsequent sections discuss how these
broad types of statements have been translated into actions for each pertinent class
of services currently delivered to the handicapped population. Generally, service
program goals may be consistent with the goals of an individualhandicapped person
but typically do not promise to meet the needs and develop the potentials of all
handicapped persons. Furthermore, the phrase, "subject to budget constraints," is
the key implicit or explicit qualification of nearly every service program objective.
We consider this constraint directly for each class of service.

The goals of society as a whole are fundamentally a collective ethical problem
and hence not easily determined. One might hazard a guess as to what they are by
considering governmental actions over a whole range of programs for the hand-
icapped. Congress, the Office of the President, and the Department of Health, Educa-
tion and Welfare have responsibilities so broad that all in a sense represent society's
goals by the, actions actually taken; but having made this global observation, the

At the root of this discussion is a basic concern for the quality of life led by the handicapped person:
it is a very difficult question, and one that we will consider in greater detail in our second report. For
a good introduction to the scientific problems associated with the concept, see N. C. Dalkey, Ralph Lewis,
and David Snyder, Measurement and Analysis of the Quality of Life, The Rand Corporation, RM-6228-
DOT, 1970, pp. 1-40. iq
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analyst does not have much solid information to guide his detailed evaluation
efforts. Certainly these overall societal objectives share humanitarian aspects and
resource constraints with the objectives of the handicapped population and those
providing; individual service programs. But unique and conflicting aspects of the
actual goals tend to predominate, thereby making the determination of "Society's"
valuation of goal events nearly impossible.

Tradeoffs of services across populations must be made, and the basis on which
tradeoff's are made may take extreme forms:

Minimize current public expenditureswhich implies low emphasis on expen-
sive services such as education.
Minimize total expected public expenditures over the lifetime of the hand-
icappedwhich implies high emphasis on vocational rehabilitation and preven-
tive services and considerably less emphasis on treatment and welfare.
Maximize services provided primarily to the severely handicapped and the poor
which implies a conscious discrimination against the mildly handicapped and
the non-poor.
Maximize services for the mildly handicapped to achieve greater effectiveness
per dollar expendedwhich implies discrimination of another extreme.
Maximize the number of people served for a given fixed budgetwhich implies
that those having relatively greater needs will not be served.
Minimize costs for a specified number of peoplewhich violates several desira-
ble objectives in obvious ways.

Other extreme possibilities may be described to indicate the basic dilemma of trying
to determine societal, aggregate objectives with respect to the overall handicapped
population or to the individuals comprising it. In addition there is a serious problem
with the relevant time frames and perspectives operating for various participants.
"The person or group with a time orientation toward the present [e.g!, politicians]
will have difficulty seeing the value of innoculations against disease, a future
occurrence."5 But, in contrast, the handicapped individual's orientation may span
his lifetime.

To begin working our way out of this thicket, we have concentrated on the
stated objectives of individuals responsible for formulating and executing specific
policies and programs and, for our immediate purposes, this has meant considering
President Nixon's recent public statements on the matter and carefully reviewing
former Secretary of Health, Education and Welfare, Elliott Richardson's various
public positions and adopted policies.

FEDERAL GOALS

Accounting for public positions and related policies is an important activity, for
as Geoffrey Vickers points out, "When we open our eyes to the scene around us, we
find goals already set. Policies are being implemented, institutions are in action with

S. H. King, Perceptions of Illness and Medical Practice, Russell Sage Foundation, New York, 1962,
p. 53.
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all the historical momentus of buildings and establishments. Men are in mid-career.
Budgets, even budget headings, have acquired prescriptive rights . .."

The basic thrust of many of these extant events may be summarized in current
trends: to increase the comprehensiveness of Federal activities to insure integrated
rather than fragmented service; to increase participation possibilities in formulat-
ing policies and programs; to improve accountability procedures; to be aware of
unintended consequences of individual policies and programs; to improve the struc-
turing and functioning of service-providing institutions; and to reduce personal
dependency on the government at all levels.

The concepts behind the trends were generally laid out in President Nixon's
recent message on human resources in terms of "Four Principles," which may be
summarized as follows:7

Increase individual freedom of choice through government initiatives to give
individuals a better opportunity in life.
Supply incentives and opportunities instead of providing services directly.
"Rather than stifling initiatives by trying to direct everything from Washing-
ton, Federal efforts should encourage state and local governments to make those
decisions and supply those services for which their closeness to the people best
qualifies them."
Insure ztrict fiscal responsibility to avoid inflation, recession, or tax increases.

While these are suitable general gotatements of objectives, they do not go far enough
in their detail or extent of coverage to give more than global insights into how
programs should be structured.

A key specific source of insights into the actual, operating Federal goals is
contained in Elliott Richardson's remarkable report, "Responsibility and Respon-
siveness (II)," Report on the HEW Potential for the Seventies, January 18, 1973. It
is remarkable in the sense that operating goals are clearly and concisely articulated
as are the policy changes needed to attain these goals.

Increasing comprehensiveness: "In planning and programming, our perspec-
tive must be comprehensive.. .. Integration must replace fragmentation." And,
the scope of HEW must expand, "In the conceptual direction of the President's
proposed Department of Human Resources, a direction of still greater compre-
hensiveness." (p. 10)
Increasing participation: " . the effective management of HEW is crucially
dependent upon: . . . the processes which define the relationships among people
the means openly and equitably to ensure the orderly and timely participation
in the decisionmaking process by all affected parties . ." (p. 13)
Increasing accountability: (Improving HEW management means) establishing
and improving "clear and fair accountability." (p. 13)
Increased awareness of (un)intended consequences: One presumes that this re-
fers to the sensing of externalities, both positive and negativedisseminating
and promoting the former and redressing and eliminating the latter. (Improving

Sir Geoffrey Vickers, "Who Sets the Goals of Public Health?" The Lancet, Vol. 1, March 1958, pp.
599f.

As reported in Education Daily, Vol. 6, No. 42, March 2, 1973, pp. 1-2.
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HEW management means developing) "informed and sensitive appreciation of
the consequence of intended actions." (p. 13)
Institutional reform: "... institutional reform can . .. contribute to the conser-
vation of limited resources. It can seek to assure that the agencies, organizations,
and skills that are capable of making some contribution to the protection and
development of human resources are properly deployed." (p. 21)
Foster non-dependency: "... the non-dependency goal would suggest that our
objectives should be: i. To create preventive mechanisms which identify the
likelihood of people sliding down the scale of personal freedom of choice and
reliance on others, and which remove the dangers that threaten the status of
those people. 2. To create the conditions necessary to achieve earning capacity,
self-care, and personal freedom of choice. 3. To assist those who are not self-
supporting to progress to the highest position on the scale that is within their
capability. And 4. To ensure the adequacy of income and services, qualitatively
as well as quantitatively, and the preservation of human dignity, for those who
are unable to progress up the scale."8

Because the "non-dependency" rubric subsumes so many more specific goals, it
is worth reflecting on what it might mean for policymaking, institutional structure,
and service provision. Specifically, what does it imply for clarifying objectives suffi-
ciently well that more pointed evaluations of effectiveness might be carried outr

One way of translating the non-dependency concept into operational terms
would be to list succinctly a broad range of objectives potentially implied or embed-
ded in the concept. These might take the following form:

Assurance that the needs of each handicapped person are met, and that each
has the opportunity to develop to his maximum vocational and social potential.
Effective provision of individual services that foster independence subject to
budget constraints.
Effective provision of closely related "packages" of services that foster in-
dependence, also subject to budget constraints.
Minimization of current direct costs of providing services, subject to service
obligation constraints.
Minimization of total costs of providing services over the entire lifetimes of
members of the handicapped population, subject to service obligation con-
straints.

It is important to distinguish between the ideas of equity and adequacy. Equity
refers to social choices that distribute service fairly to the population. Increasing
equity with a fixed level of resources implies providing lower levels of service to

Secretary of Health, Education and Welfare, "Planning Guidance Memorandum-1972," February
15, 1972.

An important issue associated with the concept of "non-dependency" centers on the immutable fact
that a proportion of the handicapped will never achieve anything like "normal" levels of non-dependence,
indeed the permanent dependence of the severely handicapped is not to be treated casually. Leslie
Gardner has treated this matter forthrightly. "[In the case of the severely handicapped] why continue
to press for independence: would it not be preferable to accept severe disability gracefully and to come
to terms with the inferior status (by current standards) and to work towards ... 'planned dependence?
In short, should we not educate for independenceindeed for inferior statusalthough this is against
the grain of present-day ideas of citizenship for all, with its emphasis on work for gain?" Leslie Gardner,
"Planning for Planned Dependence?" Special Education, Vol. 58, March 1969, pp. 27-30, at p. 28.
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greater numbers of the population. Adequacy refers to the availability of enough
service to meet the need; i.e., what portion of those in need receive quality services?

If the main concern is equity of service delivery, this implies certain functional
emphases in the areas of research, development, demonstrations, and experiments
to improve knowledge and to increase productivity which, in turn, make services
available to more individuals at less cost. It also implies that we must create more
comprehensive, responsive, and reliable statistical systems and a more geograph-
ically disaggregated service system to insure that the services are fairly distributed.
It also means that provisions for planning and managing the services must be
improved.

If service delivery is considered inadequate, then the problem is in some ways
harder. Its resolution implies that attention should be focused on research and
development to create services and "solutions" where none presently exist, and it
furthermore implies that the level of service resources must be increased.

CONTRADICTIONS AND OTHER PROBLEMS

There are at least five stated or observable contradictions in the objectives of
the system serving handicapped youth. In addition, there are several related,
primarily technical problems that do not appear to be easily resolved but that
impede the realization of most of these objectives.

There is no national policy for handicapped children and youth. A large portion
of the operational problem apparently occurs because there are basic contradictions
embedded in the objectives established for institutional elements comprising the
service delivery system.

There are very few service programs that benefit handicapped children and
youth that are the primary responsibility of an operational agency. Programs serv-
ing handicapped youth exist literally everywhere in the Federal Government, but
hardly anywhere are these programs the main order of business.

The objective of increased participation in decisionmaking in fact does not ap-
pear to be realized. Someone must select a single choice from the array of those
presented for a policymaker's attention, and this process inevitably results in a
forced choice when resources are limited but demands on the resources are not.
Resource choices are always being made, but with a prime operational goal being
a reduction in the overall Federal budget, apparently the number of persons par-
ticipating in the allocation of that budget has not increased.

There is a contradiction between the increasing insistence on individual free-
dom and the parallel trend toward ever more complex forms of social intervention."'

The objective of insuring equality of opportunity does not seem to be realized
with respect to the handicapped, any more than it does for other disadvantaged
groups in our society."

1° This is a major theme in Gunnar Myrdal, Beyond the Welfare State, Yale University Press, New
Haven, Connecticut, 1959, pp. 99-102. It is considered in some detail in Jerald Hage and Michael Aiken,
"Relationship of Centralization to other Structural Properties," Administrative Science Quarterly, Vol.
2, 1967, pp. 72-92.

" The matter is not novel and has in fact been the source of unending reports, studies, books, and
entreaties. See D. C. Marsh, The Future of the Welfare State, Penguin, Baltimore, 1964, for an overall
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Not only are there fundamental contradictions evident in some of the very
global objectives posited for handicapped individuals, but there are naturally result-
ant problems in measuring progress toward those relatively general objectives.

It is safe to say that we require multiple measures and criteria for assessing
system objectives. We need them to avoid cheating, suboptimization, and efforts to
"beat the system."" More importantly, we need basic information before those
multiple measures may even be utilized."

Because we are dealing with a variety of service objectives, it is useful to consid-
er one set of simple dimensions along which several of the stated objectives might
be measured, all the while taking the information deficiency point into account. We
have developed four dimensions and have created criteria to measure programs on
each of them: (1) effects on the individual handicapped person, (2) future economic
effects, (3) current resource consumption, and (4) equity. These dimensions permit
one to make comparative judgme .ts from several viewpoints without getting bogged
down in arguments over which objective is "best."" In fact, it is quite conceivable
that similar policy recommendations might flow from analyses using different objec-
tives, i.e., the so-called "dominant choice." Our subsequent report will present data
on a spectrum of criteria described in Sec. 11, and the reader may assign his own
weights to each criterion to suit his own objectives.

These are hard matters to understand and resolve. At a minimum, one should
be made aware of what it means to pursue each of the stated objectives to something
like its logical conclusion before deciding definitely on a particular allocation of
resources. It may very well turn out that the objective may not be attainable or it
may cost a great deal in terms of other, more feasible objectives foregone in the
bargain.

view; and see J. S. Coleman et al., Equality of Educational Opportunity, U.S. Department of Health,
Education and Welfare, Office of Education, 1966, for a more detailed and well known statement.

12 Alice Rivlin has spoken about these practices with notable frankness in Systematic Thinking for
Social Action, The Brookings Institution, Washington, D.C., 1971, pp. 126-130.

'3 On the information deficiency problem, see E. B. Sheldon and W. E. Moore (eds.), Indicators of
Social Change: Concepts and Measurements, Russell Sage Foundation, New York, 1968; Mancur Olson,
Toward a Social Report, U.S. Department of Health, Education and Welfare, 1969; and Daniel Bell, "A
Social Report in Practice," The Public Interest, No. 15, Spring 1969, pp. 98-105, where this essential
statement concludes the paper: "The nation must decide which objectives should have the higher priori-
ties, and choose the most efficient programa for attaining these objectives. Social reporting cannot make
the hard choices the nation must make any easier, but ultimately it can help to ensure that they are not
made in ignorance of the nation's needs." P. 105.

" Two standard works detail what is involved in this issue: S. B. Chase (ed.), Problems in Public
Expenditure Analysis, The Brookings Institution, Washington, D.C., 1968; and Robert Dorfman (ed.),
Measuring Benefits of Government Investments, The Brookings Institution, Washington, D.C., 1965.



PART 2

CURRENT SERVICE POLICY

This part of the report presents current policy, programs, and problems of
service to handicapped youth by major types of agencies in the system, with a section
devoted to each one: vocational services, education, welfare, health, health research,
and mental health and retardation. The beginning of each section presents a short
overview for all programs within the generic type of agency.



5. VOCATIONAL SERVICES TO HANDICAPPED YOUTH

This section first summarizes Federal and state programs of vocational services
to handicapped youth. Next, a detailed description of the Federal role and program
objectives is presented, followed by information on handicapped youth served by the
vocational rehabilitation (VR) agencies. Then, employment services provided by
other agencies and a survey of the state vocational rehabilitation agencies are
described.

OVERVIEW AND SUMMARY

Vocational rehabilitation and employment programs in the United States are
designed to return physically and mentally handicapped persons to gainful employ-
ment, which may include family work, sheltered employment, or gainful home-
bound work. In 1970, the programs assisted over 100,000 physically or mentally
handicapped youth under age 22. The Vocational Rehabilitation program provided
a comprehensive set of services through state agencies for 101,000 handicapped
youth whose cases were closed in 1970. Seventy-seven percent of those youth accept-
ed for vocational rehabilitation services were rehabilitated. The total expenditure
for VR and other employment services for youth in FY 1972 was an estimated
$202,254,000, of which Federal and state shares were 83 and 17 percent, respective-
ly.

Table 5.1 shows a breakdown of the expenditures for the three major programs:
Vocational Rehabilitation, the Committee on Employment for the Handicapped,
and Employment Services. Over 75 percent of the expenditures are for the basic
State-Federal Vocational Rehabilitation Program that provides a wide variety of
services to individuals through state agencies. Data shown in Table 5.2 indicate that
the most prevalent types of handicapped youth given vocational services are those
with mental retardation (29,654 or 29 percent), mental illness (24,032 or 24 percent),
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orthopedic impairments or absence of extremities (16,465 or 16 percent), and other
health impairments such as cardiac, respiratory, and digestive disorders (15,987 or
16 percent).

Federal involvement in civilian vocational rehabilitation began in 1920 with a
50:50 matching grant program to states to provide vocational training, counseling,
prosthetics and placement services to physically handicapped persons. Since then,
the Federal role has expanded markedly ED that now the Federal Government funds
80 percent of the basic VR program; supports service to all types of physically or
mentally disabled persons with a substantial handicap to employment but with
"high" vocational potential; allows provision of virtually any service that a client
might need; supports research, the construction of physical plants, and the training

Table 5.1

SUMMARY OF ESTIMATED TOTAL EXPENDITURES ON VOCATIONAL
SERVICES TO YOUTH AGED 0-21, FY 1972

Federal Expenditures

Federal administration of VR services $ 1,705,000
VR research and demonstration 6,700,000
Training VR personnel 6,925,000
Construction and improvement of VR facilities (1971) 9820,000
Grants to states for basic VR programa 124,943,000
Special VR service projects 13,900,000
Presidential Committee on Employment for Handicapped 152,000
Employment services 3,750,000

Total $167,895,000

State Expenditures

Construction and improvement of VR facilities (1971) $ 2,264,000
Basic VR program (1971) 31,759,000
Special VR service projects 336,000

Total $ 34,359,000

Total Federal and State Expenditures 4202,254,000

SOURCE: See subsection, "Current Vocational Rehabilitation Pro-
grams," in this section for data sources and estimation methods.

a
Exclusive of funds for construction and improvement of VR facili-

ties.

of professional personnel; and gives special attention to the needs of low-incidence
population groups. Step by step, the evolution of Federal assistance in VR can be
interpreted as one of perceiving the unmet needs of disabled persons, and providing
otherwise unavailable funds to help meet those needs.

Although the Federal Government provides the greatest share of funding for
VR programs, the state role is also a major one because states operate the VR
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agencies, subject to Federal guidelines. And state personnel directly provide certain
services such as counseling and placement, but contract with vendors for 'other
services such as medical and occupational training.

Since available detailed statistics on the VR program were not disaggregated by
client age, it was necessary for us to analyze data from individual client reports
(DHEW Form RSA-300Case Service Reports). The following summary data were
compiled at The Rand Corporation for age 0-21 clients and referrals whose cases
were closed in FY 1970. The states had 184,068 youth referrals, of which 55 percent
were accepted for service, and 77 percent of these were rehabilitated. Nearly all
young clients were between 14 and 21, nearly two-thirds were male, four-fifths were
white, and the median grade completed was 11. The majority of applicants were
supported by their family or friends, and only 9 percent received public assistance.

The largest single source of referrals to the program was the school system; only
15 percent were not referred by someone connected with a public or private service
agency. Only 5 percent of those not accepted were reportedly referred elsewhere by
VR personnel. The number of successful rehabilitations per 100,000 general popula-
tion aged 14-21 averaged 260 but ranged from less than 100 in some states to over
500 in others. Referrals accepted varied across states, from 46 to 70 percent, as did
the success rate for those accepted, from 46 percent in one state to 90 percent in
another. The relative emphasis on different types of handicaps also varied considera-
bly across the states.

Of youth referred for VR services, only 11 percent were rejected as unqualified
to receive service. The most frequent reasons for not accepting youth were that they
refused service; or were unable to be located or contacted or had moved; or failed
to cooperate. Of reasons that youth accepted into the program were not rehabilitat-
ed, the most prevalent were that they could not be located, contacted or had moved.

For successful clients, only 11 percent were working during the week preceding
referral. Average weekly earnings at closure were $76. The estimated annualized
earnings of all rehabilitated youth rose from $20,637,000 at referral to $279,851,000
at closure. A subsequent Rand report will analyze in depth the costs and benefits of
this program.

The average times from referral to acceptance and closure were 6 and 21
months, respectively. Three-quarters of the rehabilitated youth received job train-
ing, one-third received physical or mental restorative services, slightly less than
one-third received income assistance, and one-third received other services.

Total expenditures averaged $1300 per person served, or $1687 per person
rehabilitated. The average total expenditures per youth rehabilitated varied across
the states from $803 to $4500. Expenditures by type of handicap varied from $1356
per mentally ill youth vocationally rehabilitated to $6514 per blind youth rehabili-
tated.

In addition to the basic VR program, there are four major vocationally-oriented
programs: Committees on Employment of the Handicapped that promote employ-
ment opportunties for the physically and mentally handicapped population; a Civil
Service program aimed at increased Federal employment of the handicapped; a
vending stand program in government buildings for visually impaired persons; and
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the Employmemt Service Agencies that offer counseling and job placement refer-
rals.

In our survey of state vocational rehabilitation agencies, problems in the pre-
sent system cited most often were insufficient funds; inadequate coordination among
different agencies providing services to handicapped persons; tardiness and un-
predictability of Federal funding levels; and the very few attempts made to reach
out and locate persons needing vocational services.

In summary, we have five principal observations on vocational services for
handicapped youth.

1. The program for older youth offers a very comprehensive package of services
and appears generally successful in meeting the objective of gainful employment.

2. It is not surprising, but nonetheless worth emphasizing, that many authori-
ties feel that present service funding levels are inadequate, and that more hand-
icapped could be successfully served if budgets were increased. Funds directly sup-
porting professional personnel training and facilities construction also are low in
relation to the need.

3. VR program data are the best available for any federally supported program
serving handicapped youth. The utility of the data in understanding and comparing
various state programs would be increased, however, if the statistics presented were
more disaggregated. More programmatic analysis of these data might also help to
explain reasons for variations in success rates and other significant differences
across state agencies and to identify excellent program elements that could profita-
bly be disseminated.

4. Inequities in the level of service to the client, in the fraction of the popula-
tion served, and in the different types of handicaps treated exist across states.

5. The issue of "creaming" of referrals, in which some counselors reportedly
select the least handicapped (as opposed to the severely handicapped) to increase the
number of successful clients, is an important one that needs further attention and
investigation.

ROLES AND GOALS 1

The Changing FedeTal Role in Vocational Rehabilitation

Initial Federal involvement in vocational rehabilitation occurred in 1917 with
services provided to disabled World War I veterans. Civilian disabled were first

' Historical information in this section is complied from the following sources: U.S. Congress, Senate,
Committee on Labor and Public Welfare, Rehabilitation Act of 1972, 92d Cong., 2d seas., S. Report
92-1135, September 20, 1972; U.S. Department of Health, Education and Welfare, An Introduction to the
Vocational Rehabilitation Process, Vocational Rehabilitation Administration, Report 68-32, July 1967;
U.S. Department of Health, Education and Welfare, Statistical History: Federal-State Program of Voca-
tional Rehabilitation, 1920-1969, Rehabilitation Services Administration Report, June 1970; U.S. Depart-
ment of Health, Education and Welfare, Caseload Statistics: State Vocational Rehabilitation Agencies:
1971, Social and Rehabilitation Service, DHEW Publication No. (SRS) 72-25401, December 1971; and U.S.
Department of Health, Education and Welfare, State Vocational Rehabilitation Agency: Program Data,
FY 1971, Social and Rehabilitation Service, DHEW Publication No. (SRS) 72-25016, March 1972.
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included in 1920 under the Smith-Fess Act, which provided Federal grant-in-aid
programs to states for vocational training, counseling, prosthetics, and placement
services for physically handicapped persons. States received funds according to
population on a 50:50 matching basis. Preferential employment opportunities were
given to blind persons in 1936 when the Randolph-Sheppard Act permitted licensing
of vending stands to them in Federal buildings or federally sponsored buildings.

The Federal role increased significantly in 1943: (1) to include persons who were
mentally ill or mentally retarded; (2) to accept separate state agencies for the
visually handicapped into the program; and (3) to provide "any services necessary
to render a disabled individual fit to engage in a remunerative occupation."2 Under
(3), the most significant new provisions included were medical, surgical, and other
physical restoration services.

In 1954,3 the Federal role was again expanded. Besides helping states pay for
VR services to disabled persons, the Federal Government would help train service
personnel, alter or expand rehabilitation facilities and workshops, and extend
rehabilitation knowledge through research and demonstration grants. The financ-
ing provisions were also modified so that both the state's population and its per
capita income were considered in the allocation formula. The Federal share varied
from 50 to 70 percent, and averaged about 60 percent of the total of Federal plus
state expenditures. Federal funding of up to 75 percent was made available to
encourage state program improvement and extension to disability groups and geo-
graphic locales not being adequately served.

The Vocational Rehabilitation Act Amendments of 1965 increased the Federal
share of funding to 75 percent; allowed a person to receive services for a short time
(up to 18 months in some cases) while his employment potential was evaluated;
prohibited states from using economic-need tests in deciding whether to give diag-
nostic, counseling, and placement services; provided funds for constructing new
facilities and workshops; and extended from 2 to 4 years the length of time a person
could receive professional training assistance.

In 1967, provision was made for a National Center for Deaf -Blind Youth and
Adults; and services were extended to migratory agricultural workers. Services were
expanded to include follow-up after placement, and families of disabled persons
could be served under the 1968 Amendments.* In addition, the Federal share of
funding increased to 80 percent in 1968. A major amendment passed, but has never
been funded, that allows for vocational evaluation and work adjustment services to
persons who are disadvantaged (but not necessarily physically or mentally disabled)
"by reason of their youth or advanced age, low educational attainments, ethnic or
cultural factors, prison or delinquency records, or other conditions that constitute
a barrier to employment."

In summary, the present Federal role in vocational rehabilitation is a dominant
one and has expanded in five dimensions over the last 50 years:

The Federal Government provides 80 percent of the Federal-state total funding.
It supports service to all types of physically or mentally disabled individuals

P.L. 78.113, 1943 Amendments to Social Security Act of 1935.
P.L. 83-565, 1954 Amendments to Social Security Act of 1935.
P.L. 90-341, 1968 Amendments to Vocational Rehabilitation Act.
Section 15 3f Vocational Rehabilitation Act, as amended.
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with a substantial handicap to employment but with "high" vocational potential
(i.e., in practice as of 1972, it does not include the most severely disabled).
It allows the provision of virtually any service that a client might need.
It makes funds available for research, demonstration projects, physical plant
construction, and service personnel training.
It gives special attention to the needs of low-incidence population groups, such
as the deaf-blind, which might not be effectively met on a state basis.

The Federal rehabilitation role at present does not include

Service to physically or mentally disabled persons who have very low vocational
success potential.
Direct provision of services to individuals.
Outreach programs that attempt to locate all disabled persons who might ben-
efit from vocational rehabilitation services.

Viewed over the half century, the Federal role seems to have been consistently
updated to better insure disabled persons a "right to work." Step by step, its role can
be interpreted as one of perceiving the unmet needs of disabled persons, and pro-
viding otherwise unavailable funds to help meet those needs by closing gaps in types
of services offered to help achieve vocational success; gaps in types of disability
served; and gaps in R&D, facilities, and service personnel.

In addition to the VR program, the Federal Government is active in promoting
employment of the handicapped through the Presidential Committee on Employ-
ment of the Handicapped, Civil Service Commission efforts to place handicapped
persons in Federal Government jobs, and funding of state Employment Service
Agencies.

Proposed Rehabilitation Act of 197.;

The Act that Congress passed but that the President vetoed in late 1972 and
again in early 1973 provided for continuing, revising, and expanding the existing
vocational rehabilitation program. One prime revision earmarked 15 percent of all
appropriations for the basic program as supplementary funds to increase services
to the severely handicapped. In addition, the proposed legislation would have sub-
stantially enlarged program goals by removing the restriction that the rehabilita-
tion be strictly vocationally oriented. Thi would have significantly changed the
group of people eligible for services. The proposed Act stipulated that up to 10
percent of the service funds could be spent on severely handicapped persons to
enable them to live and function more independently and self-sufficiently even if a
realistic vocational goal could not be established. However, rehabilitation funds
could not be expended on handicapped persons without vocational potential until
maximum effort was made to obtain full or partial funding for needed services from
other Federal, state, and local service programs.

Under this Act, the VR program would also have provided for special categori-
cal funds for Centers for Spinal Cord Injury', Centers for Low Achieving Deaf in-

U.S. Sena le Report 92-1135.
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dividuals, services to deaf-blind and older blind person::, projects for migratory
agricultural workers, and grants for services to persons with end-stage renal disease.
The Centers for Spinal Cord Injury would be set up regionally for research, demon-
stration, and the direct provision of services to individuals. A few of these centers
would be established to test the potential effectiveness of a nationwide network of
spinal cord injury service centers. The Rehabilitation Centers for the Deaf would be
for training and service improvement demonstration and would serve only those
beyond school age. The single Deaf-Blind Center would develop and disseminate
information on better techniques of serving that population.

Organizationally, the proposed Act would have established a mandatory "om-
budsman" system in each state to seek to resolve applicant and client complaints.
It would also have established an Office of the Handicapped in the Office of the
Secretary of Health, Education and Welfare to plan, review, evaluate, and coordi-
nate programs for the handicapped and to collect and disseminate information. To
permit more efficient state program planning, the Act recommended advanced Fed-
eral funding.

The State Role in Vocational Rehabilitation

States operate and directly provide VR services. They contribute up to 20 per-
cent of all funds expended, and operate within broad guidelines set up by the Federal
Rehabilitation Services Administration.' The state rehabilitation agencies tailor
their programs within the guidelines to suit local situations. While state personnel
directly provide certain services to individuals such as diagnostic evaluation, coun-
seling, rehabilitation planning, and placement, private vendors under state contract
often perform other services such as medical/surgical treatment, physical restora-
tive and vocational training.

The State-Fede:al Vocational Rehabilitation Program is "designed to return
physically and/or mentally handicapped persons to gainful employment and mean-
ingful lives. . . . The (FY 1973) goal is to serve 1,195,000 disabled individuals, of which
253,000 will be public assistance recipients. . .. This 253,000 represents approxi-
mately 85 percent of the disabled public assistance recipients who could benefit from
rehabilitation services under the present state of the art. . . . An estimated 326,000
individuals will be rehabilitated into gainful employment, of which 66,000 will be
public assistance recipients."

The program is strictly vocational, and physically or mentally handicapped
persons may be provided "any goods and services necessary to renaer [them] fit to
engage in a gainful occupation.. . ." The handicapped person served, however, must
have a "substantial handicap to employment, which is of such a nature that voca-
tional rehabilitation services may reasonably be expected to render him fit to engage
in a gainful occupation, including a gainful occupation that is more consistent with
his abilities and capabilities."9That is, he must need the services and have reasonable

For rules and regulations, see the Federal Register: Vocational Rehabilitation Programs and Activi-
L:es. Vol. 34, No. 200, October 1969.

" U.S. Department of Health, Education and Welfare, Justifications of Appropriation Estimates for
Committee on AppropriationsFY 1973, Vol. VI (hereafter cited as Justifications 4,T Appropriation Esti-
mates).

° Federal Register.
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potential to benefit from them. H6 may also be served to evaluate his rehabilitation
potential. The term gainful occupation is interpreted broadly to include "employ-
ment in the competitive labor market; practice of a profession; farm or family work
. . .; sheltered employment; and home industries or other gainful homebound
work."9

Other objectives of Federal rehabilitation programs in the states include in-
creasing the knowledge of rehabilitation techniques and their application, and in-
creasing the supply of manpower and facilities for serving the disabled.

As far as we could determine during our interviews, the objectives used in
practice are consistent with the officially stated objectives. Several people indicated,
however, that rehabilitation counselors and state administrators tend to try to
maximize the number of succec-sful rehabilitations. This tendency, known as
"creaming," supposedly emphasizes the acceptance and service of less severely voca-
tionally handicapped persons and persons needing the least costly services. It also
supposedly emphasizes selection of occupations in which training and placement is
relatively easy. Examples of increasing the number of reported successes at low cost
would be to provide a pair of eyeglasses or a hernia operation to an employed
applicant and then send him back to his current job: On the whole, however, VR
objectives are clearly stated and seem to be well understood and adhered to in the
states.

Models, Functions, and Rationales

The Federal role in rehabilitation is best characterized in terms of our Controll-
ership Model, described in Sec. 3, because individual states are responsible for
providing rehabilitation services under strong Federal guidelines and primarily
with Federal funds.

It appears, however, that current Presidential InitiativeS in revenue sharing
are aimed at redefining the Federal role in domestic programs to give more authori-
ty and responsibility to states and localities. While that initiative has not been
applied to vocational rehabilitation as yet, the Federal role in VR is clearly a strong
one that might be lessened. If the current Federal role were to be shifted by moving
toward our Model III, Special Revenue Sharing, Plus, then the Federal guidelines
under which the states function would be considerably reduced in number and
specificity. Such a hypothetical shift to increased state authority and responsibility,
because the states currently have direct responsibility for operating the program of
service to individuals, should not cause wrenching discontinuities or extensive hard-
ships. In fact, there may be good reason not to select VR for the initial phases of
revenue sharing on the grounds that the Federal-state balance of authority and
responsibility is not currently tipped excessively to favor the Federal component and
could therefore easily be left to some future date for fine-tuning and attention.
Granted, there are problems with the present Model II Controllership style of oper-
ations; e.g., it is difficult to weigh all contingencies confronting the local and state
service delivery agencies from the Federal level, and it is no mean feat to devise
programs that will support both the equitable and efficient delivery of services as
well as Federal policy objectives to the greatest extent possible. But the VR compo-
nent of the handicapped system, as compared with several other components that
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we report on, appears to be functioning adequately and could be left for the time
being while other, less adequate programs are given needed attention.

The Federal functions of providing research and development resources, "seed
money," demonstrations, and data standardization and collection are all reasonably
well developed. Twenty Special Centers and 16 Regional Research Institutes are
currently fulfilling the R&D and demonstration functions in ways noted later in this
section. And we were most favorably impressed by the quality and quantity of VR
data that the Federaf Government collected from all the states; of all the programs
we considered, the VR data are the best available in allowing comprehensivz, pro-
gram evaluations. These data allow some additional measure of control over all
rehabilitation programs. The control mechanism has been indirectly stressed
through the Form RSA-300 data collection procedures; comprehensive program
evaluations using these data are a rather underdeveloped but potentially important
phenomenon.'

The rationales most routinely used to explain the Federal rehabilitation role
are the provision of otherwise unavailable resources, the needed stimulation of new
devices and rehabilitation techniques, and the need for a balance wheel redressing
fiscal inequities among the states in their ability to provide services.

CURRENT VOCATIONAL REHABILITATION PROGRAMS

Characteristics of the State-Federal Program in FY 1970 "

S:%-qistics of the Rehabilitation Services Administration are not disaggregated
in dec., di by client age; therefore, to obtain an accurate, in-depth picture of youth
services, we conducted a computer-based analysis of data from case service reports
on each individual client. That Rand analysis is the source of all data on 1970 clients
under age 22 presented in the tables in this section. The latest data available for
research use were for FY 1970. Since the program structure and goals did not change
markedly from 1970 to 1972, these FY 1970 data should provide a reasonably accu-
rate picture of the current program if allowance is made for increased funding
levels. This subsection presents the 1970 program and client characteristics, fol-
lowed by an overview of 1972 data on vocational rehabilitation, training rehabilita-
tion personnel and construction of facilities, and research on rehabilitation.

Youth Caseload, FY 1970 Closures. Of a total of 184,068 persons aged 0-21

'° For a description of various studies that are under way or nave been recently completed using the
RSA-300 data, see "Previous Studies and Data Availability," subsection in this section.

" Data presented on persons under age 22 have been computed at The Rand Corporation from FY
1970 "Case Service Reports," DHEW Form RSA-300, submitted by states on each individual applicant
at the time of case closure, and from a 1972 Rand Corporation Survey of state VR Agencies. Population
data are from the 1970 U.S. Census of Population. Data )n VR clients of all ages are drawn from the
following U.S. Department of Health, Education and Welfare publications: Caseload StatisticsState VR
Agencies-1971; Justifications of Appropriation Estimates; State Vocational Rehabilitation Agency Pm-
gram DataFY 1971; Statistical HistoryLFederal-State Program of Vocational Rehabilitation, 1920-
1969; and several issues of Statistical Notes, Rehabilitation Services Administration publication series.
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who were referred or applied for VR services in FY 1970, 101,015 (55 percent) were
accepted and of these 77,816 (77 percent) were successfully rehabilitated."

Table 5.3 shows caseloads and success rates by state. Note the considerable
variation across states in the number of successful rehabilitations per 100,000 popu-
lation aged 14-21, the relevant age range of youth in the VR program. For example,
the national average is 260 per 100,000, but Oregon and California successfully serve
less than 100 youth per 100,000, whereas Oklahoma and South Carolina successfully
serve over 500 per 100,000. Also note that the acceptance rate varies by state from
46 percent in several states to 70 percent in Connecticut, and the success rate per
youth accepted varies across states from 46 percent in Nevada to 90 percent in
Indiana. Various hypotheses can be formulated to explain these differences, and
testing of such hypotheses in subsequent research should yield important policy
implications.

The emphasis on youth in the state programs ranges from 10 percent of
rehabilitations of all ages in the 0-21 age group in Arkansas to 60 percent in Indiana.
Of course, these numbers must be considered with the knowledge that some states
Night be serving more difficult cases on the average than others; but despite statisti-
cal difficulties, the data indicate significant differences in the programs across states.
And the differences cannot all be attributed to statistical fluctuation. They suggest
differences in program effectiveness as well as geographic inequity across states in
the fraction of handicapped youth served.

Our analysis indicates that national summary data should be presented in
enough detail by type and severity of handicapped client so that a clearer picture
of each state program's successes is available. The overall total number of successful-
ly rehabilitated clients can be very misleading and could be improved by disaggrega-
tion. In -depth studies, beyond the scope of this project, are needed to analyze the
most effective state programs and to disseminate this information to states with less
effective programs. Changes in program rules and regulations are one method of
attempting to correct the geographic and age inequities in the proportion of youth
served.

Table 5.4 shows clients by type of handicap. Although program objectives are
clearly defined, handicapping conditions are not, permitting states to exercise a
great deal of judgment and making comparison across states difficult. Note that
mental and physical impairments each account for about half of the youth served.
Mental illness and retardation each account for about one-quarter of those accepted,
while orthopedic and other health impairments each account for about one-sixth of
those accepted.

Looking in more detail at the client breakdown by handicap leads to interesting
questions such as why, of the total accepted with some visual problems, less than
one-fourth qualify as legally blind. One partial answer is that most people with some
visual impairment are not legally blind; i.e., over one and one-quarter million people
who are unable to read normal newspaper print even with eyeglasses are not legally
blind, while the total number of legally blind persons in the United States is approxi-
mately 400,000. Another possible explanation is the creaming process mentioned
earlier.

12 That is, both the client and employer gave a favorable employment prognosis after a month on the
job. Data describe FY 1970 case closures only. Thus, data such as expenditures for active cases not closed
during that year are excluded; however, data on expenditures for the FY 1970 closures include expendi-
tures incurred in previous years if the case was open prior to FY 1970.
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Table 5.3

VOCATIONAL REHABILITATION YOUTH CASELOAD BY STATE, FY 1970 CLOSURES

State

Youth Aged 0-21

Referred Accepted Rehabilitated

Number
Rehabilitated
per 100,000
Population
Aged 14-21

Rehabilitated
as Percent
of all Ages
Rehabilitated

Accepted
as Percent
of Referred

Rehabilitated
as Percent
of Accepted

U.S. Total 184,068 101,015 77,816 260 29.5 55 77

Alabama 3,048 2,024 1,487 278 24 66 73
Alaska 371 200 105 216 29 54 53
Arizona 1,334 624 461 170 30 47 74
Arkansas 1,230 817 547 193 10 66 67
California 10,775 5,007 2,745 94 19 46 5:.$

Colorado 2,231 1,391 1,007 286 35 62 72
Connecticut 1,976 1,377 1,079 260 41 70 78
Delaware 434 252 165 205 23 58 65
D.C. 2,359 1,210 917 825 28 51 76
Florida 9,800 4,506 3,239 355 27 46 72
Georgia 6,531 3,770 2,902 408 26 58 77
Hawaii 707 425 238 194 37 60 56
Idaho 660 342 285 252 40 52 B3
Illinois 8,479 4,622 4,116 262 34 55 89
Indiana 3,397 1,764 1,591 204 60 52 90
Iowa 4,184 2,442 1,937 462 47 58 79
Kansas 1,202 777 510 148 35 65 66
Kentucky 4,045 2,408 1,992 404 23 60 83
Louisiana 4,286 2,765 2,162 364 42 65 78
Maine 712 333 247 169 36 47 74
Maryland 5,142 3,067 2,404 426 31 60 78
Massachusetts 3,825 2,070 1,630 200 39 54 79
Michigan 6,577 4,568 3,296 243 40 69 72
Minnesota 3,638 1,716 1,498 260 33 47 87
Mississippi 2,362 1,078 847 334 26 46 79
Missouri 7,025 3,248 2,473 369 38 46 76
Montana 701 375 315 292 35 53 84
Nebraska 1,349 842 652 292 46 62 77
Nevada 507 249 114 176 21 49 46
New Hampshire 386 209 143 134 33 54 68
New Jerseya
New Mexico 1,041 520 303 185 38 50 58
New York 8,843 5,349 3,830 156 36 60 72
North Carolina 7,328 3,359 3,006 363 27 46 89
North Dakota 651 422 371 367 21 65 88
Ohio 7,508 4,002 3,115 197 38 53 78
Oklahoma 4,479 2,534 1,994 524 31 57 79
Oregon 1,060 622 291 93 15 59 47
Pennsylvania 15,346 7,758 5,835 351 31 51 75
Rhode Island 1,381 828 704 494 37 60 85
South Carolina 4,611 2,574 2,269 513 26 56 88
South Dakota 716 396 338 315 52 55 85
Tennessee 3,545 2,037 1,752 296 12 57 86
Texas 7,548 4,689 3,616 209 26 62 77
Utah 1,535 966 790 436 40 63 82
Vermont 332 187 134 193 28 56 72
Virginia 6,884 3,846 3,126 435 33 56 81
Washington 2,905 1,437 1,008 193 39 49 70
West Virginia 2,699 1,368 1,118 423 18 51 82
Wisconsin 5,681 3,338 2,897 434 32 59 88
Wyoming 418 232 158 311 32 56 68

aData not available.
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Since at least two-thirds of those accepted in each handicap group are success-
fully rehabilitated, it appears that the states have developed fairly good methods of
screening out applicants with the lowest rehabilitation potential. The applicant
rejection rate is 45 percent for reasons discussed later.

Comparing the incidence of various impairments in VR clients and in the U.S.
population, as estimated by the U.S. Bureau of Education for the Handicapped
(BEH1,13 is interesting but difficult to interpret because neither VR nor BEH defini-
tions of handicapping conditions are clear, and because a physical impairment (e.g.,
slight speech impairment) may not constitute a significant vocational impairment.
BEH estimated that 53 percent of the aged 5-19 handicapped population have a
mental handicap (23 percent retarded, 20 percent emotionally disturbed, and 10
percent learning disabled), whereas about 50 percent of clients aged 14-21 under VR
agency auspices have a mental impairment. The tabulation below compares BEH
percentages of the total youth handicapped population and VR percentages of cli-
ents served, by various impairments. These comparisons suggest that the VR agen-
cies are placing a relatively heavy emphasis on serving visual, orthopedic, and other
health impaired youth.

Handicap

Visual impairments

BEH

1.0

VR

7.2

Hard of hearing 5.0 2.1

Deaf 0.8 2.6

Speech impairments 35.1 1.8
Crippled or other health impairments 5.0 34.4

Illustrative comparisons of all youths rehabilitated in FY 1970 with rehabilita-
tions of all ages are shown below. Mental illness, exclusive of alcoholism and drug
addiction, was about the same for youth as it was for clients of all ages.

Percent of VR
Rehabilitations

Handicap Age 0-21 All Ages

Visual impairments 7.2 8.8
Hearing impairments 4.7 5.6
Orthopedic impairments 17.4 21.5
Other health impairments 17.0 21.8
Mental retardation 29.4 11.8

Table 5.5 shows the number of youth successfully rehabilitated per 100,000
population aged 14-21 in each state by type of handicap. Some agencies, like Mon-
tana's, place heavy emphasis on orthopedically or other health impaired youth,
whereas others such as the District of Columbia's primarily serve the mentally
handicapped.

As we stated earlier, while there are undoubtedly differences in incidence rates
of various handicapped conditions by state, the differences cannot be nearly as great

1' Incidence levels were derived by BEH from a number of sources. See U.S. Bureau of Education for
the Handicapped, Rationale for Estimates of Handicapped Children and National Manpower Needs,
October 1971.
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Table 5.5

SUCCESSFULLY REHABILITATED YOUTH PER 100,000 POPULATION: VARIOUS HANDICAP GROUPS
BY STATE, FY 1970

State .1 Blind
Partially
Sighted

Other
Visual
Impair-
ments

Deaf,
Unable
to Talk

Deaf.
Able
to Talk

Hart of
Hearing

Ortho-
pedic

Impair-
ments

Mental
Health

Mental
Retar-
dation

Other
Health
Impair-
ments Speech

Other

Impair-
ments

Total
All
Handl-
caps

U.S. totals
Number in
this handicap
group 249 964 4,443 900 1,081 1,672 13,520 15,974 22,862 13,249 1,378 1,524 77,816

Percent in
this handicap
group 0.3 1.2 5.7 1.2 1.4 2.1 17.4 20.5 29.4 17.0 1.8 2.0 100.0

Rate per
100,000 popu-
lation age
14-21 1 3 15 3 4 5 45 53 75 44 5 5 260

Alabama 0.7 4 16 2 2 5 52 39 87 57 6 4 216
Alaska 0.0 6 18 2 8 6 28 47 66 23 2 8 278
Arizona 0.7 2 2 3 3 1 14 54 75 12 1 3 170
Arkansas 0.7 4 6 3 2 7 42 32 38 50 3 6 193
California 0.9 2 3 3 3 1 14 26 27 11 1 3 93

Colorado 1.1 4 13 3 5 3 62 66 89 28 3 8 286
Connecticut 1.4 8 3 1 3 2 21 129 68 14 3 8 260
Delaware 0.0 5 12 1 3 5 31 63 32 40 6 4 205
D.C. 0.9 6 33 5 5 6 41 313 247 119 7 41 825

Florida 0.3 3 16 3 3 6 40 95 118 58 6 7 355

Georgia 0.8 4 21 2 3 4 51 74 152 82 5 6 408

Hawaii 0.8 3 3 4 2 4 20 37 60 52 2 5 194

Idaho 0.0 2 17 4 7 12 86 11 36 73 2 4 252

Illinois 0.8 3 15 4 6 7 43 68 63 46 4 2 262

Indiana 0.3 2 21 4 4 6 69 8 32 46 8 1 204

Iowa 0.4 3 25 7 7 12 92 114 106 79 10 6 462

Kansas 1.7 2 4 1 4 3 46 23 34 17 3 4 148

Kentucky 1.4 2 22 3 4 9 67 87 95 71 6 28 404

Louisiana 0.4 5 38 1 2 17 120 34 73 63 8 7 364

Maine 0.0 4 10 6 4 0 35 37 42 24 1 3 169

Maryland 2.0 4 23 4 6 9 38 106 137 75 8 11 426

Massachusetts 0.0 4 11 2 5 4 41 34 56 38 2 2 200

Michigan 1.4 3 16 3 8 7 54 23 77 39 7 4 243

Minnesota 1.0 2 3 1 2 6 49 59 89 42 4 2 260

Mississippi 0.8 3 14 2 3 5 48 17 88 44 3 1 334

Missouri 0.4 3 22 5 4 10 61 50 158 41 3 7 1o9
Montana 0.9 2 27 ! 10 11 99 19 43 58 8 8 292

Nebraska 0.4 4 16 0 6 5 50 74 72 39 5 6 292

Nevada 0.0 0 6 3 3 5 18 56 51 29 2 3 176

New Hampshire 0.0 8 6 0 1 2 25 25 44 17 3 1 134

New Jerseyb
New Mexico 1.2 5 4 4 6 2 45 22 68 23 2 3 185

New York 2.2 .2 6 5 4 4 30 23 44 31 2 4 156

North Carolina 0.6 5 24 5 3 4 40 53 150 66 7 4 363

North Dakota 1.0 3 18 3 3 7 105 79 69 54 13 13 367

Ohio 0.6 4 13 4 6 4 37 33 51 33 5 5 197

Oklahoma 0.8 3 30 3 4 9 154 110 77 108 11 11 524

Oregon 0.6 3 4 1 2 1 12 29 26 10 1 2 93

Pennsylvania 0.2 3 32 2 2 13 53 72 79 83 9 2 351

Rhode Island 1.4 4 30 5 5 11 55 197 79 76 14 18 494

South Carolina 0.0 2 18 1 5 5 58 100 215 93 7 9 513

South Dakota 0.9 3 27 5 6 8 97 29 44 76 15 3 315

Tennessee 0.2 5 15 4 2 7 59 50 92 50 7 1 296

Texas 0.5 3 17 3 2 4 27 35 89 25 3 2 209

Utah 1.1 5 it 9 3 9 61 192 10! 38 3 6 436

Vermont 0.0 0 2 4 6 1 23 26 99 20 3 7 193

Virginia 0.4 .3 10 2 3 6 43 118 158 80 7 4 435

Washington 0.4 2 4 3 3 4 34 63 54 22 2 3 193

West Virginia 1.1 6 31 7 1 14 70 36 80 14 13 17 423

Wisconsin 0.9 3 15 4 3 7 69 137 127 4 5 18 434

Wyoming 0.0 0 22 0 12 10 77 98 28 47 6 10 311

estate figures are rate per 100,000 population aged 14-21.

besot available.
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as the differences states report in the proportion of VR youth clients that they treat
with various handicaps. For example, Indiana rehabilitates 8 youths with mental
health impairment per 100,000 population in the 14-21 age range, while the District
of Columbia rehabilitates 313. Arizona and California each rehabilitate 14 or-
thopedically impaired youth per 100,000, while Oklahoma succeeds with 154. Tak-
ing all handicaps as a group, Oregon and California rehabilitate 93 youth per
100,000, while the District of Columbia rehabilitates 825.

According to the 1970 U.S. Census of Population, approximately 4,000,000
youth reach age 14 each year. Applying the BEH estimates of handicap incidence
rates in the population aged 5 to 19 means that approximately 400,000 additional
handicapped youth enter the eligible age range for VR services annually. It is the
vocationally impaired fraction of 400,000 that the VR program should serve if it is
to fill the need on a continuing basis. Our analysis of client data reported to the
Federal Government indicates that the state VR agencies in 1970 had 46 percent
of 400,000 referred to them, accepted about 25 percent (101,015) of that number, and
successfully rehabilitated 77,816. Since we have no reliable estimate of the total
youthful handicapped who are vocationally impaired, we cannot reliably estimate
the unmet need. As we discuss later, however, the greatest proportion of those not
accepted for service are not rejected for lack of a physical, mental, or vocational
handicap, but for other reasons. Thus, it is reasonable to assume that significantly
more than 25 percent of handicapped youth can benefit from vocational services.

Source of Referrals. Nearly all FY 1970 case closures reported the source of
the client referral. Table 5.6 shows that the largest single source of referrals is the

Table 5.6

SOURCE OF YOUTH REFERRAL TO STATE VR AGENCIES,
FY 1970 CLOSURES

Referral Source Not Accepted
Not

Rehabilitated Rehabilitated

Educational institutions 38.7 35.1 46.9
Elementary or high school 34.2 26.0 38.6
School for handicapped 1.8 4.7 4.8
Other educational institutions 2.7 2.4 3.5

Hospitals and sanatoriums 5.3 11.4 6.8

Health organizations and agencies 4.1 5.1 5.0

Welfare agencies 7.8 6.4 5.0

Other public organizations and
agencies 25.5 25.5 16.0

Correctional or court agency 7.0 15.7 6.7
Employment service 6.1 4.5 4.5
Other public 12.4 5.3 4.8

Other private organizations and
agencies 1.0 0.8 0.9

Individuals 17,6, 15.7 19.4
Self-referred person 5.3 4.1 5.7
Physician 2.5 2.9 4.2
Other individual 9.8 8.7 9.5

Total 100.0 100.0 100.0
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school system, which accounts for about 40 percent of the total. The health system
refers only a small proportionless than 15 percent. Also note that only about 15
percent of the youth were self-referred or came because of referral by some individu-
al who was not connected with the public or private system serving the handicapped.

Referral Destination. Of youth referred or applying to VR agencies, only 5
percent of those not accepted are reported as being referred elsewhere by VR person-
nel. If this low figure indicates that VR personnel are not offering referral guidance
to youth they do not accept for service, then a great opportunity exists for improving
the quality of "direction" services at very low cost. Data in Table 5.7 indicate that
youth are most often referred to educational institutions (22 percent) or to other
public agencies (for example, of the 39 percent going to other public organizations
and agencies 13 percent are sent to the employment service).

Table 5.7

AGENCIES YOUTH REFERRED TO BY VR AGENCIES, FY 1970 CLOSURES

Referral to: Percent

Educational institutions 22

Hospitals and sanatoriums 4

Health organizations and agencies 13

Welfare agencies 16

Other public organizations and agencies 39

Other private organizations and agencies 2

Individuals 4

Total 100

Outcomes of Referrals to VR Agencies. Although 45 percent of referred
youth aged 0-21 are not accepted into the VR program, only 5 percent are rejected
as having no disabling condition, only 4 percent have no vocational handicap, and
only 2 percent have too severe a handicap or an unfavorable medical prognosis. As
Table 5.8 shows, the most frequent reasons for nonacceptance are that the youth
refused the services (13 percent); the agency was unable to locate or contact the
referred youth or he had moved (8 percent); or the youth failed to cooperate (6
percent). The significant point is that most unaccepted youth are not reported to be
unqualified to receive service but are not served for other reasons.

Reasons Youth Not Rehabilitated. Of all closures not rehabilitated in FY
1970, fully one-third of the youth could not beqlocated or contacted or had moved.
The next two most prevalent reasons were refusal of services or failure to cooperate.
Only 9 percent reportedly failed because of too seuere a handicap or an unfavorable.
medical prognosis. Table 5.9 documents reasons for closures not rehabilitated from
an extended evaluation status (10 percent), before services began (33 percent), and
after services were initiated (57 percent).

Age, Sex, and Race. Nearly all VR agency clients are 14 or older. As shown
in Table 5.10, the mode of the age distribution is 16-19, near the end of the formal
schooling age range. Table 5.11 contains the age breakdown by type of handicap.
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Table 5.8

OUTCOMES OF REFERRING YOUTH TO VR AGENCIES

Percent
Referred

Accepted 52
Extended 6- or 12-month evaluation 3

Not accepted 45
Unable to locate or contact, or moved .... 8
Handicap too severe or unfavorable
medical prognosis 2

Youth refused services 13
Death <1
Client institutionalized <1

Transfer to another agency <1
Failure to cooperate 6
No disabling condition 5
Na vocational handicap 4

Other, or reason not given 6

Total 100

Table 5.9

REASONS YOUTH NOT REHABILITATED IN VR PROGRAM

Reason

Percent of Closures:

Percent of
Total Closures
Not Rehabilitated

From
Evaluation

Status

Before
Rehabilitation
Services Began

After
Rehabilitation
Services Began

Unable to locate or contact, moved 2 10 21 33
Handicap too severe, or unfavorable

medical prognosis 2 2 5 9

Youth refused services 2 10 8 20

Death 0 1 2 3

Client institutionalized 1 2 4 7

Transfer to another agency 0 0 1 1

Failure to cooperate 1 5 9 15
No disabling condition 0 0 0 0

No vocational handicap 0 o 0

Other, or reason not given 2 5 13

Total 10 338 57 1001

aRows and columns do not total precisely due to rounding.
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Table 5.10

PERCENT OF VR CLIENTS BY AGE GROUP, FY 1970 CLOSURES

Outcome

Age Group Total

0-210-13 14-15 16-17 18-19 20-21

Not accepted 1.4 7.3 33.4 34.6 23.3 100
Not rehabilitated 1.8 10.7 33.2 31.4 22.9 100
Rehabilitated 1.3 7.4 34.5 34.8 22.0 100

Table 5.11

PERCENT OF REHABILITATED CLIENTS BY AGE AND
HANDICAP GROUPS, FY 1970 CLOSURES

Age Grcup

Handicap Group 0-13 14-15 16-17 18-19 20-21

Blind 1.2 10.7 46.4 21.4 20.2
Partially sighted 3.2 7.8 32.6 33.7 22.7
Other visual impairments 1.4 2.6 34.7 39.7 21.6
Deaf, unable to talk 1.4 7.6 28.7 40.1 22.1
Deaf, able to talk 1.6 3.8 31.7 40.0 22.9
Hard of hearing 2.0 3.5 34.8 38.1 21.6
Orthopedic impairment or

absence of extremities 1.7 1.6 28.8 41.0 26.7
Mental illness 0.8 7.4 12.0 32.1 27.7
Mental retardation 1.1 16.1 43.5 27.1 12.2
Other health impairments 1.5 1.5 1.0 40.4 26.6
Speech impairments 1.7 2.8 34.6 44.5 16.4
Other imj..irments 1.4 3.6 44.5 29.8

Total 1.3 7.4 34.5 34.8 22.0

Of youth referred or applying for vocational rehabilitation, 38 percent were
female and 62 percent were male. The percentage breakdown is the same for those
successfully rehabilitated.

Of youth successfully rehabilitated, 81 percent were Caucasian and 18 percent
were Negro; 78 percent and 21 percent of all referrals or applicants were Caucasian
and Negro, respe&ively. For comparison, t..-!:3 1970 Census of Population indicated
that 87 percent of the United States population was Caucasian.

Education. Table 5.12 gives the distribution of educational achievement by
levels of VR clients. Excluding those from Mental Retardation classes, the median
grade completed was 11 for both FY 1970 referrals and for those served but not
rehabilitated, while the median grade completed for those successfully rehabilitated
was 12. Employer's use of the high school diploma as a job prerequisite may partially
explain the higher success rate with those who completed the twelfth grade.

Secondary Disabilities. In addition to prime disabling conditions, 20 percent
of the youth accepted for VR services had a secondary disabling condition. Table 5.13
shows that these secondary conditions were most often an orthopedic, mental
health, mental retardation, or other health impairment.
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Table 5.12

PERCENT OF YOUNG VR CLIENTS BY EDUCATIONAL LEVELS,
FY 1970

Highest
Grade

Completed
Not

Accepted
Not

Rehabilitated Rehabilitated

0-6 10 3 2

7-9 17 20 12

10-11 27 21 19

12 28 22 31

13-20 4 3 5

MR ciassa 14 31 31

Total 7,00 100 100

aMental retardation class.

Table 5.13

PERCENT OF YOUNG VR CLIENTS WITH SECONDARY DISABILITIES
FY 1970 CLOSURES

S.acondary Disability Group
Not

Rehabilitated Rehabilitated

Blind <1 <1

Partially sighted <1

Other visual impairments 2 2

Deaf, unable to talk <1 <1

Deaf, able to talk <1 <1

Hard of hearing <1 1

Orthopedic impairments or
absence of extremities 3 2

Mental illness 4 3

Mental retardation 3 2

Other health impairments 5 6

Speech impairments 1 1

Other impairments 2 1

No secondary disability 80 81

Total 100 100

Source of Arplicant Support. As would be expected, considering that we
are studying youth, over two-thirds report family and friends as their prime source
of support. Seven percent of those accepted for service are primarily self-supporting
from current earnings, interest, dividends, or rental income. Table 5.14 indicates the
distribution of sources of support.

Monthly Family Income. The median monthly income for families of youth
referred to state VR agencies is approximately $300. As shown in Table 5.15,, howev-
er, nearly one-third had less than $150 per month and only 17 percent had over $600
per month.



69

Table 5.14

PERCENT OF YOUNG VR APPLICANTS BY SOURCE OF SUPPORT, FY 1970

---

Primary Source of Support
Not

Accepted
Not

Rehabilitated Rehabilitated

Current earnings, interest,
dividends, rent 17 5 8

Family and fiends 70 66 77
Private relief agency <1 <1 <1
Public assistance, at least
partly with Federal funds 5 6 4

Public assistance without
Federal funds 1 1 <1

Public institution, tax
supported 5 19 8

workmen's Compensation <1 <1 <1
Social Security Disability

Insurance <1 <1 <1
Other disability, sickness,

survivors, or age retire-
ment (except private in-
surance); unemployment
insurance benefits 1 1 1

Aznuity and other non-
disability insurance
benefits (private in-
surance) <1 <1 <1

Disability or sickness bene-
fits (private insurance);
savings; other sources <1 <1 <1

Total 100 100 100

Table 5.15

PERCENT OF YOUNG VR APPLICANTS BY MONTHLY
FAMILY INCOME, FY 1970

Income Range
Not

Accepted
Not

Rehabilitated Rehabilitated

$ 0-149 30 34 21
150-199 6 6 7

200-249 8 8 9

250-299 6 6 7

300-349 7 8 9

350-399 5 5 6

400-449 8 7 9

450-499 4 4 5

' 500=599 8 7 9

600 and over 18 15 18

Total 100 100 100
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Clients on Public ABsistanee. Only 9 percent of all youth referred for VR
services were receiving public assistance at referral. Less than 2 percent of referrals
received Aid to the Blind or to the Permanently and Totally Disabled. As shown in
Table 5.16, the most frequent type of public assistance received was Aid to Families
with Dependent Children. As indicated earlier, these youth are generally supported
by family funds rather than by welfare funds. At closure, only 3 percent of successful
rehabilitants need public assistance. While the VR youth program does reduce
current welfare costs somewhat, the most significant reduction should be in future
public assistance after the youth becomes an adult and may not be supported by his
family.

Table 5.16

PERCENT OP YOUTH IN PUBLIC ASSISTANCE CATEGORIES,
FY 1970 CLOSURES

Public Assistance Category

Not receiving Public Assistance
Aid to the Blind
Aid to Peraanently and Totally

Disabled
Aid to Families with Dependent

Children only
General Assistance only
AFDC in combination with other

types
Any other combination of above

types
Type unknown
Public Assistance received between
YR referral and closure only

At Time of
At Time of Referral Closure

Not Not Not
Accepts:, Rehab Rehab Rehab Rehab

91 89 92 93 97
<1 <1 <1 <1 <1

1 1 1 2 <1

5 6

1

<1

2 1

<1 <1

Cl <l <1

1 2 2

0 0 0

3 1

1 <1

<1 <1

<1 <1

<1 <1

cl

Total 100 100 100 100 100

Client Status, Social Security Disability Insurance. As shown in Table
5.17, approximately 2 percent of the FY 1970 young VR closures were allowed SSDI
benefits.

Client Earnings and Work Status. For successfully rehabilitated youth in
FY 1970, only 11 percent worked during the week preceding referral, as compared
to 100 percent at closure. In addition, average reported weekly earnings for those
working at referral were only $51, while average reported earnings at closure were
$76.14 The average earnings of rehabilitated VR clients of all ages was also
$76. Tables 5.18 and provide detailed breakdowns of the work status categories
and earnings for youth not accepted and not rehabilitated. In contrast, the median

14 These figures exclude those working as homemakers, unpaid family workers, aid a few who did
not report any earnings.
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Table 5.17

PERCENT OF YOUTH IN SSDI STATUS CATEGORIES, FY 1970 CLOSURES

Social Security Disability
Insurance Status

At Time of Referral
At Time of
Closure

Not
Accepted

Not
Rehab Rehab

Not
Rehab Rehab

Not an applicant 87 96 97 94 98

Applicant, allowed benefits
Applicant, denied benefits
Application pending

2

2

1

2

<1
1

1

<1 'to.

1

2

<1
<1

1

<1
<1

Unknown 7 <1 <1 2 <1

Benefits discontinued or terminated <1 <1 <1 <1 <1

Total 100 100 100 100 100

Table 5.18

PERCENT OF YOUTH IN VARIOUS WORK STATUS CATEGORIES,
FY 1970 CLOSURES

Work Status Category

At Time of Referral
At Time of
Closure

Not
Accepted

Not
Rehab Rehab

Not
Rehab Rehab

Competitive labor market 12 5 10 8 87

Sheltered workshop <1 <1 <1 <1 4

Self-employed., <1 <1 <1 <1 <1

State agency managed
business enterprise <1 <1 <1 <1 <1

Homemaker 1 1 1 2 7

Unpaid family worker <1 <1 <1 1 2

Not working, student 41 39 48 17 0

Not working, other 45 54 40 71 0

Trainee or worker (nov,-
competitive labor
market) 1 1 I 1 0

Total 100 100 100 100 100

Table 5.19

AVERAGE WEEKLY EARNINGS OF VR CLIENTS UNDER AGE 22,
FY 1970 CLOSURES

Category

Arsrage Weekly Earrings

At Referral IAt Closure

Not accepted
Not rehabilitated
Rehabilitated

$57

$49

$51

$67
$76
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May 1970 weekly earnings of salaried workers aged 16 to 24 was $88 and $112 for
females and males, respectively."

In aggregate terms, the estimated total annualized earnings based on weekly
earnings of all rehabilitated youth rose from $20,637,000 at time of referral to
$279,851,000 at time of closure.

Services Provided to Youth. All VR clients receive some services directly
from the state agency's rehabilitation counselors, such as vocational planning, coun-
seling, and job placement. In addition, most receive one or more specialized services
for individuals:16

Diagnostic and evaluationincluding transportation, hospital and professional
fees for medical, psychological, and vocational diagnostic and evaluation
services to determine eligibility or scope of other services needed.
Restorativemedical or medically-related services to correct or substantially
modify a physical or mental condition.
Trainingincluding training materials, tools and equipment; training in a col-
lege, university, high school or elementary school, business school, vocational
school; or on-the-job and training in personal and vocational adjustment.
Income Maintenancebasic living expenses, if necessary.
Service to other family membersservices that contribute substantially to
rehabilitation of the handicapped youth,
Other servicesincluding reader or interpreter services, occupational tools and
equipment, initial stocks, licenses or transportation.

Table 5.20 shows the percentage of young VR clients receiving each of the above
class of services. The youth who are not rehabilitated receive fewer services on the
average, primarily because one-third of their cases are closed before any services are
given. Nearly all clients receive diagnostic and evaluatil'a services, but less than 33
percent require physical or mental restorative ser:ices. Seventy-six percent of those
rehabilitated receive training, while only 56 percent of those not rehabilitated are
trained. Less than 30 percent need incmne maintenance while receiving other VR
services, and only 2 to 3 percent of the youths' families receive special services. The
mix of services delivered to rehabilitated VR clients of all ages differs from the mix
delivered to youth, since nearly half of all clients receive restoration, while only 47
percent of all clients receive training.

Time Spent in Program. The average time between referral of youth and
acceptance for service is 6 months. The average time from acceptance to closure is
15 months, for a total of 21 months: average time from referral to case closure.

Expenditures for Youth VR in FY 1970. Estimated expenditures for per-
sons aged 0-21 under the State-Federal VR Program in FY 1970 were $131,305,000.
This figure translates into $1300 per youth served, $1687 per youth successfully
rehabilitated, and $6.49 for each person aged 14-21 in the United States in 1970.
Table 5.21 shows the expenditure rates across states; for example, Maryland and
Utah spend less than $800 per youth rehabilitated, while Alaska spends more thatl

" M. P. Flaim and N. Peters, "Usual Weekly Earnings of American Workers," Monthly Labor Review,
Vol. 95, No. 3, March 1972, p. 30.

16 See U.S. Department of Health, Education and Welfare, Vocational Rehabilitation Manual,
"Statistical Reporting Procedures," Chap. 13, July 1969.
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Table 5.21

ESTIMATED EXPENDITURES FOR YOUTH VR BY STATE, FY 1970 CLOSURES

State

Total Cost
of ServiceL

(000)

Service Cost
as Percent
of Total

Expendituresa

Estimated
Total

71xpendituresb
(000)

Average Expenditures
Expenditures
per Total

Accepted Rehabilitated
Population
Aged 14-21

U.S. total $73,531 56 $131,305 $1,300 $1,687 $ 6.49

Alabama 2,290 55 4,164 2,057 2,800 7.78
Alaska 180 3$ 474 2,370 4,514 9.74
Arizona 623 52 1,198 1,920 2,599 4.42

Arkansas 846 72 1,175 1,438 2,148 4.15

California 2,795 52 5,375 1,073 1,958 1.84
Colorado 1,182 64 1,847 1,328 1,834 5.25
Connecticut 1,006 50 2,012 1,461 1,865 4.85

Delaware 172 30 573 2,274 3,473 7.12

D.C. 387 35 1,106 914 1,206 8.22

Florida 2,254 48 4,696 1,042 1,450 5.15
Georgia 1,928 67 2,878 763 992 4.04

Hawaii 250 45 556 1,308 2,336 4.54

Idaho 171 47 364 1,064 1,277 3.22

Illinois 4,324 63 6,863 1,485 1,667 4.36

Indiana 1,302 69 1,887 1,070 1,186 2.41

Iowa 1,371 50 2,742 1,123 1,416 6.54

Kansas 384 54 711 915 1,394 2.05

Kentucky 1,107 49 2,259 938 1,134 4.51

Louisiana 2,118 67 3,161 1,143 1,462 5.39

Maine 340 60 567 1,703 2,296 3.88

Marylbnd 647 35 1.,849 603 769 3.27

Massachusetts 2,399 68 3,528 1,704 2,164 4.32

Michigan 2,138 45 4,751 1,040 1,441 3.50

Minnesota 907 51 1,778 1,036 1,187 3.09

Mississippi 976 43 2,270 2,106 3,188 6.28

Missouri 2,320 58 4,172 1,284 1,687 6.22

Montana 259 67 387 1,032 1,229 3.58 .

Nebraska 582 57 1,021 1,213 1,566 4.57

Nevada 96 29 331 1,329 2,904 5.10

New Hampshire 140 54 259 1,239 1,811 2.43

New Jerseyc
New Mexico 287 45 638 1,227 2,106 3.79

New York 7,621 70 10,887 2,035 2,843 4.42

North Carolina 2,152 51 4,220 1,256 1,404 5.08

North Dakota 435 58 750 1,777 2,022 7.43

Ohio 2,785 44 6,330 1,582 2,032 4.02

Oklahoma 1,420 63 2,254 890 1,130 5.92

Oregon 295 54 546 878 1,876 1.74

Pennsylvania 9,060 67 13,672 1,762 2,343 8.22

Rhode Island 653 59 1,107 1,337 1,572 7.76

w::-,th Carolina 1,037 42 2,469 959 1,088 5.58

Y-uth Dakota 423 56 755 1,907 2,234 7.02

.,.. 1,182 56 2,111 1,036 1,205 3.55

Tc.:7.8 2,530 53 4,774 1,018 1,320 2.76

Utah 343 57 602 623 762 3.31

Vermont 227 47 483 2,583 3,604 6.97

Virginia 2,15f 61 3,534 919 1,131 4.91

Washington 67d 50 1,356 944 1,345 2.59

West Virginia 1,257 72 1,746 1,276 1,562 6.50

Wisconsin 3,033 69 4,396 1,317 1,517 6.58

Wyoming 289 54 535 2,306 3,386 10.51

&U.S. Department of Health, Education and Welfare, State Vocational Rehabilitation Agency:
Program Data FY 1971, Social and Rehabilitation Service, DHEW Publication No. (SRS) 72-25016,
March 1172.

b
Assuming services cost as Percentage of expenditures is same for bot'A ,.zisth and adults.

cifot available.



75

$4500, and the expenditures per total population aged 14-21 vary from $1.74 in
Oregon to $10.51 in Wyoming. Table 5.22 gives the expenditures by disability group.

While the estimated average expenditure rate per youth rehabilitated was
$1687, the rates per blind and partially-sighted youth rehabilitated were $6514 and
$4437, respectively. In contrast, average expenditures per rehabilitated mentally
retarded youth and deaf youth who are unable to talk were only $1361 and $2151,
respectively. Even allowing for the differences in services needed by various hand-
icap groups, there clearly are large unexplained differences in the expenditure rates
for the various handicap groups. A subsequent Rand report will deal with the
relationships between expenditures and services delivered and the individual's voca-
tional success.

The average cost of case services for rehabilitated youth was $804, considerably
higher than the $709 average for comparable clients of all ages. Note that program
administration costs and counseling and placement by VR counselors are not includ-
ed in the category of reported costs for services to individuals; thus, less than 100
percent incurred case service costs. Also, since the costs for services to individuals
do include diagnostic and evaluation expenses, some of those not accepted into the
VR program had reported service costs. The FY 1970 case closures show costs for
case services to individuals of 34 percent for those not accepted, 85 percent for those
accepted but not rehabilitated, and 92 percent for those successfully rehabilitated.

Basic State-Federal Program Expenditures in FY 1972 "

While detailed data are not yet available on clients given vocational rehabilita-
tion services in FY 1972, the Federal expenditures for the basic state grants were
$560,000,000, with an additional $58,148,891 for service projects to all age groups.
The states devoted an estimated additional $141,762,553 and $1,400,000 for the basic
VR program and service projects, respectively. Of the Federal funds, approximately
$134,000,000 of the basic state grant and $13,900,000 of the service project monies
were for services to persons aged G-21.'8 The portion of state funds used for the basic
VR program and for service projects that reach youth aged 0-21 were estimated to
be $34,023,000 and $336,000, respectively.

For clients of all ages, the service projects in 1972 included $42,098,891 for
grants to expand services to the handicapped beyond that possible under the basic
State-Federal VR Program. Expansion grants focused on handicapped persons who
were disadvantaged or severely disabled. An additional $1,000,000 was expended on
projects to develop employment opportunities for handicapped persons in particular
industries. Another $2,000,000 was spent on training individuals for new career
opportunities in service to the handicapped. A total of $550,000 was for initial
staffing of new or renovated rehabilitation facilities. $12,500,000 vit,s for rehabilita-
tion facility improvement, including $7,850,000 for training workers, $4,450,000 to
increase and improve professional services to the handicapped, business manage-
ment, and other aspects of rehabilitation fac6ities. The remaining $200,000 was for
short-term technical assistance to rehabilitation facilities by consultants.

'1 FY 1972 data from U.S. Department of Health, Educa4ion and Welfare, Justifications of Appropria-
tion Estimates.

'8 Assuming the 24 percent of total FY 1970 basic state grant expenditures devoted to serving
handicapped persons aged 0.21 also is valid for FY 1972 and for service projects.
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Table 5.23 shows the estimated breakdown of expenditures for FY 1972 by
handicap, assuming that the breakdown of the basic State-Federal VR Program
expenditures by type of handicap in FY 1972 was the same as for FY 1970.

Table 5.23

ESTIMATED EXPENDITURES FOR THE BASIC STATE-FEDERAL VR YOUTH PROGRAM
BY DIS',BILITY GROUP, FY 1972

Handicap Group

Estimated
Total

Expenditures

Blind $ 2,000,000
Partially sighted 5,500,000
Other visual impairments 9,600,000
Deaf, unable to talk 2,500,000
Deaf, able to talk 2,800,000
Hard of hearing 3,700,000
Orthopedic impairments or

absence of extremities 39,800,000
Mental illness 27,700,000
Mental retardation 39,800,000
Other health impairments 28,000,000
Speech impairments 3,200,000
Other impairments 3,400,000

Total $168,000,300

Training VR Personnel

In providing skilled manpower to meet VR program needs, the FY 1972 Federal
appropriations were $27,700,000$26,200,000 for 440 long-term training projects
and $1,500,000 for 100 short-term training projects. The long-term training includes
an estimated 5300 traineeships awarded to students. Also, approximately 6500 per-
sonnel underwent short-term training in FY 1972 to improve and update their VR
knowledge. The estimated 1972 average employment level of state agency staff
totaled 25,575 man-years, of which 3075 were for administration, 16,900 were for
counseling and placement, and 5600 were for staff at state VR agency operated
facilities. It has been estimated that 3700 new state rehabilitation program staff
positions and 1000 additional private program staff positions are required in FY
1973 to serve the projected client load. Thus, the present training program meets
only a fraction of the need for new vocational rehabilitation staff. In addition, it is
estimated that 30,000 jobs are presently available for health-related rehabilitation
personnel such as occupational and physical therapists, and speech pathologists."

Since 25 percent of the clients in state VR agencies are 21 and under,2° and
assuming approximately that percentage of VR staff members' time is devoted to

'" Information above is condensed from Justifications of Appropriation Estimates.
20 U.S. Department. nr Health, Education and Welfare, Forms RSA-300, Case Service ReportFederal

State Program of I i.7' 1 PJ-habilitation, FY 1970.
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younger clients on the average, then we estimate $6,925,000 of the total funds
devoted to training personnel will benefit handicapped youth.

Construction and Improvement of Rehabilitation Facilities

Development of new facilities and improvement of old ones are funded princi-
pally under Secs. 2 and 12 of the Vocational Rehabilitation Act. In FY 1972 the total
Sec. 12 expenditures were $3,051,000 for one facility construction project; and no
funds were requested by HEW for this section for FY 1973.21

Section 2 is the basic Federal grant-in-aid program to the states. Actual total
Federal and ztate matching Sec. 2 expenditures for facilities in FY 1971 were $45,-
288,730; of this total $37,012,785 was to assist in establishing rehabilitation facilities
and workshops, $968,997 was capital expense for state agency operated rehabilita-
tion facilities, and $7,306,948 was for construction.22 Compared with the high cost
of facilities, these direct Federal and state expenditures are relatively minor. It is
apparait that most current funding of construction and improvement of facilities
does not come direct1-i- from the Federal and state go:rernments. Rather, those
facilities are largely created by other funding sources. Over the long run, however,
they are indirectly and partially financed by payments to facilities for serving
clients of the State-Federal VR program. Again assuming that approximately 25
percent of the clients accepted into the state VR agencies are 21 and under, and
assuming approximately that percentage of the facilities are devoted to younger
clients, we then estimate approximately $12,085,000 is spent annually to construct
and improve rehabilitation facilities utilized for youth.

SRS Administered Research and Demonstration

In FY 1972, the U.S. Social and Rehabilitation Service (SRS) administered Re-
search and Demonstration funds relevant to handicapped youth that were included
as part of the $19,255,000 devoted to rehabilitation and employability, $525,000
expended on Social Security programs, and $13,941,000 devoted to special centers,
or roughly $32,000,000 in all. The special centers included 19 Rehabilitation Re-
search and Training Centers (12 Medical, 3 Mental Retardation, 3 Vocational, and
1 Deafness), 1 National Center for Deaf-Blind Youths and Adults (research, training
personnel, and service to about 150 clients annually) and 16 Regional Research
Institutes (expenditure of $1,500,000 serving all program components of SRS)."
While all of the expenditures are relevant to handicapped youth in that they may
yield results that will improve services to younger disabled persons, they are also
obviously relevant to disabled adults and to aged and low-income persons. Of the
$32,000,000 in Research and Demonstration funds, we estimate that $6,700,0no or

" Justifications of Appropriation Estimates. For a more detailed discussion of legislation relating to
facilities, see U.S. Department of Health, Education and Welfare, Rehabilitation Facility Needs in the
1970s,-Rehabilitation Services Administration, Monognph No. 1.

" U.S. Department of Health, Education and Welfare, State Vocational Rehabilitation Agency: Pro-
gram Data, fiscal Year 1971.

" Justifications of Appropriation Estimates.
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21 percent goes to handicapped youth, since approximately 21 percent" of the U.S.
population who have some chronic physical or mental condition that may result in
limited activity are under 22.

Federal Administration of the Social and Rehabilitation
Service Programs

The ,operational costs of administering the Social and Rehabilitation Service
within the U.S. Department of Health, Education and Welfare were $44,175,000 in
FY 1972. The SRS staff totaled 2382 that year." Table 5.24 shows the staff's adminis-
trative composition.

We estimate that the percentage of total program expenditures on VR assist-
ance to handicapped persons up through age 21 is 25 rn.cent of total VR expendi-
tures." Assuming the administrative expenditures are proportional to staff size, and
that staff time is divided in roughly the same way as expenditures within each
program, we estimate that $1,705,000 of the SRS administration cost can reasonably
be allocated to VR activities for handicapped youth.

Table 5.24

SRS ADMINISTRATION STAPP

Program Area
SRS Staff
Positions

Maintenance assistance 511
MeGical assistance 586
Community services 482

Rehabilitation services 368
Services for the aging 120
Youth development and delinquency 69

Research and training 246

Total 2382

OTHER VOCATIONAL PROGRAMS

Besides the basic State-Federal VR Program, there are four major vocationally-
related programs: Committees on Employment of the Handicapped; Federal employ-
ment of the handicapped; the vending stand program for the visually handicapped;
and the Employment Services Program. The focus of these four programs is on
employment rather than on vocational rehabilitation.

" U.S. Department of Health, Education and Welfars., Limitation of Activity and Mobility Duo to
Chronic Conditions, United States, ,July 1965-June .1966, National Center for Health Statistics, PHS
Publication No. 1000, Series 10, No. 45. We note that as in any case in which one allocates overhead costs,
the estimate is somewhat artificial because we don't really know what the overhead expenditures would
have been if there were no handicapped youth to consider.

25 Justifications of Appropriation Estimates.
" Based on analysis of U.S. Department of Health, Education and Welfare Forms RSA300.
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Committee on Employment of the Handicapped

The Presidential Committee on Employment of the Handicapped, the corre-
sponding Governor's Committees on Employment of the Handicapped in the 50
states, and hundreds of local committees promote employment opportunities for the
mentally and physically impaired. Primarily, these committees endeavor to educate
potential employers and the public regarding the vocational abilities of the hand-
icapped. Thus, they try to help the impaired population in general, rather than
providing placement services for persons individually. Many of the committees are
also active in backing legislation to remove barriers to employment of the hand-
icapped, e.g., physical obstacles in the areas of architecture and transportation.

The FY 1972 budget estimate for the Presidential Committee was $726,000 for
persons of all ages. Since, as described earlier, approximately 21 percent of the
United States population who have some chronic physical or mental condition that
may limit their activities are under age 22, we estimate that 21 percent of the
$726,000 budget, or $152,000, goes to handicapped yoUth. Governor's Committee
budgets and staffs are small. The Massachusetts Committee, for example, runs on
$450 annually with two staff members loaned from the state employment service;
Illinois, however, has an exceptionally high annual budget of $146,000."

Federal Employment for the Handicapped

The Civil Service Commission provided assistance to 8046 handicapped persons
seeking Federal employment in FY 1969. Budget obligations in FY 1970 and FY
1972 were $70,000 and $72,000, respectively."

The Randolph-Sheppard Vending Stand Program

In FY 1971 a total of 3454 blind and visually handicapped persons operated
vending stands in governmental buildings and earned an average of$6540 each from
the businesses.29 It is assumed that only a small fraction of the operators are under
21.

Employment Services

In FY 1970 the Federal Government budgeted $348,000,000 for grants to states
for employment servLes, including interviewing, counseling, and job placement
referrals for individuals. This amount averaged $35 for each of the 9,957,000 appli-
cants for services in that year. The objective of these services is not vocational
rehabilitation, but rather the matching of potential employees with employers.
Special attention reportedly is given to the physically and mentally handicapped
and other disadvantaged groups.

27 Financial data from staff members of the Illinois end MasJachtisetti Governor's Committees ol
Employment for the Handicapped.

" Catalog of Federal Domestic Assistance, Executive Office of the Prefident, Office of Management
and Budget, 1972.

2° Justifications of Appropriation Estimates.
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The total nonagricultural placements of handicapped persons in the United
States in FY 1969 were 324,000, of which an unknown percentage was under 21. The
growth in the number of handicapped served is relatively low; the number grew only
22,900 from 1966 to 1969." Assuming that the percentage of clients under 22 is the
same for both the employment service and the VR programs, and conservatively
assuming that the handicapped person costs the same to place as the average person,
then we estimate that approximately $3,350,000 was expended in delivering employ-
ment services to handicapped youth in FY 1970. By assuming that the fraction of
employment service funds expended on handicapped youth was the same in FY 1970
and FY 1972, we estimate that approximately $3,750,000 was expended in delivering
employment services to handicapped youth in FY 1972.

SURVEY RESPONSES FROM STATE VOCATIONAL
REHABILITATION AGENCIES

The survey of state agencies described in Appendix B included 88 vocational
rehabilitation agencies in 50 states. Thirty-eight of those agencies serve only visual-
ly impaired persons, while the remainder serve handicapped persons in general.
Only 24 agencies responded to the mail survey; of these we interviewed personnel
in six agencies as we were developing the questionnaire. The principal reason for
the low response rate concerns a new evolving policy of the National Council of State
Administrators of Vocational Rehabilitation; it will act as a clearinghouse, approv-
ing surveys state agencies should respond to, in order to lessen the burden of re-
sponding to the several surveys state agencies typically receive each week. When the
mail questionnaire for this research project was developed in conjunction with
HEW's Rehabilitation Services Administration, the Council of State Administra-
tors' evolving policy of requiring prior Council approval of all questionnaires had not
yet been implemented by establishment of a survey review committee. Mgriy state
administrators were rejecting all surveys, however, even those such as Rand's,
which had the approval of the Rehabilitation Services Administration and the Office
of the Secretary of the U.S. Department of Health, Education and Welfare. As the
Council of State Administrators' new policy is being implemented the transition is
bound to be som,,what difficult, but we concur with their policy and objectives of
lessening the excessive survey response burden. The policy should also improve the
quF,lity and quantity of responses to surveys that receive Council clearance.

The thousands of pages of descriptive material returned by respondents to the
Rand survey provided a great deal of information that was extremely hr. 1pful in
developing this particular section and that will be used in preparing a subsequent
report on recommendations for improving programs for sensorially impaired yea,th.
In return for supplying the information, the state agencies should benefit from the
data in this repo,- , which provide a current picture of services to young clients in
many other states, and thus offer a baseline against which to measure their own
services to youth.

In addition to descriptive information, the 24 responding agencies made many
comments on problem areas in current programs. The most. frequently cited problem

'" Data from Manpower Administration, U.S. Department of Labor, Washington, L.C.
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was insufficiency of funds (15 respondents). The next most frequently mentioned
problem was inadequate coordination between different agencies providing services
to the handicapped (8 respondents). Five agencies cited problems because of Federal
funding decisions made late in the fiscal year and the unpredictability of funding
levels, while four indicated that agencies make little attempt at outreach programs
to identify people needing service. All of the following problems were cited by three
or fewer respondents: inequity in service delivery by type of handicap; geographic
inequity in service delivery; expansion of the groups to be served (e.g., addicts,
criminals) without a corresponding increase in funds; inadequate prevocatioral
preparation of youth by the schools (e.g., mobility, reading ability); short supply of
professional personnel; short supply of physical facilities; too few rehabilitation
counselors trained to communicate fluently with deaf persons; difficulty in deciding
whom to serve because of broad and vague definitions of handicaps; insufficient
flexibility because of too specific guidelines on types of handicapped persons to be
served; transportation barriers to employment; architectural barriers to employ-
ment; acceptance of clients affected by desires of agency more than needs of clients;
quantity rather than quality orientation of VR agencies; state unwilling to fully
match available Federal funds; unknown extent of population needing service;
inadequate quality of state employment service; excessive Federal reporting re-
quirements; need for more preschool, psychological, and vocational services specifi-
cally designed for the visually handicapped; lack of handicapped persons on VR
advisory boards; special facilities and programs insufficiently available to serve the
increasing number of multiply handicapped persons; and duplication of services
offered in different state agencies.

PREVIOUS STUDIES AND DATA AVAILABILITY

Excellent data are collected and available in computer-processible form on each
person referred for VR services in the states. These data give detailed information
on client characteristics, services rendered, and the effect of those services. While
we cotild point to a few specific deficiencies in the reporting system and data, the
quality of the data is beitcr than that available for any other Federal program
serving handicapped youth. The various reports and analyses issued by the Rehabili-
tation Services Administration are also exemplary when compared to those availa-
ble on other programs described in Secs. 6 through 10 of this report.

While we are not aware of any previous general study aimed at analyzing
vocational rehabilitation services for youth, there are several studies that looked at
VR services for persons of all ages and produced information relevant to this re-
search. In this subsection we examine the State-Federal program data, a report of
the National Citizens Advisory Committee on Vocational Rehabilitation, several
surveys providing information on VR, two cost-benefit studies of this program,
several analyses dealing with VR services in general, and three studies that looked
at a broad range of services to either youth or the handicapped. These latter three
studies are presented primarily for their methodological interest. The studies re-
viewed here are only a few of the more than 100 that we examined in detail. They
are some, but certainly not all, of the better quantitative studies relevant to overall
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VR program description, and they provide a reasonably accurate picture of the
rehabilitation program and data availability.

National Citizen's Advisory Committee on Vocational Rehabilitation, Report of
the National Citizen's Advisory Committee on Vocational Rehabiliiation, submitted
to the Secretary of Health, Education and Welfare, Je'le 26, 1968. The National
Citizen's Advisory Committee on Vocatit-tal Rehabilitat.'dn was authorized by the
Congress and appointed by the Secretary of the Department of Health, Education
and Welfare in 1966 to make a "... comprehensive study of the current vocational
rehabilitation program and of the nation's vocational rehabilitation needs ..." and
to "... formulate gos.!).4 for the program and make specific recommendations for
arriving at those goals." In 1968 the Committee issued a report containing numerous
recommendations including, for example, the following areas: increased appropria-
tions; strengthening of private voluntary agencies; increased emphasis and special
services for the severely handicapped; increased efforts for employment of the hand-
icapped, e.g., on-the-job training within industry through government subsidy if
necessary; improved referral systems; decentralization and dispersal of VR offices
in major population centers; and increased funds for service personnel training.

With respect to handicapped children the Committee recommended:

Establishment of cooperative school-rehabilitation programs in all schools, pub-
lic and private, in both urban and rural locations, including a central repository
of health and rehabilitation records.
Evaluations of disabled children for rehabilitation purposes by vocational
rehabilitation personnel at regular intervals during the elementary and junior
high yearsfor example, at ages 8, 12, and 14to help prepare the child for a
meaningful adult vocational career.
Legislation to permit furnishing physical restoration and other vocational
rehabilitation services for any child who needs them, where such services are
not available with reasonable promptness from another source.

R. Treitel, " Rehabilitation the Disabled," Social Security 3urvey of the Disa
bled: 1966, U.S. Department of Health, Education and Welfare, Social Security
Administration, Office of Research and Statistics, Report 12, September 1970. This
is example from a series of useful reports generated from the 1966 survey of
disabled adults which covered the civilian noninstitutionalized population aged
18-64 in a national household sample. Rehabilitation service,: were broadly defined
to include standard VR services plus services not delivered fora vocational objective
such as physical therapy and training for leisure activity. The breakdown of data
given that is most relevant to this study is for the 18-44 year aids. Of the 6,562,000
total disabled aged 18-44, 1,810,000 were so severely disabled that they were unable
to work regularly or at all; 1,692,000 were occupationally disabled and could work
regularly but not full time or at the same work as before they became disabled; and
3,060,000 had secondary work limitations that permitted them to work full time at
the same type of job that they held before they became disabled. The percentage of
the age 18-44 disabled who received services, and the percentage currently interest-
ed in receiving them are, respectively: all disabled, 17 and 17 percent; severely
disabled, 18 and 24 percent; and occupationally dfisained, 13 and 16 percent. For
persons of all ages who received services, the VR agenciei served only 19 percent,
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and the Veterans Administration served 18 percent. Thus, the broad definition of
rehabilitation used and the age breakdowns used make these survey results of less
than high value to this handicapped youth research. Certain of the results are
interesting and rather surprising, however; for example, "only 1 in 7 of the disabled
expressed interest in obtaining rehabilitation services. Seventy percent of those who
didn't try to get services didn't think they needed them or could he helped."

S. Z. Nagi, Social and Rehabilitation Services Survey, Service Organizations and
the Public: Research Plans, Ohio State University, Columbus, Ohio, July 1972. This
large, detailed, and comprehensive survey has two components: a survey of the adult
general population, and a survey of welfare and rehabilitation recipients. Some
purposes of the survey are to identify the epidemiological patterns of disability; to
describe and explain the patterns of needs, demands, and utilization of services, and
the results of the services; to identify target populations for the service programs
included in the study; to describe and explain the experiences of applicants, clients,
and former clients with service organizations (and vice versa); and to describe and
explain the relationships among service organizations. Plans call for a cross-section-
al United States population sample of over 6000 personal interviews. Plans also call
for interviews with about 1500 to 2000 applicants for public assistance or vocational
rehabilitation. The planned work will take place over a five-year period with some
initial results available in late 1973.

U.S. Department of Health, Education and Welfare, Rehabilitation of the Disa-
bled in Fifty-One Countries, Vocational Rehabilitation Administration, December
1964. This descriptive report provides overviews, each a few pages long, on rehabili-
tation programs in 51 countries throughout the world. It briefly describes the geogra-
phy, economy, and population of the country, and its history in the rehabilitation
field. Current public and private programs are summarized giving, if known, organi-
zational structure, service delivery mechanisms, types of services offered, and num-
ber of handicapped persons served. This overview information is especially useful
in identifying for further investigation countries that have implemented programs
similar to those that the United States might consider adopting.

In nearly all countries, major efforts are being made by a variety of mech-
anisms, ranging from strong national: control to heavy reliance on privately run
programs, to provide vocational rehabilitation services to the handicapped. The
report concludes that developments in various countries indicate a "general and
pervasive" need for central planning and coordination of these services, and that
countries are progressively moving toward total rehabilitation of the individual by
providing a comprehensive package of services. Other countries with programs of
the scope equal to that of the United States are said to include the United Kingdom,
Sweden, Finland, and France.

R. W. Conley: The Economics of Vvcational Rehabilitation, Johns Hopkins
Press, Baltimore, 1965; and idem., "A Benefit-Cost Analysis of the Vocational
Rehabilitation Program," The Journal of Human Resources, Vol. IV, No. 2, April
1969. No one has been mom. energetic or pioneering in applying benefit-cost analytic
techniques to programs for the handicapped. His book cited above describes what
an ideal benefit-cost study would be like, reviews the literature and problems as-
sociated with feasible studies in the VR area, and analyzes the VR program using
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data from the early 1960s. In the journal article cited above, Dr. Conley extends the
earlier evaluation using 1967 data and refines the methodological techniques used.
He has also made an evaluation in the area of mental retardation."

In his analysis of the VR program, Dr. Conley focuses on economic costs and
benefits. He is about as sophisticated as one can be with available data, and clearly
states his assumptions when making estimates. Using 1967 data, he estimates that
for each dollar of the social cost of rehabilitation services, an increase in lifetime
earnings of a little less than $5 accrues (at a 4-percent discount rate on future
increased earnings). He also estimates that "the increased taxes paid by the rehabili-
tants and the reduction in tax supported payments for their maintenance amount
to perhaps as much as 25 percent of the total increase in earnings." Critical assump-
tions underlying those estimates relate to how one estimates what earnings would
have been without rehabilitation, and what the employment record of the rehabili-
tant will be over his lifetime.

U.S. Department of Health, Education and Welfare, Rehabilitation Facility
Needs in the 1970s, Rehabilitation Services Administration, Monograph #1.. In
1968, the U.S. Rehabilitation Services Administration surveyed the states to obtain
data on the need to improve existing rehabilitation facilities and to construct new
ones. This national survey sought the results of facility planning that had been
funded by grants under the. VR Amendments of 1965. The work reported in this
monograph is exemplary in that the Federal Government first expended funds for
planning and data generation, and then systematically collected and disseminated
the information.

Data are presented for each state on the number of new rehabilitation facilities
needed by type and program emphasis, the estimated cost of such facilities, the
number of existing facilities by type, and the estimated funds needed to improve
existing facilities through June 30, 1971. In summary, the findings were as follows:

1829 new rehabilitation facilities, including 584 sheltered workshops, are im-
mediately needed nationally.
Estimated Federal funds required for the planning, construction, and initial
staffing of new rehabilitation facilities total over $282 million.
2656 existing rehabilitation facilities, including 1029 sheltered workshops, have
been identified and studied.
1130 of these have known improvement needs (i.e., staff, equipment, technical
consultation).
Estimated Federal funds required to improve existing rehabilitation facilities
total over $41 million nationally.

A Follow-up Study of Closed Vocational Rehabilitation Cases, National Ana-
lysts, Inc., Philadelphia, Pennsylvania, for the U.S. Department of Health, Educa-
tion and Welfare, April 1972. This report contains three components: (1) the results
of a follow-up personal interview on about 4000 persons in six states who had

" A preliminary report is contained in R. W. Conley, "An Assessment of the Economic and Non-
Economic Costs and Benefits of Mental Retardation Programs," in J. S. Cohen et al., BenefitCost Analysis
for Mental Retardation Programs; Theoretical Considerations and a Model for Application, Institute for
the Study of Mental Retardation and Related Disabilities, Ann Arbor, Michigan, 1971. Conley's complete
work will be published in mid-1973.
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received VR services one, two, or three years prior to the cross-sectional survey; (2)
a cost-benefit analysis of the services provided, utilizing basically the same method
as Ronald W. Conley, but with data from the follow-up survey; and (3) an analysis
of data known at time of client application, in an attempt to predict VR success.

The criteria of success used included the proportion of time an individual had
been employed during a given period and the employment status of the person at
the time of the interview. Forty-seven percent of rehabilitants worked without
interruption in the twelve months following closure, and of this figure 29 percent
did not work for pay at all. Only 19 percent of the nonrehabilitunts worked the year
without interruption, whereas 60 percent had no work during the year. Over the
longer three-year period, the fraction continuously employed declined somewhat,
while those not employed at all also declined. The average number of months that
nonrehabilitants worked was about half or less than those for rehabilitants.
Rehabilitants employed at the time of the interview totaled 57 and 54 percent,
respectively, for one and three years following closure. The comparable figures for
nonrehabilitants were 18 and 23 percent for one and three years following closure.
For clients less than age 20 at acceptance, 93 percent of male rehabilitants and 82
percent of female rehabilitants were fully employed at the time of the interview.

The benefit-cost ratios calculated, using a 4-percent discount rate for future
earnings, were 9.8 for all rehabilitants and 17.1 for rehabilitants less than 20 years
of age.

Directory of Rehabilitation Facilities, Association of Rehabilitation Centers,
Inc., Washington, D.C., August 1968. A descriptive directory of rehabilitation facili-
ties is presented, by state, showing the type of services offered, the type and number
of patients served by age, the capacity of the facility, and a breakdown of the number
and type of professionals employed. The data were obtained through voluntary
responses to a survey in 1967 and cover only about 500 of the more than 2500
existing facilities. A summary profile of the responding facilities is included. An
up-to-date version of this directory for each state, containing data on a larger frac-
tion of the facilities, would be useful to persons trying to match individual needs
with services offered.

Ongoing Vocational Rehabilitation Evaluation Studies. Two major evaluation
projects of the VR program are currently under way. F. C. Collignon and Michael
B. Teitz, at the University of California, Berkeley, are conducting a comprehensive
and multi-faceted series of evaluations that include benefit-cost analysis. Abt Associ-
ates, Inc., of Cambridge, Massachusetts, has conducted a survey and evaluation due
for publication early in 1973.

L. E. Riley and S. Z. Nagi, Disability in the United States: A Compendium of
Data on Prevalence and Programs, Division of Disability Research, College of Medi-
cine, Ohio State University, Columbus, Ohio, 1970. This represents the best quality
work in the class of publications whose purpose it is to compile available data on a
subject. The subject in this case is the handicapped: incidence and distribution in the
population, public and private programs, and occupations and facilities serving the
handicapped. VR represents only a small portion of the scope of this report. The
compendium of data is very comprehensive, and careful attention is given to specify-
ing both original data sources and limitations in the quality of the information
presented.
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Blindness and Services to the Blind in the United States, Organization for Social
and Technical Innovation, Inc., Cambridge, Massachusetts, June 1968; and D. A.
Schon, "The Blindness System," The Public Interest, Number 18, Winter Issue, 1970.
The report and article both describe the results of a year-long study conducted by
the Organization for Social and Technical Innovation, Inc., for the National Insti-
tute of Neurological Diseases and Blindness, beginning in 1967. The study focused
on a wide range of programs and services, including vocational rehabilitation, for
visually handicapped persons of all ages. Services for the visually handicapped in
the United States are described, some problems with the service system are iden-
tified, and suggestions for service improvement are offered.

Kenneth Trouern-Trend, Blindness in the United States: Review of the Availa-
ble Statistics with Estimates of the Prevalence of Blindness and Its Economic Impact,
The Travelers Research Center, Inc., Hartford, Connecticut, November 1968. The
two-fold objective of this study is to review available statistics relevant to estimating
the prevalence of blindness, and the "economic factors associated with it, as a basis
for cost-benefit analysis of providing visual assistance for the blind by means of
suitable devices or clinical procedures." Although time, effort, and data limitations
allowed the author to do an excellent job of estimating the prevalence of blindness
and to develop a good methodology for the cost-benefit analysis, they did not allow
him to conduct, an in-depth analysis. Still, this is one of the relatively rare cost=
benefit analyses in the area of a physical handicap, and it contains a rather penetrat-
ing conceptual analysis. Most studies in this area estimate benefits by assuming that
all individuals with some handicap are relieved of that burden. Such a computation
does not reflect the facts that (1) the success of any intervention or service will not
be perfect, and (2) treatments and services have costs that are likely to be an
increasing function of the proportion of the population in need that is successfully
treated or served.

Trouern-Trend attacks these problems in the context of blindness, using a mod-
el that considers (1) several defined groups of people, each with a specified type of
blindness and other characteristics relevant for the success of some treatment or
service; (2) a specified treatment or service; (3) the probability of success or the
number of individuals in the given category that are likely to be successfully treated;
and (4) the costs of the treatment. Given this information as well as data on such
factors as life expectancy, employment and earnings, and costs of supporting non-
working individuals, a benefit-cost analysis can be performed. The benefit side of
Trouern-Trend's calculation consists of three elements: (1) The present value of the
costs for supporting the defined handicapped group less the present value of the
earnings of this group if they are unserved; (2) the present value of the support costs
of those members in the group who were unsuccessfully treated; and (3) the present
value of the expected lifetime earnings of the subgroup successfully treated. As
Trouern-Trend points out, the use of economic earnings and service costs as the
major components of the benefits generates a significant bias. The cos; benefit ratio
will be higher for young, white males than for older, minority females. The implied
policy bias is that resources should be concentrated on the former group; other policy
objectives, however, may lead to a different resource allocation.

Trouern-Trend only partly applied his model. He was able to obtain data, albeit
imperfect, on blindness characteristics. He used arbitrarily assumed probabilities of
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success in his illustrative computations. Equally important, he did not specify the
costs of treatment in his examples. In short, the model is relatively elegant but
depends upon data on treatment costs and success probabilities that Trouern-Trend
did not have time to collect and utilize. Consequently, his empirical results are
merely suggestive.

Federal Programs for Young Children: Review and Recommendations, The Hu-
ron Institute, Cambridge, Massachusetts, 1972. This study focuses on the target
population of young children, with special emphasis on the disadvantaged, including
as a subset the physically and mentally handicapped. The charter of the research
was to review existing data about child development and evaluate programs for
children as a basis for recommendations for Federal program planning. In response
to the great breadth of the charter, researchers at the Huron Institute compiled a
massive wealth of information relating to programs and research serving children.
This work was completed in late 1972, but as of this writing the final version was
not publicly available, and hence we are unable to comment on specific recommenda-
tions made. Based on draft material we have seen, however, we commend the work
as a valuable source of information and thoughtful recommendations.



6. EDUCATION OF THE HANDICAPPED

OVERVIEW AND SUMMARY

This section contains information about Federal programs and roles in the
education of the handicapped, and Federal funds for such programs; data on special
education programs in the states; a combined presentation of Federal and state
expenditures forspecial education; a summary of survey responses from state educa-
tion agencies; and a discussion of previous research and data availability.

To be able to compete successfully with his nonhandicapped counterparts in
society, a handicapped person needs at least equal educational opportunities. Public
support of special education is doubly important, since education in this country has
traditionally been a public responsibility and, unlike in the health area for example,
the parent of a handicapped child will find limited alternatives in the private sector
for the education of his child. If private special education is available, there is no
insurance plan or tax deduction to help defray the cost.

Because the learning process requiz'es the coordination of physical and mental
skills, many handicapping conditions become evident in the public school through
formal school identification programs (e.g., vision and hearing screening) and infor-
mal methods (e.g., teacher observation). Once a handicapped child has been iden-
tified, medical or other services available in the public education system may be
necessary, in addition to special educational assistance. Identification, counseling,
and health-related programs are discussed in Sec. 8 of this report.

In 1971 special education programs in the United States assisted an estimated
3,046,000 physically or mentally handicapped youth under 22, or 6.6 percent of the
public school enrollment. Total annual special education expenditures were an
estimated $2.7 billion, of which the Federal share was 12 percent, or $315 million.
Federal special education expenditures represented about 5 percent of the total
Federal education budget. State and local expenditures earmarked as special educa-
tion were also about 5 percent of total state and local education budgets.

A breakdown of Federal expenditures is shown in Table 6.1 for the three major
types of programs: those for instruction of handicapped students (78.1 percent of
expenditures); those designed to produce resources such as teachers and instruction-
al materials (18.4 percent); and those sponsoring research (3.5 percent).

Total Federal and state and local expenditures by type of handicap are shown
in Table 6.2. The mentally retarded receive the largest fraction of total expenditures
an estimated 45 percentwhile speech impaired, emotionally disturbed, and
learning disabled each receive 10 or 11 percent.

89
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Table 6.1

SUMMARY OF FEDERAL PROGRAMS FOR EDUCATION OF THE HANDICAPPED

Program
FY 1972 Budget
($ million)

Estimated Number
of Youth Served (year)

Education 245.966 ---
EHA-B 37.500 204,836 (1970)

ESEA-Title I
Local Education Agencies 28.000 180,000 (1972)

89 -31.3 56.381 107,698 (1970)

ESEA-Title III 20.100 134,047 (1971)

Headstart 33.384 37,900 (1973)

Vocational Education Act 38.384 221,342 (1972)

Higher Education Act 0.436 - --

Federal Schools for Deaf
Gallaudet College 7.888 1,583 (1971)

NTI for Deaf 2.907 395 (1971)

Kendall School 1.212 208 (1971)

Model Secondary School 2.524 100 (1972)

Special Target Groups
Deaf-Blind Centers 7.500 2,300 (1971)

Early Education 7.500 2,000 (1971)
Learning Disabilities (EHA -G) 2.250

Instructional Support 57.906 - --

Teaching Personnel
EHA-D 35.145 - --

Education Professions Develop-
ment Act 6.100 - --

Regional Resource Centers (EHA-C) 3.550 - --

Media
EHA-F 10.500 - --

American Printing House for the
Blind 1.580 - --

Library of Congress 1.031 ---

Research 10.994 - --

Research (EHA-E) 10.994 - --

Total 314.866 ---

Priorities among age groups are essentially set by each state. The estimated
expenditures by age group were preschool and elementary, 63 percent; secondary,
30 percent; and higher education, 7 percent.

The following subsection discusses each of the education programs sponsored by
the Federal Government in terms of what they are intended to do and the function
that the Federal Government has assumed in its sponsorship of the program. Much
attention has been focused on the Federal roils of stimulating innovation in the
education of the handicapped. A reasonable allocation of program expenditures to
Federal functions (see Table 6.3) showed that 44.2 percent of Federal expenditures
for the handicapped were used for that stimulation function in FY 1972. Redistribu-
tion of resources from richer to poorer states was the major function of 9 percent
of the funds, while basic support of services without a major attempt at redistribu-
tion of wealth accounted for 17.9 percent through support of state-operated or
supported schools for the handicapped. The Federal Government also directly funds
(28.9 percent of expenditures) certain services where economies of scale or externali-
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Table 6.3

SUMMARY OF FY 1972 FEDERAL SPECIAL EDUCATION
EXPENDITURES, BY FUNCTION

Function
Percent of

EatalitHISE,

Redistribution of resources 9.0
Stimulation 44.2
Provision of services
Economy of scale 11.1
Internalize externalities 17.8

Basic service support 17.9

a
See the following subsection, "Federal Programs,

Roles, and Expenditures in Education of the Handi-
capped," for methods of allocating funds by function.

ties, benefits accruing to all states, make it reasonable for the Federal rather than
state governments to provide the services, e.g., higher education for the deaf, re-
search, and teacher training.

The Federal program for aid in educating the handicapped has not grown with-
in the framework of a comprehensive plan. Like other program areas with a long
history of Federal involvement, this is .a patchwork of loosely related activities. For
example, two programs (ESEA-III and EHA-B) in practice may fund almost identical
sorts of activities, yet are administered by different persons at the Federal and
usually at the state level. Other programs were seemingly designed for the regular
school population, and then a portion of their funds earmarked for the handicapped.
Title III, the Vocational Education Act and Headstart are three Federal programs
in which such a program design was followed. An accountability process of question-
able quality was built into each of these programs to "ensure" that the earmarked
funds actually flowed to the handicapped. Part of the problem of program coordina-
tion is overcome by assigning some of the programs to the Bureau of Education for
the Handicapped. The BEH, however, is responsible for managing only some 54
percent of the funds identified for special education of the handicapped in this
section.

Since the Federal Government supplies only 12 percent of the total special
education funds, the present Federal role is not a dominant one, but appears to be
a hybrid mixture of the roles with primary emphasis on innovation and stimulation
the catalytic role.

The number of youth receiving special education services as a percentage of all
handicapped youth needing those services varies considerably, depending on as-
sumptions made about the incidence rate of the handicap in the population, and the
age range of population that needs educational service. Using BEH estimates of the
incidence rates, which are reasonable, and assuming that all handicapped youth
aged 5-17 need some special education service, we estimate that 59 percent are
served. If one assumes that all handicapped youth aged 0-21 need some special
education assistance, then only 36 percent are presently being served.

Independent of the assumptions made, however, a large percentage of hand-
icapped youth are unserved, and the percentage served varies markedly across the
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states and across the various types of handicap. For example, estimated percentages
of 5- to 17-year-old handicapped youth served vary across the states from less than
20 percent to more than 90 percent, and vary across the types of handicaps from less
than 25 percent for the hard of hearing or emotionally disturbed up to more than
75 percent for the speech impaired. The mentally retarded, however, stand a good
chance of receiving some educational service regardless of the state of residence. The
minimum percentage of the retarded served in any state is 35 percent, but only
thirteen states fall below 60 percent served.

The annual state and local special education expenditures per youth served
average $776, but vary from an average of $170 for a speech-impaired youth up to
$3067 for a deaf youngster. The average for all handicaps except speech impairment
is $1271 per year. These data reported by the states understate the funds going to
educate handicapped youth, since they probably represent special education "line
items" in the state and local budgets, rather than total costs of educating a hand-
icapped child. Services the handicapped child receives out of the regular education
budget are probably not included (e.g., the $170 for the speech-impaired may typical-
ly represent only the cost of a therapist). The reported variation in special education
expenditures per youth served across the states for all handicaps is extreme: from
$213 in tha lowest state to $1705 in the highest spending state (excluding Alaska).
The reported variation across states witb'^ a single handicap is even more striking.
For example, the range for deafness is from less than $100 to nearly $10,000 per
pupil per year. If all handicapped youth aged 5-17 were given the same quality
special education services and at the same average cost as those presently being
served, an estimated additional 2,109,000 youth would have to be served at an
increase in the annual total special education budget of approximately $2.5 billion.
Any attempt to increase the percentage served cannot concentrate solely on reach-
ing the population currently in school, but must extend the scope of the school
program to reach age groups normally excluded from public schools, and to reach
those who have dropped out or have never been admitted to public schools.

In an attempt to understand the variation among states in their special educa-
tion expenditures per capita (aged 5-17), a simple regression model was formulated.
The expenditure rate was regressed against measures of income, population density,
and whether or not the state "mandated" special education. The analysis showed
that the measure "per-capita income" was significantly related to the expenditure
rate. "Mandating" legislation was related to the expenditure rate, but at a lower
level of statistical significance (t-statistic = 1.6). Population density was unrelated.

As revealed in our survey, the problems that state governments face in educat-
ing the handicapped include the following: inadequate and uncertain funding, short-
age of personnel, service problems associated with low incidence populations, lack
of coordination among Federal programs, and lack of pre- and post-school programs.

Our review of research materials and data available to the special education
planner shows that while a great amount gets published on special education, most
of it deals with the classroom level rather than the program level. The decisionmak-
er in special education has little data on the effectiveness of special education on
which to base his resource allocation decisions. We are not implying these programs
are ineffective, but rather saying that little data exist to prove their effectiveness.

In summary, our main observations on special education programs are the
following:
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State and local governments play the dominant role in special education, with
the Federal Government supplying only 12 percent of the funds targeted specifi-
cally for handicapped youth. Federally supported programs are numerous and
serve a wide variety of functions, the main one being innovation and stimula-
tion, which accounts for about half the Federal expenditures. Because of this low
level of financial involvement, the Legislative and Executive branches of the
Federal Government do not have great leverage for inducing state and local
governments to increase the quantity and quality of special education provided.
Estimates of the percentage of handicapped youth unserved by any special
education program vary widely depending on assumptions made, but all point
to the same conclusion: A very large percentage of those needing special educa-
tion are unserved.
Extremely large variations in the percentage served exist across the states and
across the types of handicaps. Large variations in expenditures per youth served
also exist across the states within each type of handicap. The inequity with
which the present total special education funds are expended is unmistakably
clear.
Data for planning at the state and Federal level are severely lacking. Estimates
of the incidence of handicapping conditions are subject to great uncertainty.
Estimates of the population served and the cost of state and local programs
supported by Federal funds are made by state personnel on, the basis of very
little information. Little evaluation information is available relating special
educational services to their impact on the lives of the handicapped.
Expansion of special educational services to those now unserved will require
much more than dollars. Incentives must be built in to alter the mix of types
of handicaps served. As the mix of handicapped children changes, the mix of
teacher skills and types of educational services must change. Identification pm
grams will also be needed to find unserved youth in public schools, and those
outside the present educational system.

FEDERAL PROGRAMS, ROLES, AND EXPENDITURES IN
EDUCATION OF THE HANDICAPPED

In this subsection, we first describe Federal programs and the role that the
Federal Government has assumed in sponsoring them, and then review the Federal
share of the cost of these programs. More detailed data on the expenditures and
pupils served in the states are presented in later subsections.

Federal Programs and Their Functions

A list of Federal programs aimed at educating handicapped youth is shown in
Table 6.4. Based on the output of each program, they can be divided into three basic
categories:

Instruction of handicapped students.
Production of resources in support of instruction.
Research and development in education of the handicapped.
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Table 6.4

FUNCTION OF FEDERAL PROGRAMS FOR EDUCATION OF THE HANDICAPPED

Program

Redistri
bution of
Resources

Stimulation

Provision of
Services

Basic
Service
Support

Economy
of Scale

Inter-
nalize
Eater-

nalities
Demon-

stration Match

Education
EHA-B
ESEA-Title I
Local Education Agencies
89-313

ESEA-Title III
Headstart
Vocational Education Act
Higher Education Act
Federal Schools for Deaf
Callaudet College
NTI for Deaf
Kendall School
Model Secondary School

Special Target Groups
Deaf-Blind Centers
Early Education
Learning Disabilities (EHA-G) '

X

X

X

X
x
X

X
x

X

X
X

X
X

X

X
X

x

Instructional Support
Teaching Personnel
EHA-D
Education Professions Develop-
ment Act

Regional Resource Centers (EHA-C)
Media

EHA-F
American Printiiii-61.1ie for the

Blind
Library of Congress

X

X

X
X

X

X

Research
Research (EHA-E) X

As our discussion will show, these categories cannot always be neatly separated in
practice.

The programs are also classified by the function that the Federal Government
is fulfilling in the particular program. Several Federal program functions are dis-
cussed in detail in Sec. 3, but for our discussion of education programs, the following
four functions are most relevant:

Redistribution of resources from one population group to another, e.g., from
wealthy states to poorer states (or individuals). Two basic rationales for such
redistributions are to increase the equity of service delivery and to increase the
total productivity of society.
Stimulation of state and local program development and investment in educa-
tion of the handicapped. Demonstration projects, matching grants, and dissemi-
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nation of information are attempts to improve and expand state and local pro-
grams by making effective service delivery mechanisms known, and by overcom-
ing initial program start-up barriers such as lack of physical facilities. The
Federal Government may match state and local fiscal effort with Federal grants.
This lets the states buy more with their dollars and can increase the total
amount spent on education of the handicapped. The Federal Government may
also sponsor demonstration projects that permit state and local education agen-
cies to see a program in operation before deciding to fund it themselves. Demon-
strations also allow the Federal Government to pay initial investment costs;
state and local governments then pay only annual operating costs. Demonstra-
tion projects thus lower both risk and cost to state and local governments of
undertaking special education projects. Theoretically, this leads to more state
and local dollars flowing to education than there would be without the Federal
program.
Provision of services that are more justifiable at the Federal than the state level
because of economies of scale or significant externalities that can be internalized
at the Federal level. First, there may be large economies of scale in the produc-
tion of quality education for the handicapped, especially for low incidence popu-
lation groups. It may be that these economies can be captured only at the
Federal level. Second, Federal sponsorship of programs can internalize exter-
nalities, since certain investments by one state will have major benefits for
another state. Research on educational techniques or the prevention of various
types of handicaps, for example, would benefit every state, yet cost about the
same whether paid for by the state or the Federal Government. If the state does
not consider the benefits flowing to others (and there are no incentives to ensure
that this would be the case), it will tend to underinvest in research. Only if the
Federal Government operates the program are the costs and benefits to the
nation as a whole likely to be considered in the decision.
Basic support of special education services. In this function, the Federal Govern-
ment assumes partial financial responsibility for some group of clients; the
money is not given primarily to redistribute resources, stimulate state or local
effort, or for other reasons previously discussed. One rationale often offered for
Federal performance of this function is that a major unmet need for services
exists, and state agencies have not filled that need because of budgetary prob-
lems. Another rationale is that the group needing services can exert pressure
more effectively at the Federal level than it can at the state or local level. These
groups may represent small minorities at the lower levels of government, but
become a powerful lobby through organization at the Federal level. Hand-
icapped persons and rr. ilitary veterans are examples of groups that may have
more power at the Federal level than at the local level because of powerful
national organizations.

The X marks in Table 6.4 describing the Federal function in each program
indicate only the major one. Here again, assignment of roles and functions to pro-
grams cannot be made neatly. It should be realized, of course, that assignment of
the roles is based on our opinions. We do not argue that any clear definition of
Federal roles and functions was made when the authorizing legislation behind each
program was approved.
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Education of handicapped children is one focal point in the larger battle be-
tween the Executive and Legislative branches over the appropriate Federal role in
public education.' Although this controversy has sharpened and clarified the pre-
sent outlines of the Federal role, it has also made speculation about the forms that
role might eventually take highly problematic.

The existing Federal role is somewhat ambiguous, and current imperatives
issuing from several court decisions to ensure the right to an education for all
handicapped children' and Executive Initiatives to institute Special Revenue Shar-
ing for education of five categories of served populations (disadvantaged, hand-
icapped, vocational education, assistance to federally impacted areas, and support
services) to the tune of some $2.5 billion may portend a significant Federal role
change in the near future. It seems we presently have a hybrid but primarily
Catalytic model situation that is being strongly pressured to become predominantly
the Special Revenue Sharing model.

These roles are being carried out through an assortment of functional mech-
anisms, including research and development; seed money; demonstrations and ex-
periments; direct investments in facilities, services, and personnel; and practically
any other conceivable function that one might define. Special education for the
handicapped is truly such a widely variegated class of activities that it practically
defies generalization efforts.

Likewise, the rationales used to justify Federal involvement are multiple and
variegated. Some definable programs are currently rationalized (whether implicitly
or explicitly, it matters little) in terms of redistribution of resources arguments (e.g.,
ESEA, Title I, the Higher Education Act). Another cluster is most accurately labeled
according to our characterization of the stimulator rationale (e.g., ESEA, Title III,
Vocational Education Act, and Childhood Early Education). Some programs are
primarily managed at the Federal level because of economies of scale considerations
(e.g., Gallaudet College, media services, and the American Printing House for the
Blind). Finally, still another cluster could be rationalized in terms of internalization
of externalities (e.g., Model Secondary Schools for the Deaf, training teaching per-
sonnel under the Education of the Handicapped Act, and most research support).

In terms of dollar support justified under each category of rationalization, the
picture is only slightly clearer. Approximately 44 percentthe largest shareof
total Federal expenditures is classifiable under the stimulation category; some 9
percent under resource redistribution or balance wheel arguments; 20 percent un-
der internalization of externalities; 18 percent as basic service support, all under
ESEA-Title I; and 11 percent as economies of scale. The predominant functions being
carried out using the most sizable or stimulation rationale are demonstrations and
experiments and the provision of seed money as parts of the Education for the
Handicapped Act (Title VI-B), the ESEA-Title III, and the Vocational Education. Act.

' See Karen DeWitt, "Education Report/Handicapped School Children Enmeshed in Debate on Fed-
eral Role in Education," National Journal, Vol. 5, No. 6, February 10, 1972, pp. 199-205.

2 Taken primarily from the equal protection provision of the 14th Amendment to the Constitution.
The key court case was a class action successfully brought in Pennsylvania in 1971 (Pennsylvania
Association for Retarded Children vs Commonwealth of Pennsylvania), determining that the state is
responsible for providing a free education to all children, even if they are excluded from the normal
classroom. This case has been generalized to include all physically and mentally handicapped children
in Mills vs Board of Education of the District of Columbia. Similar suits further expanding on the basic
equal provision concept are pending in at least fifteen states, including California, Colorado, Michigan,
and Maryland.
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Basic service support arguments could possibly have less persuasive power and
likelihood of success in the future than policies and programs rooted primarily in
efforts to stimulate, to cash in on scale economies, and to internalize externalities.
This is entirely consistent with our previous speculation on the newly emerging
Federal role in special education as demonstrating a mix of predominantly Model
III (Special Revenue Sharing, Plus) and Model IV (CatalyticInnovation and Stimu-
lation).

Programs for the Direct Education of Handicapped Students

Education of the Handicapped Act (EHA), Part B. Under the provisions of
this act, grants are made to the states to support education of handicapped children
through initiation, expansion, or improvement of programs at the preschool, ele-
mentary school, and secondary school levels. The stated purpose is to stimulate state
and local investment in special education. This stimulation is attempted through the
demonstration mechanism since there is no matching requirement to obtain Federal
funds under this program. Grants are allocated to the states based on the number
of children in a state between the ages of 3 and 21. In FY 1970 the program supported
education for 204,836 youth.3

Elementary and Secondary Education Act (ESEA) Title I. Title I provides
grants to local education agencies for the education of children from low-income
families. These funds are used to expand and improve educational programs which
contribute to meeting the special educational needs of educationally deprived chil-
dren. Handicapped children can benefit from Title I in three different ways:

1. Handicapped children make up part of the educationally deprived popula-
tion, and as such they can benefit from the increase in school resources as well as
the normal children.

2. Title I can be used to provide special education services to handicapped
children where such services are not mandated by state law. This is likely to occur
in low income states, where such a mandate would cause an immediate financial
problem. The number of handicapped youth receiving educational support under
this "nonmandated" portion of Title I in FY 1972 was an estimated 180,000.4

3. Perhaps the largest impact of ESEA-Title I on the handicapped population
comes through an amendment to that act, P.L. 89-313. Under Title I as originally
enacted, schools supported or, run directly by the state were not eligible for Title I
grants. P.L. 89-313 amended the Title so that state schools could part. cipate in
Title I. An estimated 107,698 handicapped youth benefited under P.L. 89-313 provi-
sions in FY 1970.5

The Federal Government plays two different roles in Title I. For the most part,
it acts to redistribute resources in providing compensatory education to educational-
ly deprived children. The argument for Title I is that some school districts do not
have the financial resources to carry out compensatory education. The size of the
Federal grant is based tm the number of children between the ages of 5 and 17 who

3 U.S. Bureau of Education for the Handicapped, Aid to the States Information System, National
Report, September 1971. (As of this writing, FY 1971 data are not available.)

U.S. Congress, House, Subcommittee of the Committee on Appropriations, Hearings, Part 2, Office
of Education and Special Institutions, 92d Cong., 24:1 seas., 1972 (hereafter cited as Hearings), p. 271.

5 Aid to States Information System.



99

come from low income families (less than $2000 per year in 1972), who receive Aid
to Families with Dependent Children, and who are in institutions for the neglected
or delinquent. The Federal Government shifts resources to where they are thought
to be more effective, and to make the distribution of educational services more
nearly equitable. Whether such increased effectiveness is being achieved is a widely
debated subject, but outside the scope of this report.

It is difficult to interpret the Federal function in P.L. 89-313 as one of redis-
tributing resources. The allocation to a state is equal to the average per capita
expenditure on education in that state (or one-half the national average, whichever
is more) multiplied by the number of eligible handicapped children in average daily
attendance (ADA) in all eligible state-operated and state-supported schools. This
formula obviously has some balance wheel effect. Since poor states tend to spend less
on education per capita than rich states, they will receive more than half of their
average expenditures because of the minimum floor set by the national average.
Although poor states will get more as a percentage of current expenditures than rich
states get on ADA, they will get less money in absolute terms than the rich states
get per ADA.

The rationales generally offered for a strong Federal role in redistributing re-
sources are based on both the large amount of resources necessary to operate an
adequate program and the wide range of financial capability among the states. In
programs serving large numbers of persons, such as welfare and compensatory
education, both of these arguments have some credibility. However, in the case of
state-operated institutions, there is more room for argument. In a relatively low per
capita income state, such as Arkansas for example; only 4 percent of the state budget
goes toward operating state-run institutions.6 The educational component of those
expenditures would be much smaller than the 4 percent, of course. The point is,
however, that the funds for these schools could be greatly increased without
dramatically affecting the size of the total state budget. Under such circumstances
the need for redistribution of resources from state to state is far from clear.

Neither is P.L. 89-313 a matching program that can be interpreted primarily as
one of stimulation. The Federal Government bases its grants on the average expen-
ditures spent on all education and not just education at state-operated schools. Since
the budget of the state schools is small in comparison to the total amount spent on
education, the state cannot effectively increase the size of its grant by increasing
expenditures at the state-operated schools.

The P.L. 89-313 program primarily functions as basic support for services. In
effect, the Federal Government is saying that it will pay each state approximately
$450 for each eligible handicapped child in average daily attendance at state-operat-
ed and state-supported schools. The Federal Government has not assumed a basic
support role for the education of the handicapped in general, but only for the
handicapped in state-operated and state-supported schools.

ESEA Title IIISupplemental Education Centers and Services, Guid-
ance Counseling and Testing. This Title is intended to assist. schools in the
development and establishment of exemplary elementary and secondary school
educational programs to serve as models for the regular school program. To ensure

f' Based on the 1970-71 Budget of the Arkansas School for the Blind, Arkansas School for the Deaf,
and the Arkansas Children's Colony (mental retardation), taken from State of Arkansas Budget Manual,
Little Rock, February 1971.
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that part of the funds allocated under this program is spent fbr special education,
states are required to spend at least 15 percent of their Title III allotment on
education of the handicapped. The language of Title III makes clear that the Federal
function is one of stimulation: "The Commissioner shall carry out a program ... to
stimulate and assist in the provision of vitally needed education services."'

This stimulation is only brought about by the demonstration effect since Title
III money is not distributed on a matching basis.' A reported total of at least 134,047
youth received a portion of their educational services under this program in FY
1971.9

HeadstartEconomic Opportunity Act. A new provision in the legislation
authorizing the Headstart program is that 10 percent of the nationwide enrollment
opportunities should be reserved for handicapped children. This would result in an
estimated'° 37,900 handicapped youth being served. The reservation of the number
of positions, rather than the earmarking of money (as in T:le III), is a new approach
to diverting money for the handicapped. This assures more accountability because
it is easier to count handicapped children than it is to calculate the amount of
resources going to a particular group 'of children.

This reservation of places rather than funds introduces a new incentive struc-
ture for the Headstart Project Director. If handicapped children are (:gore expensive
to serve than normal children (for some specified level of service), then more than
10 percent of the funds will be going to handicapped children. If the number of
children to be served and appropriations were to remain approximately constant,
the quantity and/or quality of service received by the normal population within
Headstart would decline,"

The Project Director has several other choices. First, a probable course of action
would be to accept children with only slight handicaps.' 2 In such a case, cost differ-
ences between the handicapped population and the normal group may be minimal.
Second, he may choose to offer the handicapped the same mix of services as the

7 U.S. Congress, House, Committee on Education and Labor, Compilation of Federal Elementary and
Secondary Education Legislation, 92d Cong., 2d sess., 1970, p. 35.

" The Title III allocation to each state is based on the following formula:

Glil = 200-000 4-
5 (a 10 000 000) k(i) .5 (a 10,000,000) pill,

0 50

kw
1- I i I

where G(i) = grant to the ith state,
a == Title III appropriation,

k(i) - number of children between 5 and 17 residing in state i,
p(i) = population of each state i.

This formula is an approximation since it excludes consideration of Puerto Rico, Indian children, the
Pacific Trust Territories, and overseas schools operated by the Department of Defense. Such exclusions,
however, lead to only a small error.

9 Compiled from 1972 Title III State deports to the U.S. Office of Education. Five states (Kentucky,
Maryland, Montana, New Hampshire, and Pennsylvania) and the District of Columbia are excluded from
this total either because the state report was not available or was inadequately prepared. Program total
excludes Texas, which was reported serving 375,000 or an average Title HI per-pupil expenditure of $2.37.

'° Education Daily, September 12, 1972, p. 5.
" Quality will decline as measured by dollars spent per normal ecrollee. Whether quality as mea-

sured by an objective measure of program output will decline is not known.
12 This course appears most probable since it costs the least, disrupts "normal operating procedures"

the least, and since the practice of "creaming" or selecting the least handicapped for admittance to a.
government program appeared to be a phenomenon in several of the agencies visited during this study.
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normal group. It is difficult to predict the outcome of this second alternative. While
it may be beneficial to have some program as opposed to none, it would appear on
its face to be far from optimal. Since the program has not yet started, no evidence
on the actions of project directors with respect to this incentive structure can be
measured. In the coming years, however, such reaction should be monitored to
ensure that the handicapped are receiving reasonable net benefits from the Head-
start Program.

Vocational Education Act of 1963 as Amended. The Vocational Education
Act provides that 10 percent of the basic grant funds allocated ti.) each state be spent
on the handicapped. These funds are used to support the expansion of vocational
education in high schools, state-operated schools for the handicapped, community
colleges, area vocational schools, and other schools. Because the program requires
a 50 percent matching with state funds, it must be considered a stimulator of local
investment in vocational education. A total of 208,781 and 221,342 youth benefited
from this program in FY 1971 and FY 1972, respectively."

Higher Education Amendments of 1968 (P.L. 90-575). This act provides fOr
grants to colleges and universities to assist them in developing programs for disad-
vantaged students. One qualifying criterion for being disadvantaged is having a
physical handicap. A student may also be disadvantaged by reason of a deprived
!:ducational, cultural, or economic background. The Federal Government, whose
function here is primarily to redistribute resources, is apparently attempting to
correct underinves;ment in education in early years that may have been due in part
to the financially hard pressed nature of the local and state education agency serving
the students in Cieir early years.

Federally Sponsored Schools for the Deaf. The Federal Governmeat's spe-
cial interest in schools for the deaf is reflected in its sponsorship of four such schools.
In the area of higher education the Federal Government sponsors Gallaudet College
(P.L. 83-240), which provides an undergraduate and graduate program for the deaf,
a graduate school program in the field of deafness, and adult education for deaf
persons. It also operates the Kendall School for Deaf Children, a preschool program
for very deaf young children, and the Model Secondary School for the Deaf (P.L.
89-694). This latter school not only provides basic education to its students, but is
also a research laboratory in the methods of instructing the deaf. The National
Technical Institute for the Deaf (P.L. 89-36), located at Rochester Institute of Tech-
nology, specializes in post-secondary school training of the deaf to prepare them for
employment.

In support of Gallaudet College and the National Technical Institute for the
Deaf, the Federal Government has in a sense nationalized higher education for the
deaf in order to achieve economies of scale. These are the only schools of their kind
in the country. The Federal Government has not precluded other levels of govern-
ment from providing this service, but apparently there are not enough deaf persons
at the state level to lower the average costs to a state agency to reasonable levels
or 1.;o offer a quality diversified educational program at the state level. Support for
the Kendall School and Model Secondary School can be justified by the externality

'3 U.S. Department of Health, Education and Welfare, Office ofEducation, Bureau of Adult, Vocation-
al and Technical Education, Summary DataVocational Education, Fiscal Year 1971, Vocational Educa-
tion Information No. 1; and letter from Harold F. Duis, Program Support branch, DHEW /OE /BAVTE,
to J. S. Kakalik, The Rand Corporation, May 9, 1973.
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argument. Research into better practices in teaching the deaf obviously has payoffs
to all states. This externality to a state may read single states to underinvest in
research, and necessitate Federal programs to coact this deficiency. In 1971 the
number served at Gallaudet was 1583; at NTID, 395; and at the Kendall school,
208.'4 The 1973 projected enrollment level at the Model Secondary School is 100."

Special Target Groups. Three educational programs authorized under
EHA-Parts C and G are aimed at either a specific disability or age group. One of
these provides model centers for deaf-blind children. A recent increase in the preva-
lence of deaf-blind children (though still a very low incidence population) brought
about in part by the rubella epidemic of 1964-65 left many children without access
to educational services. Services were available to some of the deaf and some of the
blind, but the sensorially multihandicapped add another dimension to the education
process. The deaf-blind centers were an attempt to overcome this gap in service to
a severely impaired handicapped group. An estimated total of 2300 were served in
FY 1971)6 The low prevalence of the handicap made it difficult for many states to
provide services to this handicapped group at a reasonable cost. By providing region-
al centers, the Federal Government is capturing the economies of scale in formulat-
ing a program for educating these children. In addition, the externalities of research
benefits of this program may be large.

The Federal Government also sponsors a demonstration program of early edu-
cation for handicapped children and will pay 90 percent of the cost of experimental
preschool programs for handicapped youth. This program is stimulative in terms of
both the demonstration and matching effect, and served 2000 youth in FY 1971.17

EHA-Part G provides model centers to meet the needs of children with specific
learning disabilities. Some research and personnel training is also provided at these
centers.

Programs To Provide Instructidne.1 Support

The Federal Government is involved in supporting programs that provide re-
sources to the education process, as opposed to direct support of that process.

Teaching Personnel. Two Federal programs are aimed at increasing the
supply of special education teachers. EHA-Part D develops personnel through grad-
uate training, sponsors training for personnel presently engaged or preparing to
engage in teaching the handicapped, and provides college fellowships to students
pursuing a career in special education. The programs authorized under the Educa-
tion Professions Development Act (P.L. 90-35) are similar to the personnel training
component of the EHA. Under P.L. both student fellowships and grants to
colleges for program development are sponsored.

As mentioned earlier, Federal sponsorship of programs directed at increasing
the supply of teaching personnel is an example of the recognition of the externalities
involved in producing teachers. Highly trained teachers of the handicapped are
mobile. If one state produces teachers who eventually migrate, they receive smaller

" Hearings, pp. 1112, 1178.
" Ibid., p. 1135.
" Ibid., p. 420.
" Ibid.; p. 422.
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benefits for their investment. Federal sponsorship helps to offset this reduction in
benefits by also reducing the cost of production. Most new special education profes-
sionals are trained in programs supported by the Federal Government. In FY 1970,
17,731 students finished training under programs supported by the U.S. Bureau of
Education for the Handicapped."

One additional program, EHA-C, sponsors regional resource centers that con-
centrate on developing curriculum to aid teaching personnel in the instruction of
handicapped children. These centers also are partially involved in research and in
training personnel.

Media. EHA-F makes available captioned films to the deaf, provides for a
National Center of Educational Media and Materials for the Handicapped, and
funds media-related research. The National Center and other depositories around
the country can be of assistance to local school districts in supplementing their
media inventory.

Another media program supported by the Federal Government is the American
Printing House for the Blind (APHB). APHB manufactures books and other materi-
als for use by the blind.

A third media program is run by the Library of Congress, which provides free
loan books and magazines in Braille and on records for the blind and physically
handicapped. This reading material is distributed to libraries throughoc ' the coun-
try for circulation to individual readers. The Library of Congress also maintains the
National Collections of Braille and recorded books to supplement titles deposited in
the libraries. The program is reaching some 120,000 readers," but only about 12
percent of these, or 14,400, are 22 years of age or younger.2° Federal involvement
in each of these programs is called for because of the economies of scale that are
available in the production of media.

Research Programs

A significant percentage of the money devoted to the handicapped can be clas-
sified as research. ESEA-Title III and EHA-Title VI-B are largely devoted. to ex-
perimentation in alternative methods of educating the handicapped. For the pur-
poses of this report, however, research is limited to those items that are termed
research in the authorizing legislation.

The Federal role in research is based on the notion of internalizing externali-
ties. That is, research has benefits for everyone, not just the persons performing the
research. For example, research in Maryland on curriculum for teaching autistic.
children can have applicability to teaching children with the same handicapping
condition in other states. The Federal Government in this case acts as a consortium
of the states in performing the needed research to carry out effective special educa-
tion programs.

18 Catalog of Federal Domestic Assistance, Section 13.451, "Handicapped Teacher Education " (up-
date to 1972 issue), U.S. Office of Management and Budget.

" Nelson Associates, Inc., A Survey of Reader Characteristics, Reading Interests, and Equipment
Preferences: A Study of Circulation Sysiems in Selected Regional Libraries, Washington, D.C., 1969, p. 111.

20 Ibid., p. 3. (Linear interpolation was used to estimate the number classified in the 15-24 age bracket
that were under 22.)
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The only major Federal program devoted primarily to research for educating
the handicapped is EHA-E, which provides for research grants and demonstration
programs.

Federal Funds for Education of the Handicapped

Having briefly described Federal programs that are directly and indirectly
related to educating the handicapped, we now examine the size of the Federal
commitment to each program. First, the Federal program for education of the
handicapped is put into perspective by estimating its total cost and then showing
this cost as a percentage of Federal expenditures on education, state expenditures
on special education, and total outlays for education. Second, Federal expenditures
are broken down by the level of instructionpreschool, elementary, secondary, and
higher education. Third, expenditures are shown by the function that the Federal
Government is playing in the education process. Finally, Federal expenditures are
shown by type of handicapping condition.

Expenditures for Education of the Handicapped. An estimate of Federal
expenditures for educating the handicapped in FY 1972 is presented in Table 6.5.
The total is approximately $315 million, with 78.1 percent allocated to direct sup-
port of the education of handicapped children, 18.4 percent to support of instruction
through teacher training and media servtces, and 3.5 percent to research.

These percentage breakdowns may be misleading unless the definitions of the
categories used in this report are kept clear. For example, much of the innovative
or demonstration expenditures could be classified as research rather than as an
expenditure in direct support of education. They have not been defined as research
expenditures because in our opinion their primary intent is to stimulate change and
local investment in special education, as opposed to using the classroom as a labora-
tory to explore the fundamental processes of special education. The dearth of evalua-
tion and dissemination of reports on many of these projects suggests a priori that
the classification system used here is correct.

The relative magnitude of the Federal programs becomes clearer when we put
the budget for the education of the handicapped into some sort of perspective. One
relevant comparison is that between Federal funds for education of the handicapped
and total funds for education in general. A definitional problem arises in attempting
to estimate total Federal funds for education. For our purposes, we estimate the
Federal total as just the sum of the budget of the Office of Education and the
Headstart Program. The total appropriation for these two items in 1972 was $6.2
billion." That means that only 5 percent of Federal funds spent on education went
for education of the handicapped.

Federal expenditures also make up only a small part of the total expenditures
on special education. The state and local contribution to special education has been
estimated at approximately $2.3 billion.22 This means that the Federal Government

2' OE Budget was taken from Hearings, p. 41. Headstart appropriation was taken from Education
Daily, September 12, 1972.

" These estimates were derived from the reports filed by the state under EHA-B. The reliability of
the data is in great doubt. Many of the estimates were made by taking an estimate of the number of
children of each disability receiving some sort of service and multiplying by the unit cost of delivering
some service education to that partvirar handicap group. These estimates were neither based on a census



105

Table 6.5

FY 1972 FEDERAL FUNDS FOR EDUCATION OF THE HANDICAPPED

($ million)

Program

Budget
(Fiscal Year

1972)

Function

Redistri-
button of
Resources

Provision of
Services

Basic
Service
Support

Stimu-
lation

Economy
of Scale

Inter-
nalize
Exter-

nalities

Education 245.966 --- --- --- --- ---
EHA-Ba 37.500 --- 37.500 --- --- ---
ESEA-Title I

Local Education Agenciesb 28.000 28.000 --- --- --- - --
89 -313b 56.381 --- --- --- --- 56.381

ESEA-Title IIIe 20.100 --- 20,100 --- --- ---
Headstartd 33.384 --- 33.384 --- --- - --
Vocational Education Acte 38.384 --- 38.384 --- --- - --

Higher Education Actf 0.436 0.436 --- --- --- - --

Federal Schools for Deaf8
Gallaudet Collegeh 7.888 --- --- 7.888 --- - --
NTT for Deafi 2.907 --- --- 2.907 --- - --

Kendall Schoolh 1.212 --- --- --- 1.212 - --
Model Secondary Schools 2.524 --- --- --- 2.524 - --

Special Target Groups
Deaf-Blind Centersa 7.500 --- --- 7.500 --- - --
Early Educations 7.500 --- 7.500 --- --- - --

Learning Disabilities (EHA-G)a 2.250 --- 2.250 ---

Instructional Support 57.906 --- --- --- --- - --

Teaching Personnelk
EHA-D 35.145 --- --- --- 35.145 - --

Education Professions Develop-
ment Act 6.100 --- --- --- 6.100

Regional Resource Centers (EHA-C)a 3.550 --- --- 3.550 --- - --
Media

EHA-Fa 10.500 --- --- 10.500 --- - --

American Printing House for the
Blindl 1.580 --- --- 1.580 --- - --

Library of Congressm 1.031 --- --- 1.031 --- - --

Research 10.994 --- --- --- --- - --

Research (EHA-E)e 10.994 --- --- 10.994 = --

Total 314.866 28.436 139.110 34.956 55.975 56.381

Percent 100,0 9.0 44.2 11.1 17.8 17.9

aU.S. Congress, House, Subcommittee of the Committee on Appropriations, Hearings, Part 2, Office
of Education and Special Institutions, 92d Cong., 2d sees., 1972 (hereafter cited as Hearings), p. 403.

b
Hearings, p. 271.

a"The Big Package for Education for the Handicapped," American Education, May 1972, p. 39.
d
Office of Child Development Headatart Program--State Worksheets, as reported in Education Daily,

September 12, 1972.

ellearinga, p. 584. Ten percent of Vocational Education funds are earmarked for the handicapped.
f
An estimate of the percentage of program funds under this Act that were received by the handicapped

was not available for 1972. Therefore, the 1973 estimate (taken from Hearings, p. 245) was multiplied
by the ratio of 1972 to 1973 program funds to nbtain the estimates presented here. Estimates of the
total program were obtained from U.S. Departmeut of Health, Education and Welfare Justifications of
Appropriation Estimates for Committee un Appropriations, Fiscal Year 1973, Vol. III, Office of Educa-
tion, Department of Health, Education and Welfare, Washington, D.C., p. 220.

SA11 estimates exclude construction costs.
h
Hearings, p. 1162.

iHearinge, p. 1107.

iHearings, p. 1122.
k
Hearings, p. 403. Includes Teacher Education, Physical Education and Recreation Training, and Re-

cruitment and Information components of EHA.

'Hearings, p. 1065.

mEstimate for the Library of Congress-Books for the Blind and Physically Handicapped program was
obtained by multiplying the fraction of total readers under age 22 by the FY 1972 budget estimate in
"Budget Justification: Library of Congress Division for the Blind and Physically Handicapped," mimeo.,
1972.

nHearings, p. 433.
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is bearing 12 percent of the cost of special education. The Federal Government pays
about 7 percent of the total national expenditures for elementary and secondary
education." Given the uncertainties in the numbers that have been used thus far
in the analysis, it is only correct to say that the percentage of expenditures borne
by the Federal Government in support of education of the handicapped must be
considered small in comparison to the size of both the total Federal, and state and
local special and regular education program expenditures.

Expenditures by Level of Instruction. As shown in Table 6.6, the emphasis
of the Federal program for education of the handicapped is at the preschool and
elementary level. Approximately 63 percent of Federal funds go to this level of
instruction, with 30 percent to secondary education, and only about 7 percent to
post-secondary or higher education. These are only approximate estimates, however,
since budget or population breakdowns by age group were not available for some
programs accounting for about one-third of the total expenditures. In such cases, the
distribution among the levels of instruction was assumed to closely follow that of the
EHA-B program. Using the same definition of Federal funds for all education as was
used earlier, the percentages going to each level are 71.7 percent to elementary and
secondary education; 26.2 percent to higher education; and 3.1 percent to funds
unallocated by level of education. We note that the Federal Government spends a
much larger percentage of its total funds for all education on higher education than
it does for special education of the handicapped. Given the relatively large percent-
age of the handicapped who do not go on to college, this difference in emphasis
appears reasonable.

Expenditures by Federal Function. The relatively small size of the Federal
expenditures for education of the handicapped almost precludes several of the func-
tions as viable alternatives. Given the high cost of special education, it would be
impossible for the Federal Government to fulfill a major or basic service support
'function at current budget levels. Given the dispersion of both wealth and income
in this country, it would take a larger commitment on the part of the Federal
Government than at present to serve as an effective balance wheel through redistri-
bution of resources.

Table 6.5 includes an estimate of the funds devoted to each function. In the table
each program is identified with a primary individual function. Other secondary
functions of each program may also be important if the Federal Government is
performing a dual function. The largest percentage of funds goes to the role of
stimulation (44 percent), which is in agreement with the pronouncement by the
Bureau of Education for the Handicapped that Federal policy is to stimulate state
and local participation in special education." Provision of services to achieve econo-
mies of scale or to internalize externalities receives 11 and 18 percent of the funds,
respectively. The balance wheel funds for redistribution of resources account for
only 9 percent of the special education budget and are part of larger balance wheel
programs where budget levels may make this role practical. The Federal Govern-
ment provides basic service support to only a very specialized groupthose in

o handicapped students nor a careful cost analysis of the resources actually flowing to the handicapped
group. The estimate presented is also biased downward because it does not include state expenditures
for teacher training as was done in the estimate of Federal expenditures.

23 Hearings, p. 372.
" E. Martin, Hearings, p. 360.
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Table 6.6

FEDERAL EDUCATION EXPENDITURES FOR THE HANDICAPPED,
BY LEVEL OF INSTRUCTION

Program
Preschool,
Elementary Secondary

Post-
Secondary

and

Higher

Education
EHA-Be 28.1 9.4 ---
ESEA-Title I
Local Education Agenciesb 21.0 7.0 --
89 -313c 28.2 28.2 ---

ESEA-Title IIIb 15.1 4.9 ---
Headstart 33.4 --- - --

Vocational Education Act --- 28.4 10.0
Higher Education Act --- --- 0.4
Federal Schools for Deaf
Gallaudet College --- --- 7.9
NTI for Deaf --- --- 2.9
Kendall School 1.2 --- - --

Model Secondary School --- 2.5 - --

Special Target Groups
Deaf-Blind Centers 7.5 --- - --

Early Education 7.5 --- - --

Learning Disabilities (EHA-G)e 2.3 --- - --

Instructional Support
'leaching Personnel

EHA-Db 26.3 8.8 --
Education Professions Develop-
ment Actb 4.6 1.5 - --

Regional Resource Centers (EHA-C)b 3.6 --- - --

Media
EHA-Fb 7.9 2.6 - --

American Printing House for the
Blindb 1.2 0.4 - --

Library of Congressd --- 1.0 - --

Research
Research (EHA-E)b 11.0 --- - --

Total 198.9 94.7 21.2

Percent 63.2 30.1 6.7

a
Seventy-five percent of those served in this program were in preschool or

elementary school. it was assumed that expenditures were proportional to the
number of students served. See Bureau of Education for the Handicapped, PY
1970 National Report, p. 102 of Title VI-A section.

b
No reference could be found showing the age distribution of the recipients

of the services provided in some programs accounting for about ante -third of all
expenditures, including this program. It was assumed that the expenditure
pattern followed that of the handicapped population served under EHA -B.

c
Approximately 50 percent of those served are 12 years of age or younger.

Since grants are based on Average Daily Attendance at the schools, Federal ex-
penditures are assumed to be directly proportional to the number served in each
age group. See National Report, p. 47, on Public Law 89-313.

d
Only 4 percent of the readers in this program are under 12 years old. (See

Nelson Associates, A Survey of Reader Characteristics, Reading Interests, and
Equipment Preferences: A Study of Circulation Systems in Selected Regional
Libraries, Washington, D.C., 1969, p. 3.) We assume nearly all funds went to
secondary school students.

e
Learning disabilities are most pronounced among the very young. It was

assumed that nearly all of the other centers served the same population.



108

state-operated or state-supported facilities for the handicappedand this accounts
for 18 percent of the special education budget. Even here, however, the size of the
basic support, grant is small in comparison with the total cost of operating most of
these institutions, especially the residential ones. The grant is approximately $450
per child while the typical per-student residential school cost is $4,500 per year."

Expenditures by Type of Disability. The great bulk of Federal expendi-
tures for education of the handicapped is not allocated on a categorical basis to any
specific handicapped group. Table 6.7 presents an estimate of the amount of money
that is specifically allocated to a disability; 92 percent is noncategorical aid.

Table 6.7

FEDERAL EXPENDITURES ON EDUCATION OF THE HANDICAPPED

Type of Handicap Expenditures

Blind (American Printing House for the Blind) $ 1,580,000
Deaf (Federal Schools for the Deaf) 14,531,000
Deaf-Blind (Model Centers for the Deaf-Blind) 7,500,000
Learning disabled 2,250,000
Noncategorical for type of disability 289,005,000

When the money is not earmarked by the Federal Government, the state gov-
ernments are allowed to spend according to their own preferences among disabilities
subject to Federal review, of course. Table 6.8 presents an estimate of how the
funds are allocated among the various handicapping conditions for two Federal
programs, EHA-B and P.L. 89-313.

The table shows that nearly half of the Federal funds for these two programs
goes to the mentally retarded, split fairly evenly between the trainable and educa-
ble. Only 13.5 percent of the funds go to the emotionally disturbed, and there is some
evidence that even this proportion is overestimated. In the states that were visited
in the course of the study (Arkansas, California, Illinois, Massachusetts, and Wyo-
ming), some of the emotionally disturbedprimarily adolescentscould be more
accurately defined as socially maladjusted. It was also brought out in the interviews
that many of these children were multihandicapped, but not reported as such. For
example, many of the children in residential schools for the blind or deaf may also
be mentally retarded. Therefore, the clear distinctions among handicapped groups
shown in Table 6.8 are somewhat illusory.

The distribution of funds to handicapped groups does not necessarily reflect the
number of children served in each group. In the EHA-B program, large differences
in the number served for a given level of expenditure can be expected because of the
large variances in the unit service costs among handicapping conditions. Under the
institution program (P.L. 89-313), Federal funds are based on a school's ADA. Vari-

" See R. A. Rossmiller, James Hale, and Lloyd Frohreich, Educational Programs for Exceptional
Children: Resource Configurations and Cost, University of Wisconsin, Madison, Wisconsin,1970, for a
discussion of residential school costs.
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Table 6.8

DISTRIBUTION OF FEDERAL EXPENDITURES FOR EHA -8 AND
P.L. 89-313 BY HANDICAPPING CONDITIONa

Type of Handicap EHA-B
P.L.
89-313 Total

Mentally retarded, trainable 10.0 39.5 26.3
Mentally retarded, educable 29.3 13.8 20.8
Hard of hearing 5.6 1.0 3.1
Deaf 6.4 16.6 12.0
Speech impaired 9.1 1.1 4.7
Visually impaired 4.4 6.4 5.5
Emotionally disturbed 11.4 15.1 13.5
Crippled 3.5 3.3 3.3
Learning disabled 12.6 0.9 6.1
Other health impaired 7.7 2.3 4.7

Total 100.0 100.0 100.0

a
Estimates are from the Bureau of Education for

the Handicapped, Aid to States, Branch Information
System, National Report, EHA-B, FY 1970, p. 8; and
89-313, p. 9.

ances in the number served under this program come about because of the difference
in the average length of stay at a school experienced by each handicapped group.
A trainable mentally retarded person, for example, is likely to stay at an institution
for a whole academic year. In this case, ADA and the number served are likely to
be nearly identical. An emotionally disturbed child is less likely to stay for an
extended period. He could receive services and then be returned to the regular
school system. One school for the emotionally disturbed visited during the study, for
example, had an ADA of 14, but served over 200 children during the year. The
Federal formula for distributing funds to the states under P.L. 89-313 creates an
incentive for longer treatment periods as opposed to intensive care. The size of this
impact on the type of treatment or its effect on the children has not been measured.

SPECIAL EDUCATION PROGRAMS IN THE STATES

Resources for education of the handicapped are largely state and local. Opera-
tion of institutions for mentally retarded, blind, and deaf youth are an integral part
of education programs in most of the states. In terms of money and children served,
however, the larger state program is one of direct transfer of funds to local school
districts or private schools for operation of special education programs.

This subsection describes the programs sponsored by the states in terms of the
number of peop13 affected and the amount of funds devoted to each program. From
the standpoint of Federal policy, however, it is perhaps more important to attempt
to determine why state programs are the way they are. That is, we will examine the
determinants of spending on special education. If some states spend more, because
of income, for example, there may be a priori evidence for the need of Federal
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redistribution of resources. If states are spending less because special education is
not mandated, the call for Federal expenditures is less clear.

To compile this description of programs, we used three different data collection
methods. First, we visited five states to obtain background information on a cross
section of state programs. Second, we sent a questionnaire to all the states, request-
ing information on their programs for education of the handicapped (see Appendix
D). Third, we used reports filed with the Federal Government by the State Education
Agencies on their programs.

Although the questionnaires provided a large volume of information, they were
not an entirely satisfactory method of gathering information. Some states supplied
excellent responses, but many did not. An accurate national picture could not be
compiled from the returned questionnaires. Therefore, those data were used mainly
as checks against information supplied to the Federal Government, and for exam-
ples of different kinds of programs that exist in the states. These latter data should
prove useful in preparing a subsequent Rand report on hearing and vision programs.
In all but a few cases the states did not have any more evaluation information than
that required on Federal reporting forms, so using Federal data did not mean a great
loss of information. Detailed data on the resource configuration and effectiveness of
individual programs are generally not available at the state level, and would have
to be obtained by surveying individual districts. Such a survey is outside the scope
of this report, but is included in other work being sponsored by the Bureau of
Education for the Handicapped. 26

State and Local Expenditures

One difficulty in analyzing program expenditures for educating the hand-
icapped is the lack of reliable data. Much of special education is intermingled with
the regular school program, making it difficult to identify the additional cost of
special education. Moreover, in the residential schools, where the handicapped are
isolated &on; the regular program, only a fraction of the total cost goes for instruc-
tion. This fraction cannot be easily identified in the financial records of the schools."

Estimates of expenditures on special education, then, are not very reliable and
will vary from source to source depending on the assumptions made about allocating
cost between the regular and the special programs. Table 6.9 presents estimates of
state and local spending on education of the handicapped that were prepared by
personnel in the various state departments of education." While the estimates are
not precise, they are valuable in two ways. First, they give an order of magnitude
.picture of the total amount of funds being devoted to education of the handicapped.
This is useful in assessing the size of the program against the size of the problem.

26 A report titled "Evaluation of an Aid to States Program for Education of Handicapped Children"
is being prepared by Exotech Systems, Inc. While it would have, been of great benefit to draw on this
research, it was not available in time for inclusion in this report.

27 See Rossmiller, Hale, and Frohreich, p. 41.
28 These estimates were taken from the state plans submitted in 1972 by each state to the Bureau

of Education for the Handicapped. From discussions with personnel in various states responsible for
making these estimates, it became clear that their methodology could not lead to accurate estimates. For
example, one state estimated the cost by multiplying the number of handicapped served by $1000, almost
regardless of the disability. In other cases it appears that when the State Education Agency was not
responsible for residential schools, the costs of these schools were excluded from the estimates. The
analysis presented in this section should be interpreted with this data reliability problem well in mind.
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Table 6.9

ESTIMATED STATE AND LOCAL EXPENDITURES ON EDUCATION OF THE HANDICAPPED, 1972-73a
($ thousand)

State

Mentally Retarded
Hard of
Hearing Deaf

Speech
Impaired

Visually
Impaired

Emotionally
Disturbed Crippled

Learning
Disabled

Other
Health
Impaired TotalTrainable Educable

Alabama 960 7,539 300 581 840 161 454 322 504 427 12,088
Alaska 275 2,244 381 105 190 84 402 85 1,058 127 4,954
Arizona 1,085 7,906 120 0 609 165 1,026 209 483 803 12,408
Arkansas 1,091 1,609 0 1,304 46 923 70 115 142 31 5,332
California 27,560 62,800 14,700 10,500 15,225 7,000 0 81,900 78,750 0 298,435
Coloradob 1,58) 5,518 0 0 2,046 341 1,876 1,183 4,996 2,508 20,067
Connecticut 5,551 8,416 2,820 0 3,282 1,157 6,770 3,255 8,777 0 40,278
Delaware 1,744 2,524 13 475 540 0 1,228 540 1,552 1,593 9,805
Florida 5,008 27,728 2,160 2,480 5,040 1,120 9,040 4,432 6,256 0 71,520
Georgia 2,220 11,412 834 1,745 11,142 3,915 4,762 0 2,840 3,22? 42,475
Hawaii 1,358 2,821 95 607 65 96 493 383 1,221 224 7,367
Idaho 430 1,542 10 5 518 7 0 11 622 0 3,791
Illinois 8,805 47,295 1,365 11,850 18,195 2,430 23,385 12,675 15,585 5,325 174,585
Indiana 5,669 10,399 143 1,432 3,798 1,362 983 717 267 118 28,617
Iowa 1,750 7,320 1,080 36u 4,270 380 2,875 655 1,320 778 24,565
Kansas 1,186 6,849 399 0 1,917 185 1,165 1,082 738 554 15,876
Kentucky 1,312 8,074 619 258 4,451 147 889 1,829 1,252 0 18,935
Louisiana 650 5,000 100 40 1,500 70 600 140 850 400 10,850
Maine 560 740 26 805 297 202 173 251 334 108 3,713

Maryland 3,165 4,236 633 462 1,117 448 1,307 438 6,893 4,987 24,616

Massachusetts 3,421 19,189 469 4,267 3,489 1,942 12,402 3,489 6,763 0 55,435

Michigan 27,397 46,044 5,296 6,920 17,253 4,298 9,893 8,715 0 0 153,896

Minnesota 6,408 15,162 0 2,957 4,255 1,075 19,800 1,507 19,800 130 61,547

Mississippi 553 5,010 121 806 506 319 28 303 373 2 8,023

Missouri 0 19,877 652 0 33,751 129 808 712 912 1,162 58,253

Montana 500 1,170 145 300 1,525 250 100 160 0 450 4,700

Nebraska 2,468 6,106 269 1,078 11,939 613 897 526 155 0 26,624

Nevada 375 1,697 125 62 500 50 1,062 250 0 0 4,247

New Hampshire 1,288 2,724 118 979 550 211 1,181 75 2,034 312 9,476

New Jersey 5,544 12,600 840 1,932 8,400 2,184 9,072 756 5,292 6,132 84,000

New Mexico 1,040 4,131 67 132 1,490 192 276 112 562 135 8,562

New York 42,123 139,557 4,399 15,666 14,832 12,889 97,744 44,170 0 15,309 403,650

North Carolina 2,519 17,054 2,769 0 3,007 2,1415 1,391 673 762 583 31,316

North Dakota 224 1,155 19 0 733 40 154 643 133 49 3,152

()bloc 29,600 97,200 0 7,000 16,200 2,400 0 5,000 24,400 7,800 174,200

Oklahoma 705 5,163 172 37 1,098 255 187 112 2,347 187 10,797

Oregor. 1,697 4,800 440 412 1,808 1,919 706 390 1,200 616 12,239

Pennsylvania 13,193 50,862 1,336 1,518 13,524 2,899 5,566 6,287 0 5,692 100,879

Rhode Island 1,300 1,800 1,400 0 720 300 1,320 150 3,800 100 10,890

South Carolina 779 8,761 227 100 1,206 198 998 293 681 0 13,698

South Dakota 250 1,500 ;CO 500 200 400 200 900 250 75 4,375

Tennessee 2,707 11,625 350 150 1,900 275 975 2,970 2,700 3,600 28,452

Texas 6,834 32,085 1,375 1,525 5,969 2,114 5,072 2,933 16,918 3.0,449 85,277

Utah 1,680 3,546 125 235 1,682 97 1,668 166 4,769 0 14,348

Vermont 425 1,044 206 253 192 105 217 ?49 299 98 3,190

Virginia 3,968 28,939 1,752 0 2,370 0 2,551 46 1,000 1,170 47,755

Washington 3,187 6,728 442 609 2,605 254 2,684 . 551 991 1,033 30,057

West Virginia 583 3,166 112 19 605 26 24 102 26 168 4,834

Wisconsin - 7,670 2,815 1,610 3,718 6,441 3,275 4,567 2,015 2,205 652 64,509

Wyoming 240 1,029 31 186 373 73 192 38 544 20 3,256

D.C. 3,190 1,591 826 557 1,104 328 1,994 817 270 1,037 11,919

Total 260,000 840,000 55,000 91,000 251,000 66,000 258,000 210,000 250,000 84,000 2,164,000

Percent 11 35 2 4 111 3 .

1...

11 8 11 4 100

NOTE: Column totals do not add to the United States total Whet. carts are shared among disabilities, they are

listed in the 'more than one" category on the Federal reporting form. Costs in this category were arbitrarily dis-
tributed among the disability totals in proportion to the total state and local expenditures for that disability.

aThese statistics were compiled from Description of Projected Activities for Fiscal Year 1973 for the Education of the
Handicapped, an annual report submitted to the Bureau of Education for the Handicapped by the fifty state, under BHA-B.

Completed corms from two states were not available.
bColorado did not break down its total expenditures by disability. It was assumed that 1972-73 expenditures followed

the same pattern as in 1968-69. All 1968-69 data were obtained from Summary Statistics - Expenditures, FY 2469, State-

Federal Information Clearinghouse for Exceptional Children, Arlington, Va.

cOhio reported only state expenditures. It was estimated that state expenditures ware SO percent of the total, as

that percentage is typical of the region.
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Second, these figures show the distribution of funds among handicapping conditions,
thus enabling the planner to see where funds are going and to locate any apparent
gaps in service in a particular state or nationwide.

The table shows that, of the total $2,364,000,000 expended, a large percentage
of state and local funds goes for education of the mentally retarded. Approximately
one billion dollars are spent by these levels of government on both the trainable and
educable mentally retarded. In other terms, 46 percent of the state and local effort,
as measured by dollars expended, is going to the mentally retarded. The emotionally
disturbed receive 11 percent of state and local fttnds. The spi!ech impaired, learning
disabled, and crippled groups each receive between 8 and 11 percent of the funds.

Number of Children Receiving Educational Services

The total number of students served is also a measure of the size of the program,
and the number served as a percentage of those who require special education
services is a measure of the gaps in service that may exist in particular states or in
particular handicapping conditions.

Estimates of the total numbers served, by handicap, are presented in Table 6.10.
The total number of handicapped children receiving service is estimated at 3.046
million, or 6.6 percent of the total enrollment in publicly supported elementary and
secondary schools.29

Figures on total enrollment for special education service are more revealing
when they are shown as the number receiving service as a percentage of those who
require service. Wholly reliable estimates of the size of the handicapped youth
population are not available. For our purposes, however, it seems sufficient to use
the estimates published by the Bureau of Education for the Handicapped. The
incidence rates shown in Table 6.11 for school age youth were used in determining
the number of handicapped children to be served. The incidence rate for all hand-
icaps combined is 10.1 percent.

These particular estimates are low compared with some of the percentages used
by the states to estimate the number needing service. Compelling evidence of the
state-by-state variation in the definitions of various types of handicaps or of varia-
tions in the actual incidence rates is shown in Table 6.12, which lists the percentage
served by state and by disability. The table shows too many cases of over 100 percent
of the population being served for the definitions and incidence levels to be consist-
ent across the states. An example would be separating hard-of-hearing and deaf
children by different definitions.3° From the data in Table 6.12, from the site visits
taken during this study, and from the state survey, it appears that the percentage
that are learning disabled and emotionally disturbed may be seriously under-

29 K. A. Simon and W. V. Grant, Digest of Educational Statistics, U.S. Department of Health, Educa-
tion and Welfare, DHEW Publication No. (OE) 72-45, 1971, p. 24.

30 It could also be argued that the states are overestimating the number actually served. In one state,
for example, the estimate was derived by multiplying the number of special education classes offered by
the maximum permissible class size. This would lead to an upward bias in the estimates. There is no
evidence, however, that this was just an isolated example. Some states combined their hard of hearing
and deaf into one category. This gives the impression that they are serving a high percentage of one of
the disabilities and zero percentage of the other. This same phenomenon occurs with the learning
disabled, retarded, and the emotionally disturbed. The reader is advised that some of these coverages of
over 100 percent are due to differences in classification.
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Table 6.10

HANDICAPPED CHILDREN RECEIVING EDUCATIONAL SERVICE, BY DISABILITY

State

Mentally Retarded
Hard of
Hearing Deaf

Speech
Impaired

Visually
Impaired

Emotionally
Disturbed Crippled

-Learning
Disabled

Other
Health
Impaired TotalTrainable Educable

Alabama 2,208 13,884 347 777 8,550 426 616 452 620 540 28,420
Alaska 140 900 160 50 70 35 166 .40 400 50 2,011
Arizona 952 6,153 60 0 6,090 61 799 163 376 473 15,127
Arkansas 1,800 7,377 0 342 5,010 224 329 146 845 357 16,430
California 11,000 47,000 3,000 3,000 130,000 2,500 0 58,000 60,000 0 313,900
Colorado 0 8,584 1,716 451 23,184 233 6,241 533 0 1,250 42,192
Connecticut 2,962 5,260 1,573 0 13,033 464 9,044 2,424 9,501 0 44,261
Delaware 650 2,800 8 155 4,000 95 910 200 920 580 10,318
Florida 3,450 26,000 11,410 1,400 33,590 1,050 7,500 7,000 9,000 0 100,400
Georgia 3,683 31,666 1,085 630 28,232 1,100 3,479 0 2,557 4,108 76,540
Hawaii 733 2,409 152 176 3,960 51 193 155 1,339 100 9,268
Idaho 492 1,700 53 109 4,786 80 0 32 2,908 0 10,160
Illinois 7,040 37,840 9,100 2,480 97,000 1,617 26,510 7,600 12,463 5,320 206,970
Indiana 5,420 18,968 200 927 48,616 374 745 402 190 106 75,948
Iowa 1,450 7,883 430 70 20,414 280 9,464 854 1,400 970 43,215
Kansas 945 7,735 256 0 16,000 180 1,300 770 1,170 1,300 29,656
Kentucky 1,464 13,560 1,040 288 19,000 143 850 2,044 984 0 39,373
Louisiana 1,000 13,500 300 100 32,000 150 1,000 200 1,700 1,000 50,950
Maine 665 2,900 98 336 3,700 283 320 405 800 102 9,609
Maryland 3,165 21,180 633 462 22;435 448 1,307 438 6,893 4,987 61,94t
Massachusetts 1,969 12,106 1,087 1,377 32,934 730 3,345 5,500 16,480 0 75,528
Michigan 11,522 42,393 2,399 828 91,488 1,818 6,181 7,539 0 0 164,168
Minnesota 4,284 12,500 0 1,200 28,560 400 27,500 500 0 400 75,344
Mississippi 886 8,623 118 310 9,556 192 74 580 528 60 20,927
Missouri 0 19,877 652 0 33,751 129 808 712 12 1,162 58,003
Montana 510 1,700 53 60 3,000 103 600 750 1,733 45 8,554
Nebraska 2,240 6,043 281 305 17,047 246 913 378 1,302 136 28,891
Nevlda 300 1,600 70 30 2,800 50 950 200 0 0 6,000
New Hampshire 619 1,999 263 213 5,050 108 463 50 1,304 244 10,313.

New Jersey 6,043 20,661 691 1,654 61,023 1,875 26,274 1,178 5,748 24,625 149,772
New Mexico 1,040 4,590 75 265 2,980 385 276 125 625 150 10,511
Hew York l2,961 49,842 3,666 2,984 118,658 3,069 27,927 11,938 0 5,670 236,715
North Carolina 3,293 38,000 1,645 0 34,000 1,300 2,000 515 2,500 600 83,853
North Dakota 180 1,240 12 0 4,500 60 1,217 115 1,117 160 8,601

Ohio 14,760 53,239 0 2,436 93,035 1,089 0 1,650 18,645 6,576 191,430

Oklahoma 1,243 11,013 186 462 13,597 157 180 158 5,325 1,511 33,832

Oregon 887 4,670 325 398 14,500 250 650 444 7,000 700 29,824

Pennsylvania 6.200 43,233 1,500 600 80,500 2,050 2,200. 2,187 0 1,980 140,450

Rhode Island 300 2,500 4,200 0 7,200 281 600 150 3,800 300 19,331

South Carolina 1,200 20,500 830 170 19,000 600 8,000 1,250 2,000 0 53,550
South Dakota 600 2,000 150 150 5,000 150 400 300 3,000 150 11,900

Tennessee 2,850 15,500 350 150 20,000 275 650 3,300 2,700 4,800 50,575

Texas 10,996 44,221 1,830 910 85,683 1,879 6,881 4,052 24,291 15,467 196,210

Utah 1,293 3,258 259 284 9,928 155 1,293 103 9,282 0 25,855

Vermont 313 1,181 236 87 1,440 86 430 72 1,049 300 5,194

Virginia 2,310 16,845 1,020 0 17,775 0 1,485 1,092 2,500 4,497 47,524

Washington 2,895 10,284 349 412 2,278 245 4,054 509 2,599 1,061 24,686

West Virginia 91.0 6,625 200 30 8,000 37 45 100 45 198 16,180

Wisconsin 3,985, 15,474 676 377 32,352 436 1,580 432 851 2,433 58,596

Wyoming 150 710 65 49 2,150 165 120 280 620 300 4,609

D.C. 1,476 2,177 283 191 5,630 113 756 230 128 292 11,276

Total 148,000 752,000 55,000 28,000 1,383,000 28,000 199,000 128,000 230,000 95,000 3446,000

Percent 4.5 24.9 1.8 1.0 45.4 0.9 6.5 4.2 7.5 3.2 100.0

SOURCE: Estimated 1972-73 students to be served from Deacription of Projected Activities for FY 7973 for the Education of
Handicapped ,:hildren.
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Table 6.11

INCIDENCE RATES FOR HANDICAPS

(In percent)

Speech impaired 3.5
Emotionally disturbed 2.0
Mentally retarded 2.3
Learning disabled 1.0
Hard of hearing 0.5
Deaf 0.075
Crippled or other health impaired .0.5
Visually impaired 0.1
Hultihandicapped 0.06

SOURCE: Short Term Analysis Issue in Education
for the Eandioapped, prepared by the Office of
Program Planning and Evaluation, Bureau of Educe-
tine for tho Handicapped, and Exotech Systems,
Inc., November 1971.

estimated. Other incidence estimates for these are 3 percent emotionally disturbed
and 5 percent learning disabled.' If these latter estimates were used in the calcula-
tions, the percentage served of all handicaps across the country drops from 59 to 39
percent. Depending on the incidence levels, then, one can get a vastly different
picture about how well the country is doing in meeting the educational needs of the
handicapped.

The percentage served also depends on the assumptions about the proper base
population to use. It could be argued that the base population should be the age
cohort from 0-21. Certain types of handicapped children below the age of 5 need
special educational services, and hence should be included in order to estimate those
still needing service. Another line of reasoning is that the schools can only serve
those who attend. Applying the handicapped incidence rates to the school popula-
tion is one way of estimating how many handicapped children are in the regular
school system and are not receiving special educational services, but are receiving
normal instruction."

Using public school attendance population as a base also eliminates the bias
introduced by the implicit assumption, which is made when general population data
in an age range are used as a base, that those not served in the public schools are
not 'served at all. Table 6.13 shows the percentage served for' various base popula-
tions. The size of the public school population is measured in three waysenroll-

31 Higher incidence rates than those used in this report are being reported by some states in their
estimates of the size of the handicapped population. (See Description of State Special Education Programs,
FY 73, submitted to the Bureau of Education for the Handicapped, U.S. Department of Health, Education
and Welfare.) Nebraska estimates that 5 percent are emotionally disturbed and 7 percent are learning
disabled. North Dakota uses 3 percent emotionally disturbed and 5 percent learning disabled. One study
reported finding the use of incidence rates up to 20 percent for the learning disabled (M. Fleischmann,
Report of the New York State Commission on the Quality, Cost and Financing of Elementary and Second-
ary Education, Vol. II, Albany, N.Y., 1972, p. 9.44). There are also lower estimates of incidence, as low
as 0.05 percent for emotionally disturbed and 0.5 percent for the learning disabled (Rossmiller, Hale, and
Frohreich, p. 121).

32 The implicit assumption in this estimation method is that the incidence rates are the same for the
school population as they are for the general population.
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Table 6.12

ESTIMATED PERCENT OF HANDICAPPED SERVED BY SPECIAL EDUCATION PROGRAMS, 1972-73

State
Mentally
Retarded

Hard of
Hearing Deaf

Speech
Impaired

Visually
Impaired

Emotionally
Disturbed

Crippled
and Other

Learning
Disabled

Total
All
Handi-
caps

Alabama 75.03 7.44 111.10 26.20 45.68 3.30 21.28 6.65 30.55
Alaska 41.95 29.69 61.85 1.86 32.47 7.70 16.70 37.11 18.70
Arizona 63.65 2.47 0.00 35.85 12.57 8.23 26.21 7.75 31.25
Arkansas 80.29 0.00 91.76 28.80 45.07 3.31 20.24 17.00 33.14
California 50.47 12.02 80.11 74.39 50.07 0.00 232.31 120.16 63.02
Colorado 63.51 58.40 102.33 112.72 39.65 53.10 60.68 0.00 71.98
Connecticut 46.58 41.00 0.00 48.52 60.46 58.93 63.17 123.81 57.82
Delaware 100.92 1.08 139.05 76.89 63.92 30.61 104.96 61.90 69.60
Florida 79.64 141.93 116.10 59.69 65.30 23.32 87.07 55.98 62.60
Georgia 125.71 17.75 68.71 65.98 89.97 14.23 67.20 20.91 62.76
Hawaii 67.02 14.92 115.14 55.51 25.02 4.73 25.02 65.70 45.59
Idaho 47.80 5.32 72.89 68.58 40.12 0.00 3.21 145.85 51.08
Illinois 68.26 63.67 115.67 96.95 56.56 46.37 90.39 43.60 72.58
Indiana 76.58 2.89 89.27 100.32 27.01 N 2.69 7.34 1.37 54.99
Iowa 54.71 11.59 12.58 78.64 37.75 63.80 49.18 18.87 58.41
Kansas 66.06 8.96 0.00 80.02 31.51 11.38 72.47 20.48 52.04
Kentucky 77.49 24.68 45.55 64.40 16.96 5.04 48.50 11.67 46.83
Louisiana 60.65 5.77 12.83 87.96 14.43 4.81 23.09 16.36 49.14
Maine 59.79 7.56 172.82 40.78 109.17 6.17 39.12 30.86 37.16
Maryland 102.05 12.21 59.39 61.80 43.19 6.30 104.61 66.46 59.87
Massachusetts 43.53 15.47 130.61 66.94 51.93 11.90 78.25 117.24 53.86
Michigan 95,80 19 61 45.12 106.83 74.30 12.63 61.62 0.00 67.26
Minnesota 69.52 0.00 152.42 77.74 38.11 130.99 17.15 0.00 71.96
Mississippi 65.19 3.72 65.18 43.05 30.28 0.58 20.18 8.33 33.08
Missouri 73.13 11.03 0.00 81.60 10.92 3.42 31.71 7.72 49.20
Montana 49.01 5.41 40.80 43.72 52.53 15.30 81.09 88.39 43.74
Nebraska 92.99 14.51 105.01 125.77 63.52 11.79 26.54 33.62 74.79
Nevada 65.40 11.08 31.67 63.34 39.59 37.61 31.67 0.00 47.62
New Hampshire 60.27 27.85 150.38 76.40 57.19 12.26 31.13 69.05 54,74
New Jersey 64.66 7.70 122.82 97.10 104.42 73.16 287.40 32.01 83.62
New Mexico 79.08 4.85 114.14 27.50 124.37 4.46 17.77 20,19 34.04
New York 62.71 16.84 91.37 77.86 70.48 32.07 80.87 0.00 54.50
North Carolina 135.82 24.89 0.00 73,49 98.34 7.56 16.87 18.91 63.59
North Dakota 35.28 1.37 0.00 73.46 34.28 34.77 31.43 63.82 49.27
Ohio 104.94 0.00 115.29 94.35 38.65 0.00 58.40 66.18 68.12
Oklahoma 63.48 4.43 73.38 46.28 18.70 1.07 39.76 63.43 40.40
Oregon 45.28 12.18 99.45 77.64 46.85 6.09 42.88 131.18 56.03
Pennsylvania 73.56 10.27 27.38 78.72 70.16 3.76 28.52 0.00 48.19
Rhode Island 54.35 375.01 0.00 91.84 125.45 13.39 40.18 169.65 86.52
South Carolina 131.15 23.07 31.51 75.46 83.40 55.60 34.75 27.80 74.62
South Dakota 60.56 16.07 107.15 76.53 80.36 10.71 48.22 160.72 63.91
Tennessee 79.70 6.99 19.98 57.09 27.47 3.25 161.84 26.97 50.65
Texas 120.08 18.31 60.69 122.45 93.98 17.21 195.26 121.50 98.38
Utah 63.41 16.60 121.35 90.90 49.67 20.72 6.60 297.45 83.06
Vermont 55.47 40.30 99.05 35.13 73.44 18.36 63.53 89.58 44.46
Virginia 69.57 17.04 0.00 42.42 0.00 6.20 93.37 20.88 39.80
Washington 65.16 7.94 62.47 7.40 27.86 23.05 35.71 29.56 28.14
West Virginia 74.02 9.05 9.05 51.71 8.37 0.51 13.48 1.02 36.70
Wisconsin 70.42 11.25 41.84 76.94 36.29 6.58 47.69 7.08 48.89
Wyoming 40.80 14.18 71.28 67.02 180.03 6.55 126.57 67.65 50.41
D.C. 96.57 34.41 154.84 97.80 68.71 22.98 63.48 7.78 68.73

Avg. percent
served 80.45 21.38 71.61 76.66 54.76 19.27 86.65 44.65 59.23
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Table 6.13

PERCENT OF HANDICAPPED SERVED, ASSUMING
DIFFERENT POPULATION BASES

Population Bases Percent Served

General population
Age cohort

0-21 years 36
0-17 years 44
5-17 years 59

School population enrollment
ADK
ADA

65
68
71

a
School population statistics are from Digest

of Educational Statistics, 2971, National Center
for Educational Statistics, 1972, p. 28. ADA and
ADM estimates for 1970-71 were not available.
These figures were estimated by taking 1967-68
ADA and ADK figures and multiplying by the growth
in enrollment from 1967-68 to 1970-71. General
population data are from the 1970 Census of Popu-
lation. The implicit assumption In this estima-
tion method is that the incidence rates are the
same for the school population as they are for
the general population of school age.

ment, average daily membership (ADM), and average daily attendance. ADM is a
measure of the number of students who are supposed to attend class. ADA is a
measure of those who actually attend. The difference, of course, is due to absentee-
ism.

When the population base is the general population age cohort that is served
by the public schools, 5-17 years, the percentage served is considerably higher than
when all youth (0-21) are taken as the base." From the preceding discussion we can
conclude that the public schools are serving a majority, but not nearly all, of those
handicapped children of traditional school age. But there is great variation across
the states and across the types of handicaps, leaving much room for improvement
in the amount and equity of special education services delivered. Many handicapped
youth are not being served, however, because they are either too old or too young
by traditional school age standards, or have dropped out or never been admitted to
the public school." If one assumes that the general population 0-21 age cohort is the
proper population to use, then some 64 percent of the handicapped are not being
served. This is approximately 5.3 million children. If one assumes the public schools
should be serving just those enrolled (age 5-17), neglecting the private school popula-
tion, then perhaps 1.7 million children are not being served. No matter what one

33 An often quoted figure is that 60 percent of the handicapped are unserved by special education.
This calculation uses the 0-20 age cohort as the base population. Incidence rates for ages 0-4 are assumed
to be one-half of those for the 5-20 age cohort. See "Short Term Analysis Issue in the Education for the
Handicapped," prepared by Bureau of Education for the Handicapped, and Exotech Systems, Inc.,
November 1971.

" We were unable to locate reliable data on the number served in private schools.
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assumes, many youth are unserved, and if the policy were to increase the number
served, then a two-pronged attack is needed. First, special education for those in
school would have to be expanded. Second, younger and older youth population
(generally not considered the province of the public school) would have to be includ-
ed in the programs.

The above analysis also demonstrates that numbers can be selected to substan-
tiate almost any position. In any event, policy should be based not only on the
number served, but also on the type and quality of service being received. The
variation in the amount of resources input to the program is discussed later in this
section. Though this would be a logical place to discuss variation in program output,
such a discussion is not within the scope of this report. Even if it were, it would not
be too enlightening because of the dearth of information on the effectiveness of
special education programs.

Though it is difficult to get an estimate of the percentage served because of the
various assumptions underlying each estimate, we can say something about the
percentage served for each handicapped group, holding the assumptions constant.
Table 6.12 reveals that a relatively large percentage of the mentally retarded are
being served compared to the emotionally disturbed and the learning disabled, even
using the low estimate incidence rates for the latter two disabilities. The hard of
hearing and the emotionally disturbed are the most underserved categories. Table
6.12 also shows the variation in the percentage served among states. The minimum
percentage served in the mentally retarded category is 35 percent in North Dakota,
but only 13 states fall below 60 percent served. The chances that a mentally retarded
child will be served are fairly good no matter what state he lives in. The same cannot
be said for the emotionally disturbed. Because of the variation in the percentage
receiving service for the emotionally disturbed, the probability that an emotionally
disturbed child will be served varies greatly from state to state, and the variation
among school districts may be even greater than among states. A look at intrastate
programs, however, is outside the scope of this research.

The last column in Table 6.12 shows that there is a large variation in the
percentage served among states. An initial attempt was made to analyze this varia-
tion by using a simple linear regression model. It was hypothesized that the percent-
age served was a function of whether special education was mandated, the popula-
tion density of the state, and the per capita income in the state. The estimated mod l
was

P = 52.5 + 8.9M + .024D .001I
(1.8) (2.1) (.3) R2 = .20,

where P = percent served,
M = 1 if special education is mandated, 0 otherwise,
D = population per square mile,
I = per capita income.

The model shows that the only significant variables (10 percent level) were the
population density and the mandated variables. That is, the percentage served
seemed to be the same regardless of per capita income after the data were adjusted
for population density and program mandate. One hypothesis that is in accord with
population density being significant is that a lack of a sufficient number of hand-
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icapped youth in low-density areas makes special education an impractical alterna-
tive because of the high cost of serving a small number of children. This hypothesis
is explored further in the next subsection on determinants of state and local spend-
ing. The low value of the coefficient of determination implies that other forces
determining the number served have not been incorporated into the model. More
research is needed to isolate the determinants of the percentage served in order to
help design an effective policy for increasing that percentage.

State and Local Expenditures Per Handicapped Student

The percentage served in any handicapped category is not an adequate indica-
tor of the quality of the program that is being offered. Rossmiller found that the costs
for special education vary quite widely. In the sample districts used in that survey,
the cost per pupil for a program for the educable mentally retarded varied from $826
to $2358.35 The same wide variation was found among the states. Table 6.14 presents
the average state and local special education expenditure per handicapped child
served, by type of disability. The United States average is $776 per handicapped.
student. The reported average annual special education expenditure for a speech-
impaiFed student is $170; for a deaf child it is $3067. The reported variation across
the states for all handicapped children is extreme: from $213 in the lowest state to
$1705 in the highest (excluding Alaska). The reported variation across states within
a single handicap is even more striking. For example, the range for deafness is from
less than $100 per pupil to nearly $10,000 per pupil annually; however, these figures
understate the amount of funds going to the handicapped. They also receive services
from the regular education program, and in some states these services may not have
been reported in estimating the funds for educating the handicapped. The estimates
presented here are the funds reported by the states for special education only. We
do ;lot believe these reported data represent the total cost of educating children who
presently receive some special education services. As an example of data inconsis-
tencies, the reported expenditures for special education averaged $776, which is less
than the average expenditures of $858 for the education of nonhandicapped youth."
Other sources use much higher estimates of the total average per-pupil expense for
educating handicapped children; e.g., the U.S. Senate Labor and Public Welfare
Committee uses $1470." Inspection of the budgetary data from the states broken
down by type of handicap indicates that the expenditures are typically "line item"
budget expenses identifiable as special education. Thus, for a speech-impaired stu-
dent the reported $170 is probably the excess cost of speech therapy above the cost
of his education in a regular classroom. For a deaf child, on the other hand, the $3067
reported expense is probably total rather than excess cost, since the deaf child would
most typically be served in a special education classroom rather than in a regular
classroom. If the speech-impaired are removed from the calculation of average
per-pupil expenditures, the average figure jumps from $776 to $1271. Because of the
lack of reliable special education cost data, total and excess costs are difficult to
estimate. For instance, the total cost figure of $1470 used by the Senate Committee

35 Rossmiller, Hale, and Frohreich, P. 65.
" U.S. Statistical Abstract, U.S. Government Printing Office, Washington, D.C., 1971.
" As reported in "Handicapped School Children, Caught in School Aid Debate," National Journal,

Vol. 5, No. 6, February 10, 1973.
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Table 6.14

ESTIMATED AVERAGE EXPENDITURE PER HANDICAPPED STUDENT SERVED, 1972-73

(Dollars)

State

Mentally.

Trainable

Retarded

Educable
Hard of
Hearing Deaf

Speech
Impaired

Visually
Impaired

Emotionally'
Disturbed Crippled

Learning
Disabled

Other
Health
Impaired

Average
All

Handicaps

Alabama 435 543 865 748 98 378 737 712 813 791 425
Alaska 1,964 2493 2381 2100 2714 2400 2422 2125 2645 2,540 2463
Arizona 1,140 1285 2000 0 100 2705 1284 1282 1285 1.698 820
Arkansas 606 218 0 3813 9 4121 213 788 168 87 325
California 2,506 1336 4900 3500 117 2800 0 1412 1313 0 951
Colorado 0 643 0 0 88 1464 301 2220 0 2,006 476
Connectict' 1,874 1600 1793 0 252 2494 749 1343 924 0 910
Delaware 2,683 901 1625 3065 135 0 1349 2700 1687 2,747 950
Florida 1,452 1066 189 1771 150 1067 1205 633 695 0 712
Georgia 603 360 769 2770 395 3559 1369 0 1111 786 555
flawaii 1.853 1171 625 3449 16 1882 2554 2471 912 2,240 795
Idaho 374 907 189 46 108 88 0 344 214 0 373
Illinois 1,251 1250 150 4778 188 1503 882 1668 1251 1,001 844

Indiana 1,046 548 715 1545 78 3642 1319 1784 1405 1,113 377
Iowa 1,207 929 2512 5143 209 1357 304 767 943 802 568
Kansas 1,255 885 1559 0 120 1028 896 1405 631 424 535
Kentucky 896 595 595 896 234 1028 1046 895 1272 0 481
Louisiana 650 370 333 400 47 467 600 700 500 400 213
Maine 842 255 265 2396 80 714 541 620 418 1,059 386
Maryland 1,000 200 1000 1000 50 1000 1000 1000 1000 1,000 397

Massachusetts 1,737 1585 431 3099 106 2660 3708 634 410 0 734
Michigan 2,378 1086 2108 8357 189 2364 1601 1156 0 0 937
Minnesota 1,496 1213 0 2464 149 2688 720 3014 0 325 817

Mississippi 624 581 1025 2600 53 1661 378 522 706 33 383

Missouri 0 1000 1000 0 1000 1000 1000 1000 1000 1,000 1004
Montana 980 688 2736 5000 508 2427 167 213 0 10,000 549
Nebraska 1,102 1010 i 957 3534 700 2492 982 1392 119 0 922
Nevada 1,250 1061 I 1786 2067 179 1000 1118 1250 0 0 708
New Hampshire 2,081 1363 449 4596 109 1954 2551 1500 1560 1.279 919
New Jersey 917 610 1216 1168 138 1165 345 642 921 249 561

New Mexico 1,000 900 893 498 500 499 1000 896 899 900 815
New York 3,250 2800 1200 5250 125 4200 3500 3700 0 2,700 1705

North Carolina 765 449 1683 0 88 1858 696 1307 305 972 373

North Dakota 1,244 931 1583 0 163 667 127 5591 119 306 366

Ohio 2,005 1826 0 2874 174 2204 0 3030 1309 1,186 910

Oklahoma 567 469 925 80 81 1624 1039 709 441 124 319

Oregon 1,913 1028 1354 1035 125 7676 1086 878 171 880 410
Pennsylvania 2,128 1176 891 2530 168 1414 2530 2875 0 2.875 718

Rhode Island 4,333 720 333 0 100 1068 2200 1000 1000 333 563

South Carolina 649 427 273 588 63 330 125 234 341 0 256

South Dakota 417 750 667 3333 40 2667 500 3000 83 500 368

Tennessee 950 750 1000 1000 95 1000 1500 900 1000 750 563

Texas 621 726 751 1676 70 1125 737 724 696 676 435

Utah 1,299 1088 483 827 169 626 1290 1612 514 0 555

Vermont 1,358 884 873 2908 133 1221 505 4847 285 327 614
Virginia 1,718 1718 1718 0 133 0 1718 775 400 260 1005

Washington 1,101 654 1266 1478 1144 1037 662 1083 381 974 1218

West Virginia 648 478 560 633 76 703 533 1020 578 848 299

Wisconsin 1,925 182 2382 9862 199 7511 2491 4664 2591 268 1101

Wyoming 1,600 1449 477 3796 173 442 1600 136 877 67 706

D.C. 2,161 731 2919 2916 196 2903 2638 3552 2109 3,551 1057
-1

U.S se 1,757 1045 936 3067 170 2186 1214 1530 1015 822 776
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cited earlier uses the assumption that the excess cost of educating the handicapped
child is one-half of the total cost. The factor of one-half and the total cost figure of
$1470 are reasonable estimates, if one considers that the cost of education is highly
dependent on the teacher/student ratio, and that it is not unrealistic to have one-
half as many handicapped students as regular students per teacher, on the average.

What the cost of special education should be is inextricably tied to the type and
structure of the program (special classrooms, itinerant special teachers, etc.), propor-
tions of handicapped youth being served, and the effectiveness of the program. Since
very little is known of the relation between resources expended and the effectiveness
of special education, one is forced to talk in terms of the cost if special education is
delivered in a specified way. In a subsequent report, we will attempt to describe the
cost of service to aurally or visually impaired youth as a function of factors such as
the type and number of handicapped youth to be served; the type and size of teaching
personnel and classrooms to be used; and the cost rates for teachers' salaries, build-
ings, equipment, and so forth. Such a cost model approach aids in understanding
what proposed increases in Federal funds for special education will buy in terms of
services delivered to children.

Part of the reported variation in expenditures across states is due to definitional
problems in the types of handicapping conditions. Some states grouped their deaf
and hard of hearing into Oile category, for example, while others did not. Such
groupings will distort the amount spent on each disability. Some portion may also
be attributed to different assumptions made about what costs to include in the
cost-estimating procedures used by the states. One state, for example, estimated that
service costs were $1000 per student for most major types of disability. Still, most
variation is probably due to the different resource levels provided in each state.
Again, however, we are in a position of saying that some states pay more for special
education, but we have virtually no information on whether these states are achiev-
ing more.

Another measure of state and local effort is the amount spent on education of
the handicapped in comparison to the total number of children (handicapped and
nonhandicapped) in the public school system. While a state may be spending a large
amount per child served, it may not be serving a large percentage of the hand-
icapped. By looking at the amount spent, normalized for total public school popula-
tion size, we get a better idea of fiscal effort being put forth in each disability
category.

Table 6.15 shows the average amount reported spent by each state on each
handicap for each youth (handicapped and nonhandicapped) in the public school
system. Only $44 per total average daily attendance is spent on the handicapped,
while the average expense for elementary and secondary education is $858.

Table 6.15 also shows the coefficient of variation (CV) among the average report-
ed expenditures for each disability. The CV is a measure of the dispersion of the
distribution." The larger the coefficient of variation, the greater the variation in

" The CV is defined as

(Xj XY \14 n Xj
CV ) 17-1

i=1 i =1
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Table 6.15

DISPERSION MEASURE OF STATE AND LOCAL EXPENDITURES FOR
SPECIAL EDUCATION

Type of Handicap

Average
Expenditure
Per ADA

Standard
Deviation

Coefficient
of Variation

Mentally retarded, trainable $ 4.61 $ 3.30 71.645
Mentally retarded, educable 14.61 7.78 53.236
Hard of hearing 1.19 1.55 131.030
Deaf 1.69 1.75 103.714
Speech impaired 5.98 7.97 133.367
Visually impaired 1.20 1.07 88.599
Emotionally disturbed 4.51 5.97 132.356
Crippled 2.30 3.38 146.610
Learning disabled 4.87 6.20 127.303
Other health impaired 1.58 2.35 148.822

Total $43.63 $24.43 55.744

expenditures per ADA among the states. The data show that expenditures on the
mentally retarded do not vary as much across the states as those for the other
disabilities. This can reflect either a larger variation in the percentage served or a
larger variation in the expenditures per child served for the other types of hand-
icaps.

Determinants of State and Local Spending

If one objective of Federal policy is to stimulate state and local spending on
special education, it is important to understand the determinants of that spending.
Just why site and local districts spend at various levels is a complicated issue. Some
simple models of state and local behavior can help clarify the issue.

Per-pupil spending on special education should reasonably be a function of
income per capita. The higher the income, the more one would expect to be spent
on the education of the handicapped. This is true of regular education," and it is
reasonable to believe that it would be the same for special education.

Spending on special education should also be a function of whether such educa-
tion is mandated. Even without legislation, many local districts would provide such
services. Legislation, however, would have an effect on some districts that would not
otherwise provide it. Therefore, it is hypothesized that state and local education
expenditures would be affected positively by legislation mandating the provision of
special education services.

The amount spent on special education may also be a function of population
density, although whether high population density should increase or decrease
emphasis on special education is not clear. Low population density areas might have
fewer handicapped youth per school district because travel times would limit the
geographic size and, hence, the population size a school district serves. Since it is

" S. M. Barro, The Impacts of Grants in Aid to State and Local Education Expenditures, The Rand
Corporation, P4385, 1970, p. 21.
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reasonable to expect that economies of scale will make special education relatively
less expensive when larger numbers of pupils are involved, the expenditure rate
may be inversely related to population density. The low density district may simply
not offer special education, since the small size program and high cost could out-
weigh benefits. However, if the high density district were to offer the program, their
spending per capita on special education would obviously exceed that of the low
density district. This would imply that special education expenditures were positive-
ly related to density. Therefore, population density exerts two conflicting forces on
special education expenditures.

Another possible determinant is the method of financing special education with-
in each state. Whether the state reimburses all excess costs, matches local spending,
or provides flat grants will make a difference in the behavior of tl,q local district.
Unfortunately, it was not possible to get adequate data on this variable to include
in this description. It should be gathered, however, for extensions of this research.

The model that has been discussed is assumed to be linear:

S a + bI cM dll,

where S = special education expenditures per ADA,
I = per capita income,

M = 1 if mandated, 0 if not mandated,"
D = population per square mile.

Using 1971 data," the following coefficients of the model were estimated:42

S = 36.3 + .0201 .003D + 6.56M
(5.2) (.3) (1.6) R2 = .53.

Income has by far the most significant coefficient and is related to large changes
in the special education expenditure variable. The model estimates that for every
dollar increase in per capita income, two cents goes to special education per ADA.
This could mean that Connecticut would spend some $46 more than Mississippi
because of the income effect. Since the mean value of S is $36, it shows the dramatic
relation to special education that incomes may have.

The variable, density, is not statistically significant. It could be that the two
conflicting forces potentially caused by density just cancel one another out. Using
state data, however, is probably too high a level of aggregation to see behavior in
individual school districts. The impact of density should be studied more closely with
data from school districts.

Mandating legislation was hypothesized to have a positive impact on spending

" States that only provided permission for the local districts to have special education or required
a minimum of children (greater than one) for special education were considered not to have mandated
special education. Information on existing legislation was taken from The Council for Exceptional Chil-
dren, Digest of State and Federal Laws: Education of Handicapped Children, Arlington, Va., 1971.

41 Data on average daily attendance were taken from the Digest of Educational Statistics, p. 26.
Income data were taken from the U.S. Statistical Abstract, p. 121. The income data were for 1969, but
because income is a slow-moving function, the year lag should not distort the analysis. Data on population
density were also obtained from U.S. Statistical Abstract, p. 13.

" T-ratios are shown in parentheses below each equation.
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and, in fact, had a positive statistical relation. The coefficient, however, is only
significant at approximately the 15-percent level of confidence.

The preference of states for dividing funds between special and regular educa-
tion was also subject to investigation. A model similar to the one above was hypothe-
sized where the ratio of special education expenditures to total current expenditures
on the total school program was regressed against the variable measuring density,
mandated legislation, and per capita income. The estimated model is shown below:

S/E = 1.01 + 1,10 M + .0005 D + .0017 I
(1.68) ( .32) (2.75) R2 = .30,

where S/E = Special Education Expenditures/Current Expenditures for
Public Elementary and Secondary Schools.

Once again, the density variable is not significant in explaining differences in em-
phasis on special education among the states. Whether the state has mandated
legislation, however, is related (10-percent confidence level) to spending preferences.

Again, income is highly correlated with the amount of funds going to special
education. The coefficient of the income variable significant at the 1-percent level
of confidence. This means that not only do high income states pay more for special
education, but they also give it more emphasis retntive to regular education.

We noted previously that percentage of handicapped served was related to the
density of the state. Here, however, we have seen that both special education expen-
ditures per ADA and special education expenditures as a percentage of total expen-
ditures are not related to density. This implies that, while the less densely populated
states are serving fewer students, they are spending more on each of those served.
To verify this, we used the same type of model and showed that expenditures per
pupil served are negatively related to density.

The utility of such models is restricted by inconsistencies in the cost data cited
earlier. But these exploratory models do indicate some of the major factors relating
to special education expenditures. Further analyses with other potentially explana-
tory variables are needed before we can draw firm policy conclusions.

STATE AND FEDERAL EXPENDITURES FOR THE
EDUCATION OF THE HANDICAPPED

Previous subsections have examined Federal and state and local spending sepa-
rately. The programs supported by these funds are for the most part not distinct,
and Federal funds are intermingled with state and local funds in their operation.
To obtain an idea of the scope and composition of the funds going to the handicapped,
it is necessary to look at the total contribution each level of government makes.

State and local expenditures by disability were presented in Table 6.9. Most of
the Federal funds are no allocated by disability. Table 6.16 presents the state and
local expenditures and an estimate of the Federal allocation of funds among hand-
icapping conditions. This estimate was made by assuming that Federal funds that
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Table 6.16

TOTAL SPECIAL EDUCATION EXPENDITURES BY TYPE OF HANDICAP

Type of Handicap

State and
Local

($ million)
Federal

($ million)

Total
($ million)

Per Child
Served

($)

Mentally retarded, trainable 260.0 45.5 305.5 2064
Mentally retarded, educable 840.0 75.9 915.9 1217
Hard of hearing 55.0 13.6 68.6 1247

Deaf 91.0 42.5 133.5 4767
Speech impaired 251.0 21.8 272.8 197

Visually impaired 66.0 19.2 85.2 3043
Emotionally disturbed 258.0 35.0 293.0 1472
Crippled 210.0 10.0 220.0 1718
Learning disabled 250.0 32.1 282.1 1227
Other health impaired 84.0 19.2 103.2 1086

Total 2364.0 314.9 2678.9 879

could not be classified directly" were distributed in the same proportion as EHA-B
funds. The distribution of EHA-B funds closely resembles the distribution of state
and local funds among handicapped groups. Since the state and local expenditures
play a dominant role in shaping the program, it is not unreasonable that the remain-
ing Federal funds (teacher training, research, Title III, etc.) will be used ultimately
in proportion to the size of the state and local program.

Total expenditures on education of handicapped youth were approximately $2.7
billion. Recall that this is an estimate of the amount budgeted for special education
of handicapped students. Some handicapped students also receive services as part
of the regular school program.

Table 6.16 also indicates the average cost per handicapped child served, by
disability. Education for the aurally or visually impaired is by far the most expen-
sive.

One Federal Goverment goal is to serve 100 percent of the handicapped popu-
lation.44 Table 6.17 shows an estimate of the increase in the annual special education
expenditures necessary to achieve this objective. In this estimate the Federal roles
in training and research would be expanded in proportion to the change in the
population served. A further assumption was that the average cost of serving chil-
dren is equal to the marginal cost of expanding service. The number presently
unserved in the age 5 to 17 general population was derived previously.

As shown in Table 6.17, an estimated $2.5 billion per year would have to be
added to the special education expenditures to provide elementary and secondary
education to 100 percent of the handicapped youth aged 5 to 17 at present service
quality levels. Over 48 percent of this increase would go toward educating the
emotionally disturbed, who presently consume only 10 percent of the expenditures.
An attempt to serve all handicapped children would require a large change in the
percentage of funds going to each disability group. A possible implication of this

" Federal programs classified directly were Federal Schools for the Deaf, American Printing House
for the Blind, EHA-B, P.L. 89-313, Deaf-Blind Centers, and EHA-G.

" Statement by Duane J. Mattheis, U.S. Deputy Commissioner of Education for School Systems,
Hearings, p. 359.
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Table 6.17

INCREASE IN SPECIAL EDUCATION EXPENDITURES NEEDED TO
SERVE ALL HANDICAPPED YOUTH

Type of Handicap
Incremental
Number

Incremental
Expenditures
(S million)

Mentally retarded 289,000 393
Hard of heering 204,000 254
Deaf 11,000 52
Speech impaired 423,000 83
Visually impaired 24,000 73
Emotionally disturbed 835,000 1229
Crippled (a) (a)
Learning disabled 287,000 352
Other health impaired 38,000 52

Total 2,109,000 2488

a
Crippled are included with "other health impaired."

need for a large change from current practice is that the 100 percent service level
cannot be reached by just adding; money to the total program. Such additions are
likely to be allocated among handicaps in much the same way as the current budget
because of institutional forces that tend to make budget proportions rigid. To in-
crease funds for a particular disability would require categorical funding or tight
regulationsa type of funding and control that presently does not characterize the
Federal program.

Four important qualifications must be put on the implications of this informa-
tion. First, estimates of incidence levels of disabilities and marginal costs are based
on data of questionable quality. Second, the appropriate measure of the population
size against which to apply the incidence levels is a matter of judgment. Third, some
of those handicapped not served by special education are presently in school, and
the increase in special education expenditures if they were to be served is partially
offset by a reduction in the regular educational services that would no longer be
delivered. A more important qualification is that this information does not imply
any normative judgment about what the proper allocation of resources among the
disabilities should be, or the proper amount of resources needed per child to obtain
a quality education.

The cost estimates presented in Table 6.17 attempt to answer the question,
"What increase in special education expenditures would be necessary to enroll 100
percent of the handicapped children in programs of today's present quality?" Equity
considerations would argue that 100 percent coverage is a proper objective, but it
should not be a solitary one. Another consideration is the effectiveness of programs
in altering behavior or teaching cognitive skills. If programs for the emotionally
disturbed, 1,r example, are not-effective in restoring mental health, it would not be
good policy to expand them just to increase the equity coverage. Estimates of the
marginal benefits of increased expenditures, however, are well outside the scope of
this report.
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SURVEY RESPONSES FROM STATE EDUCATION AGENCIES

The Rand survey described in Appendix B included administrators of special
education in each state. Primarily because of the excellent help received from
HEW's Bureau of Education for the Handicapped, including a personal letter to each
survey recipient requesting his cooperation, the response rate was 70 percent. Most
of the information was program descriptive and is presented elsewhere in this
section or will be used in a subsequent report to support recommendations for
program improvement. In general, the cooperation we received from the states on
this survey was excellent; however, response quality was limited somewhat by the
information available at the state level.

To improve special education programs, it is necessary to understand the prob-
lems or obstacles facing those who provide the service. Part of the questionnaire
asked administrators to delineate problems they were encountering, but although
70 percent of the states' education agencies responded to the survey, only 14 percent
responded to this particular question. Those responses, however, generally agreed
with the problem descriptions that we heard in our site visits to five states. There-
fore, the problems enumerated below are probably Inuch more widespread than the
response rate would indicate.

Growing Resistance to Providing Funds for Education of the Hand-
icapped. Funds for special education have grown to a level where they are no
longer an insignificant part of the budget. Under the fixed budget constraint that
is occurring in more and more states as well as in the Federal Government, in-
creased funds for special education imply a reduced budget for some other programs.
Given the politics of the budgetary process, such a growth in expenditures for special
education must inevitably lead to resistance.

Inadequate and Uncertain Funding. A constant complaint was that there
are inadequate funds for special education. In the eyes of program administrators,
however, this problem is common to almost all programs. Many feel that the uncer-
tainty of Federal spending levels makes planning very difficult. The timing of the
Federal Budget cycle and the school calendar also means that projects have to be
designed, approved, and implemented in too short a period for adequate administra-
tion of these processes.

Shortage of Personnel. Although some states have legislated that all hand-
icapped children be served, state administrators have recognized that there are not
enough adequately trained personnel to handle such a task. One state recommended
placing more emphasis on the teaching of exceptional children in the curriculum for
regular teachers. This would not only aid the instructional process by perhaps
letting the handicapped child remain in the normal classroom, but would also
increase the teacher's opportunities to correctly identify those in .need of special
education services.

Problem in Servicing Low Incidence Populations. One state mentioned
difficulties in servicing low-incidence populations such as the deaf-blind. This prob-
lem will vary in magnitude depending on population density. For example, in many
small school districts there may not be enough partially sighted children to provide
an adequate program at a reasonable cost. In major metropolitan centers, however,
finding the critical mass of students to achieve necessary economies of scale would
be no problem.
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Lack of Program Coordination. Five of the major programs are usually
handled by three different departments at the with level. TitlesI and III, EHA-B and
P.L. 89-313, and Vocational Education are administered separately. Although the
three groups are supposed to be coordinated, we noticed that this coordination
varied from excellent to practically nonexistent. Several administrators stated that
they never had any impact on the decisions of the othersalthough they signed the
project coordination sheet when Federal regulations required it.

Lack of State Support for Special Education. Several administrators
thought that the local response was heavily influenced by the size of state aid for
special education. One state, for example, was paying only 25 percent of the excess
cost. This was felt to be an insufficient incentive for many of the poor districts to
provide special education.

No Pre- and Post-School Program. One state felt that the education system
should incorporate both pre- and post-school programs for handicapped children.
While some states now allow preschool programs for handicapped children, it has
not been a widely adopted concept. For some handicapping conditions, age six is past
the optimal time to start the child's educational program. Similarly, it was suggested
that schools provide occupational training and guidance for those over 18.

PREVIOUS RESEARCH AND DATA AVAILABILITY

During this study, several policy questions reappeared in our discussions with
persons involved in planning for the education of the handicapped.

. What is to be gained from investing in the education of the handicapped?

. How should benefits be measured?

. How can state and local governments be stimulated to increase the education-
al services for the handicapped?

. What programs are effective for what types of handicapped?

This section reviews a sampling of existing research and data relating to these
questions.

Research

A dearth of research is available on the cost-effectiveness of programs for edu-
cating the handicapped. This is not true of other types of education. The value of
general education is the central issue of a rich and growing literature." Vocational

45 See H. A. Averch et al., How Effective is Schooling, A Critical Review and Synthesis of Research
Findings, The Rand Corporation, R-956-PCSF/RC, March 1972.
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and technical education has been the subject of extensive study." Why, then, has
education for the handicapped been neglected?

Our view is that the neglect stems from the difficulty and cost of such studies,
coupled with the lack of available data. No adequate measure of output is regularly
collected on special education programs. The analyst cannot rely on various types
of achievement tests, for example, to be part of the public education record on
handicapped children. Also, he must distinguish between differences in program
output due to the program itself and the output or effects due to the differences in
innate abilities of the children served.

In compensatory education studies, the standard prccedure is to design control
groups or adjust output results for innate abilities by using standard measures of
IQ, In dealing with the handicapped, however, the analyst should adjust for the
severity of the handicapped as it affects the learning process. But how can he adjust
for differences in visual acuity among different groups of youngsters in different
programs? The Snellen acuity rating scale is not really an indicator of the severity
of the handicap if the student is being taught mathematics, for example.

These limitations imply that the researcher must develop measurement instru-
ments and control groups and collect a great deal of new data. For any large sample,
the costs of such research would be very high. Even then, such a study would have
to beware of a defect occurring in many of the compensatory education studies, i.e.,
looking only at short-term output measures such as reading scores. The value of
short-term measures has been questioned when applied to the regular school popula-
tion. Those short-term measures are perhaps more questionable in special education
where one possible primary goal is the long-term adjustment to living in normal
society. Because of the lack of output or effectiveness information, most studies
have tended to focus on the input side of special education.

The most comprehensive treatment of the level of special education is a study
by R. A. Rossmiller, James Hale, and Lloyd Frohreich,47 which had five objectives:

1. To catalog procedures for identifying exceptional children and review existing
literature on incidence levels of each category of exceptionality.

2. To estimate the number of exceptional children based on population and inci-
dence level estimated.

3. To examine the nature of exceptional children programs which are reputed to
be of high quality.

4. To estimate the cosy differentials which are associated with educational pro-
grams for the various categories of exceptional children relative to the cost of
regular school programs provided for normal children.

5. To estimate the cost of educational programs for exceptional children provided
in private schools and in public facilities not associated with the regular public
school system.

The first two objectives are met by reviewing literature on incidence rates and
population projections. The study does not contain much data on the identification
processes that are being used, however. Its main contribution is its analysis of costs

46 E. M. Stromdorfer, Review and Synthesis of Cast-Effectiveness Studies of Vocational and Technical
Education, Ohio State University, Columbus, August 1972.

47 Rossmiller, Hale, and Frohreich.
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in a selected sample of school districts and residential schools, which reveals a wide
variation in special education expenditures. Cost for an educable mentally retarded,
for example, ranged from $708 to $2358 per pupil. The study shows that there is not
just one program for the educable mentally retarded, but a vast number from which
the school administrator must choose. While the volume gives the decisionmaker
some idea of the program's price, he has almost no information about the program's
output. The question of whether high expenditures do make a difference in outcome
never gets answered. This is not meant to be a criticism of the Rossmiller study, since
this question was not a focus of the research. It is really a call for more research into
the relationship between inputs and output so that more rational resource alloca-
tions can be made to special education.

Exotech Corporation is now conducting another examination of programs for
educating the handicapped." Part of the study involves a detailed survey of 675
public school districts. The survey asks for information on

1. Characteristics of the school district (size, location, etc.).
2. Size of handicap population served by disability.
3. Receipt of Federal revenues.
4. Description of the special education program.
5. Types of evaluation being perforined in special education.
6. Effectiveness of EHA-B projects.

When the survey is completed, this study should give the best description of special
education that exists. If the sample is representative, the study should provide better
estimates than we have now of who is being served and who is not. It should also
provide an estimate of the nature and extent of effectiveness analysis being per-
formed at the local level.

Another type of study describes problems encountered in special education, and
then draws on "expert opinion" for solutions. An example is a study by H. D.
Babbidge, Jr. et al., Education of the Deaf, a Report to the Secretary of Health,
Education, and Welfare by his Advisory Committee on the Education of the Deaf
U.S. Department of Health, Education and Welfare. This 8-year-old study presents
an excellent summary of the problems encountered in educating the deaf. It also is
prototypical of the best of other committee reports on selected disabilities in that
it contains a great deal of existing research and expert opinion in one volume. The
report's listing of the major areas where improvement is needed is similar to those
of today, calling for early identification and treatment of the deaf as well as for more
research into finding better methods for teaching the deaf. There is no analytical
treatment of what the costs and benefits of early identification and treatment would
be, however. Since education was felt to be the primary responsibility of the states,
the report does not recommend a large Federal role in the education of the deaf.
It suggests the Federal role should be the following:

1. To provide incentives for the state to plan special education services more effec-
tively.

2. To sponsor post-secondary demonstration programs that attempt to integrate

4° This study is being sponsored by the office of Planning, Budgeting, and Evaluation of the U.S. Office
of Education and has not been published as of this date.
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the deaf into the normal college curriculum.
3. To develop a residential technical school for the deaf.
4. To establish a National Advisory Committee on the Education of the Deaf in

order to better coordinate the programs of the Federal Government.
5. To increase emphasis on research for educating the deaf.

Many states also conduct their own investigations of what services are being
provided to handicapped children. Perhaps the most extensive is the recently com-
pleted Fleischman Report for New York State." The mandate of this study was to
study all facets of public education in the State of New York and not just special
education. One chapter of the report discusses the number of children receiving
services, problems in diagnosing handicapped children, isolating handicapped chil-
dren in special schools and classes, financing the education of handicapped children,
and training teachers for the handicapped. The report recommends a regionaliza-
tion of special education, increased effort in identifying handicapping conditions,
and increased incentives for the local district to provide special education services.
The recommendations stem mainly from expert opinion. There is no data-based
argument, for example, of what the impact on local efforts would be under different
state-aid formulas for special education. In a field where data are so sparse, however,
the report could hardly have been done otherwise. A review of the data deficiencies,
to which we now turn, will make evident the constraint on planning imposed by the
lack of data.

Data

One of our survey findings was that if the Federal Government did not require
certain information for reporting purposes, it was highly likely that these data
would not be available in state agencies. Therefore, much of what the states can
provide is already in Federal reports.

The Description of Projected Activities for the Education of Handicapped Chil-
dren report submitted by each state to the U.S. Bureau of Education for the Hand-
icapped contains the most complete information available on the expenditures and
population served. The reliability of these data, however, is questionable, and the
FY 1974 report form requires considerably less data. School districts do not gener-
ally account for special education expenditures separately. State administrators
who fill out these particular reports, then, must estimate the size of the local contri-
bution to special education. The methodology behind such estimates is not reported.
One state administrator said the estimate was based on what he thought the total
cost of the program would be minus the state contribution. While this is a reasonable
approach, it leads to less than precise estimates of expenditures. There is uncertain-
ty about the number served also. Some states do not finance special education on the
number of children but rather on the number of classes offered. The number of
children in a class can vary quite widely (e.g., 5 to 16 in one state). One administrator
used the maximum class size to estimate the number being served. This would, of
course, lead to an overestimate. Some states, it appeared, exclude their residential
schools in estimating :;fate and local expenditures. This is more likely to happen

" M. Fleischmann, Report of the New York State Commission on the Quality, Cost and Financing of
Elementary and Secondary Education, Albany, 1972.
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when the residential schools are not run by the Department of Education but by a
separate state organization.

Individual projects under EHA-B and P.L. 89-3135° are summarized to yield
some very detailed information. Project expenditures by resource category (adminis-
tration, instruction, etc.) are available on both programs. The number of children
served and the expenditures by type of handicap are also provided.

Title HI reporting forms also require information on the resources flowing to the
handicapped. The form asks for information on expenditures and the number served
by handicap. The quality of the reporting under Title III can only be described as
abysmal. In many instances, the state reports available to the U.S. Office of Educa-
tion were not complete or there were such obvious discrepancies in the figures
reported in different places in the same report that they make the reports of very
questionable value as valid indicators of how Title III funds are being spent on the
handicapped.

State reports to the Federal Government on the Vocational Education Program
present the numbers of handicapped participating and expenditures on the hand-
icapped. These figures are not broken down by handicaps, however. Enrollment
estimates are broken down by the type of vocational education (health, agriculture,
etc.)." Again, however, it is difficult to see how these figures can do more than give
some idea of the size of the Federal commitment to vocational education of the
handicapped. If the planner had to decide what types of vocational education to
supply to which types of handicapped children, the data in their present form would
not be of much use.

As indicated throughout this section, cost data are not entirely reliable. An
effort should be made to standardize the assumptions that are made in reporting
costs, and to enforce the requirements that cost be reported. Even if the costs
reported currently were accurate, however, they would represent average costs and
not necessarily the incremental costs needed for planning. In the current debate
over proposed Federal legislation, a recurring question is "What is the excess cost
of educating a handicapped child?" These data are generally not available from
school districts because they account for cost by resource category (teacher, materi-
als, etc.) rather than by program (reading, handicapped children, etc.). One method
to overcome this dilemma is the development of generalized cost models" that assist
in the design and costing of special education programs. Such models could be used
to simulate existing programs such as those reported in the Rossmiller study."
Exercise of the model could then reveal what part of the cost difference among
programs is due to differences in resource consumption levels and what is due to
differences in price levels. Also, a panel of experts could design a "good" special
education program in terms of the level and composition of resources employed for
each type of disability, and the model would be able to estimate the excess cost under
the assumptions made by experts. This seems like a more reasonable approach to
the problem of estimating excess cost than adopting the alternative of using median
or average costs.

" U.S. Bureau of Education for the Handicapped, Aid to the States Branch Information System, FY
1970National Report, Washington, D.C., 1971.

Bureau of Adult Vocational and Technical Education, Department of Health, Education and Wel-
fare, Vocational and Technical Education, Selected Statistical Tables, FY 1971, Washington, D.C., 1972.

52 See L. A. Dougherty et al., A Program Budgeting Cost Model for School District Planning, The Rand
Corporation, P-4953, January 1973, for an example of the design and use of such models.

51 Rossmiller, Hale, and Frohreich,



7. FINANCIAL ASSISTANCE TO HANDICAPPED YOUTH

This section first summarizes Federal and state income assistance programs to
handicapped youth. Next, a more detailed description of the Federal role and pro-
gram objectives is presented, followed by information on handicapped youth served
by the various financial assistance programs. Then, nonfinancial services provided
by public welfare agencies and a survey of those agencies are described. And finally,
previous research and data availability are discussed.

OVERVIEW AND SUMMARY

In 1970, financial assistance programs in the United States reached an estimat-
ed one million needy physically or mentally handicapped persons under age 22.
Total annual expenditures on those programs were conservatively estimated to be
$634,544,000, of which the Federal, state, and local shares were 54.6, 34.6, and 10.8
percent, respectively. Tables 7.1 and 7.2 show a breakdown of assistance and youth
served for the various programs: Social Security Disability Insurance (SSDI), Aid to
the Blind (AB), Aid to the Permanently and Totally Disabled (APTD), Aid to Fami-
lies with Dependent Children (AFDC), General Assistance (GA), and Income Tax
Exemptions for the Blind (ITEB). Most of the financial assistance to handicapped
youth is dispensed through the AFDC program, which is aimed at the needy rather
than the handicapped. Table 7.3 data indicate the expenditures by types of hand-
icapped youth.

Federal involvement in financial assistance began with the Social Security Act
of 1935 and has grown to the point where most funds expended on needy hand-
icapped youth are Federal, and two of the four major programs are federally operat-
ed. This dominant Federal role apparently evolved for two main reasons: (1) state,
local, and private sources have had insufficient financial resources to provide social-
ly desirable minimum income levels to an acceptable fraction of the needy popula-
tion; and (2) under state and locally operated programs, a socially undesirable
inequity in the distribution of funds across states has existed. While authorities
disagree on what level of financial aid is adequate, and what distribution of funds
is equitable, the President's Commission on Income Maintenance Programs' con-

' The President's Commission on Income Maintenance Programs, Background Papers, U.S. Govern-
ment Printing Office, Washington, D.C., November 1969.

132
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Table 7.1

ESTIMATED FINANCIAL ASSISTANCE AND SOCIAL SERVICE EXPENDITURES
FOR HANDICAPPED YOUTH, 1970

Program

Financial Assistance

Federal State Local Total

SSDI $ 10,936,000 0 0 $ 10,936,000
AB 3,190,000 1,940,000 420,000 5,550,000
APTD 20,110,000 12,750,000 3,330,000 36,190,000
AFDCb 311,346,000 205,046,000 64,476,000 580,868,000
GA 0 NEa NE NE
ITEB 1,000,000 NE 0 1,000,000

Total $346,582,000 $219,736,000 $68,226,000 $634,544,000

SOURCE: See subsection "Current Financial Assistance Pro-
grams" in this section for data sources and estimation methods.

allot estimated, but assumed to be a small portion of total
expenditures for financial assistance to handicapped youth.

b
1971.

Program

Table 7.2

ESTIMATED NUMBER OF YOUTH RECEIVING
FINANCIAL ASSISTANCE, 1970

Number of
Handicapped Youth

SSDI 14,700
AB 4,000
APTD 29,000
AFDC 975,920a
GA NEb
ITEB 9,000

SOURCE: See subsection, "Current Financial Assistance Pro-
grams," in this section for data sources and estimation methods.

a
1971.

b
Not estimated, but assumed to be a small fraction of the

total number of handicapped youth receiving long-term financial
assistance.

cluded that present levels are inadequate and that the present distribution of aid
is inequitable. In brief, the Federal Government acquired its present role because
it had the funds and the inclination to distribute them to the needy population
across states more equitably and to raise the payments to a more nearly adequate
level. Although state and local roles have gradually diminished, both state and local
governments are still very much involved, supplying nearly half the funds expended
for needy handicapped youth, and operating both the General Assistance and the
Aid to Families with Dependent Children programs.
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Table 7.3

ESTIMATED FINANCIAL ASSISTANCE TO YOUTH
BY TYPE OF HANDICAP, 1970

Handicap
Estimated
Expenditures

Visual impairment $ 18,276,000
Hearing impairment 24,902,000
Speech impairment 203,993,000
Crippling and other health impairments 95,620,000
Mental retardation 160,532,000
Emotional disturbance 88,027,000
Learning disability 43,194,000

Total $634,544,000

SOURCE: See subsection "Current Financial Assistance
Programs" in this section for data sources and estima-
tion methods.

The Federal Social Security Insurance program (OASDHI) is based on a social
insurance model wherein an employee, his employer, and self-employed persons
contribute to the system to provide coverage against disruption or reduction of the
worker's income due to disability, death, or retirement. Payments are not based on
need, but depend on the rate and number of quarter-years of previous contribution
to the system, subject to maximums and minimums. Under the Childhood Disability
provisions of this program, a person age 18 or older, who has been disabled prior to
his 22nd birthday, and who is the child or grandchild of a retired or disabled worker,
could receive payments of up to $166 per month beginning September 1972, while
the disabled child or grandchild of a deceased worker could receive up to $256.90
beginning September 1972, if he earns $125 or less per month. Because handicapped
youth under age 22 have generally neither accumulated the required previous
earnings record, nor have a retired, disabled, or deceased parent, only a small
fraction actually receives benefits from this program; an estimated 14,700 recipients
under 22 receive approximately $62 per month each.

Prior to 1972, the AB and APTD public assistance programs were operated
within the states and jointly funded by Federal and state governments. The Social
Security Act of 1972 combined these two programs with Old Age Assistance (OAA)
and made the new combined program federally funded and operated effective in
1974. The new program, called Supplemental Security Income (SSI), establishes
uniform payment levels for recipients in all 50 states and the District of Columbia.
(Individual states may choose to supplement these Federal payments.) Eligibility
requirements for new applicants are also uniform and not based on age. This uni-
formity contrasts with previous requirements which varied from state to state.
However, individuals on the AB and APTD rolls for December 1973 under a state
plan in effect as of October 1972 will be considered blind or disabled for purposes
of the new program and will be considered to meet the resource requirements of the
new program. (The blind will also be deemed to meet the income test.) These persons
will be transferred to the SST rolls January 1, 1974 if they also meet the other
requirements of Title XVI such as income (not required of the blind), age, relation-
ship, etc.
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New applicants must meet all requirements of the new program. For an appli-
cant to qualify for payments under the new program, based on a disability other
than visual, he must meet the income and resources test and be unable to engage
in any substantial gainful activity by reason of a medically determinable physical
or mental impairment which can be expected to result in death, or which has lasted
(or can be expected to last) for a continuous period of not less than 12 months. A
child's (age under 21) income and resources include those of his parents or his
parent's spouse, if his parent or parent's spouse lives with him, whether or not they
are available to him, except to the extent determined to be inequitable. Visually
handicapped applicants must meet the income and resources test and must have a
medically determinable impairment (e.g., central visual acuity of 20/200 or less in
the better eye with the use of a correcting lens). Ability to engage in a substantial
gainful activity is not a factor in determining eligibility for the blind.

Payments for an eligible individual who does not have an eligible spouse will
be at the rate of $130 per month in 1974 and any year thereafter, reduced by the
amount of the individual's non-excludable income. Payments for an eligible in-
dividual who has an eligible spouse will be at the rate of $195 per month in 1974
and, thereafter, reduced by the amount of the individual's non-excludable income
(combined with that of his spouse). These payment levels are higher than the old
program payment levels in most states, and any state may supplement the Federal
payment level if desired.

Under the pre-1972 AB program, the average monthly grant varied from $59
in one state to $177 in another, with a United States average of $104. Coupled with
varying payment levels were varying eligibility standards by age (5 years in one
state, 18 years in many others), by whether or not property liens were required, and
by the allowable value of home and personal possessions. Five percent of all AB
recipients were under 22. In 1970, we estimated that there were 4076 recipients
under 22 on whom a total of $5,550,000 was expended. The annualized expenditures
per recipient varied across the states from $714 to $2058 and averaged $1372. The
number of recipients per 100,000 state population aged 0-21 varied from 0.5 to 19.
The fraction of total program expenses devoted to administration, service, and
training (A,S&T) rather than financial assistance varied across states from 5 to 32
percent.

The APTD program had a U.S. average monthly recipient grant of $97 in 1970.
Total annual expenditures per recipient averaged $1229, but varied across states
from $724 to $1837. A total of 29,000 persons aged 22 or less that year received
APTD, or 3.4 percent of all APTD recipients. Age requirement: were uniform across
states at 18 years, but other eligibility requirements varied m.Irkedly. The number
of recipients aged 18 to 21 per 100,000 state population averaged 205, but ranged
from 27 to 625. Perhaps the most graphic example of the inequity of the payments
distribution is the fact that nearly half of all APTD payments to recipients under
22 in 1970 were paid in California.

The AFDC program provides financial assistance to needy families with chil-
dren, and to handicapped children only if they happen to be in an AFDC recipient
family. In March 1971, the average monthly payment was $49.60 per recipient.
However, the program is so large that an estimated $580,868,000 was expended on
975,920 handicapped youth in 1970. This is by far the most massive financial assist-
ance program serving handicapped youth, and an excellent contact point for identi-
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fying those who need nonfinancial types of assistance. Now that the new Supplemen-
tal Security Income program reaches handicapped youth, care must be taken in
writing administrative rules and regulations so that a child's receipt of Aid to the
Blind and Disabled does not exclude the remainder of the family from AFDC, and
vice versa.

General Assistance is a state-local program with eligibility based on financial
need. Although information is not readily available, we suspect very few hand-
icapped youth receive long-term GA because of the incentive for states to place such
youth on AB, APTD, or AFDC where Federal funding can be obtained.

In a survey of state welfare agencies, problems cited in the present system
included lack of financial support for the programs and inadequate coordination of
services.

In summary, we have six principal observations on financial assistance pro-
grams for handicapped youth.

1. There was no financial assistance program for handicapped youth prior to the
Social Security Amendments of 1972 that removed age restrictions on Aid to the
Blind and Disabled. Those prior assistance programs aimed at the handicapped
did not serve persons less than 16 or 18 in most states. The AFDC assistance
program for needy families with children is designed for the needy and not the
handicapped, so allowance is not made for the added expense of the handicapped
child for those families who do receive AFDC. The individual payment level of
the new Supplemental Security Income program providing aid to the aged,
blind, and disabled is significantly higher than the AFDC average payment.

2. The fact that the AFDC and other programs annually contact approximately
one million handicapped children represents a great opportunity to screen and
identify handicapping conditions in that population and to determine whether
nonfinancial assistance needs are being met. Early medical intervention, provi-
sion of sensory aids, or assistance with language development for deaf children
may be especially important.

3. Financial assistance programs do not reach out to find handicapped people.
Financial aid is given to needy families with handicapped youth who ask for aid,
not necessarily to those with the greatest need.

4. Inequity in payment levels and eligibility requirements exists across states. The
new federally administered and combined Supplemental Security Income pro-
gram corrects many of the former inequities in these three programs.

5. Although many authorities feel the present payment levels are inadequate,
they have neither agreed upon definitions of adequacy and payment levels neces-
sary to provide a socially acceptable standard of living nor studied them in the
depth warranted by the importance of the topic.

6. Program evaluation data are woefully inadequate. The estimates of hand-
icapped or other subpopulations reached must be based on rather tenuous as-
sumptions; knowledge of social and other services delivered is scant; and knowl-
edge of the actual effects that the financial assistance program has on the
recipients is a small fraction of what it should be:
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ROLES AND GOALS

The Federal Role and Objectives

Through a history of legislation which began in 1935, the Federal Government
has accepted partial responsibility for assuring Americans some measure of econom-
ic security. One means is through programs affecting individUal income levels. Such
programs include those aimed at human resources development, such as Adult Basic
Education; social insurance, in particular Old Age, Survivors, Disability, and Health
Insurarffe (OASDHI); cash transfer programs, which include public assistance and
veterans' pensions; and income-in-kind transfer programs, the most well known
being the Food Stamp Program and Medicare. In addressing income maintenance,
we look principally in this section at programs involving cash transfers as these
specifically affect the handicapped.

Originally, the Social Security Act provided for Federal funds to assist states in
providing income to the needy aged, the blind, and families with dependent children.
In 1950, permanently and totally disabled persons were added to the federally
supported program.2 In the late 1950s, the Federal Government began using funds
for administration and social service expenses associated with income maintenance
programs. The 1972 Social Security Act Amendments represent a significant change
in role in that the Federal Government is taking over operation of Aid to the Aged,
Blind, and Disabled programs from the states and establishing uniform payment
levels and eligibility standards across states under the Supplemental Security In-
come program. It also removes the minimum age restrictions on recipients. Thus,
in 37 years the Federal Government has taken the dominant role in financing and
operating income maintenance programs for needy handicapped persons; i.e., it
finances and delivers income payments to (1) needy physically and mentally im-
paired persons, and (2) children who incidentally may be handicapped but receive
aid because their families qualify for AFDC.

The President's Commission on Income Maintpnance Programs presented the
following concepts for evaluating transfer programs:3 clearly defined rights for po-
tential participants; adequate cash payment to achieve socially desired income dis-
tributions; equity for both recipients and nonrecipients; minimum adverse incen-
tives; and low administrative costs. These evaluation concepts are consistent with
those of this research project.

In evaluating existing programs against these criteria, the Commission con-
cluded that a new income maintenance program was needed because poverty had
not been eliminated under the existing three-part system (built on the ideas that
employment would provide adequate income to those who worked, social insurance
would assist those forced out of jobs, and residual aid would go to those who were
unemployable). The Commission called for a new program that the Federal Govern-
ment would finance and administer. A start toward this new program are the
recently passed Social Security ACt Amendments of 1972 which incorporate some
(but by no means all) of the Commission's recommendations.

The main problem in dealing with the goals of income maintenance programs

z For a more detailed picture, see The President's Commission on Income Maintenance Programs.
Ibid, pp. 3-6.
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is one of defining "need" and "adequate" income. Most states have a nebulous
definition of need that typically includes words like "sufficient income or other
resources to provide a reasonable subsistence compatible with decency and health."
This general definition is then translated into dollar terms, often without real
knowledge of what various income levels mean in terms of the goods and services
that can be purchased.

Another example of a nebulous social welfare goal comes from the social service
area in which the stated Federal objective is "to provide social services to needy
individuals . . . services are directed toward assisting individuals to attain or retain
self support and self care and to maintain and strengthen family life."

Models, Functions, Rationales, and Processes

Referring to the discussion in Sec. 3 of the functions, rationales, and processes
by which policies have been created and implemented, it is clear that since 1935 the
Federal Government's welfare role has evolved in an unmistakable trend toward
being one of direct operation. The 1972 Social Security Act Amendments continue
and strengthen that trend by giving operation of the Aid to the Aged, Blind, and
Disabled programs to the Federal Government under the Supplemental Security
Income program. This trend, however, is not in accordance with current Presiden-
tial Initiatives that appear to redefine and restructure the Federal role in domestic
prugrz: Ys.

If the Controllership model were applied to welfare, it is apparent that primary
Federal activity in the functional areas of research and development, demonstra-
tions and social experiments, data collection and accounting, and evaluation must
be strengthened while the historical tendency to provide direct financial assistance
to individuals will diminish. One must stress the need to refrain from "going out of
business" altogether at the Federal level, even if the nature of the "business" itself
changes in the general ways we characterize.

Two dominant rationalizations have operated historically that account for the
Federal welfare trend toward direct operation. Insufficient state and local resources
have certainly been at the root of and have justified many Federal policies, but this
rationale becomes less viable as revenue sharing redistributes resources back to
local authorities. The balance wheel rationale should continue to be viable as more
authority and responsibility are shifted back to the states to deliver and account for
specific services and programs, because revenue sharing may redistribute funds
across the states. Economies of scale arguments to the effect that centralized Federal
responsibility reduces bureaucratic overheads attendant to the administration of
income maintenance programs also seem less viable if the focus of service delivery
and responsibility were to be decentralized and shifted to the state and local levels.

In the remainder of this subsection we review existing Federal and state income
maintenance programs; examine the population serviced and what portion of it is
composed of handicapped youth; indicate problems inherent in the present system;

Catalog of Federal Domestic Assistance, Executive Office of the President, Office of Management and
Budget, November 1972.
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and review services other than income maintenance that are financed by social
welfare agencies.

CURRENT FINANCIAL ASSISTANCE PROGRAMS

The Social Security Insurance System

The Social Security Insurance system is based upon a social insurance model
of income transfer. The worker, his employer, and self-employed persons are taxez!
to finance the system of Old Age, Survivors, Disability, and Health Insurance. In
return, the worker is covered against certain types of economic riskdisruption or
reduction of income due to death, disability, or retirement. If a person covered by
Social Security becomes disabled or attains retirement age, he and certain depen-
dent relatives are entitled to benefits, and if he dies, certain surviving relatives are
entitled to benefits. Children receive benefits to age 18 (to age 22 if full-time students)
regardless of whether or not they are disabled. Need or financial condition is not a
factor in determining eligibility. The monthly amount of the benefit is based largely
on the rate at which contributions were made (a function of earnings) and the
number of quarters during which contributions were made, subject to minimums
and maximums. The overall benefits for the Social Security system are established
and changed by Congressional legislative action.

The amount of work a person needs to be eligible for benefits depends on the
age when he became disabled:5

1. A person disabled before age 24 needs credit for 1-1/2 years of work in the 3-year
period ending when his disability begins.

2. A person disabled at any time from age 24 thruugh 30 must have worked half
the time between age 21 and the date he became disabled.

3. A person disabled at age 31 or older needs credit for at least 5 years of work out
of the 10 years ending when he became disabled. Some workers may need more
credit depending on their age.

A blind person does not have to meet the above provisions if he is fully insured.
The number of quarters required to be fully insured ranges from a minimum of 6
to a maximum of 40, depending upon the year disability began and the age of the
disabled person in that year.

Retired workers and their eligible dependents can receive benefits if the retired
worker was fully insured, and survivors of deceased workers can receive benefits if
the worker was either fully insured or currently insured. (To be currently insured

5 U.S. Department of Health, Education and Welfare, The Benefit Provisions of the Old Age, Survivors,
Disability and Health Insurance System, Social Security Administration, DHEW Publication No. SSA
72-11500 (8-71), April 1971; and the U.S. Department of Health, Education and Welfare, Social Security
Programs in the United States, Social Security Administration, March 1968; and letter from F. L. Luns-
ford, Chief, Rehabilitation Planning and Coordination Branch, Social Security Administration, to J. S.
Kakalik, The Rand Corporation, June 1, 1973.



140

a worker must have credit for 1-1/2 years of work during the 3 years immediately
precaling death.)

Under the Childhood Disability Beneficiary the Social Security Act
provides for benefits to handicapped youth who are dependents of the adult worker.
To qualify for benefits under this program a person must (1) be the son or daughter
of an insured worker who is retired, deceased, or disabled; (2) be at least 18 years
of age or older; and (3) have been continuously disabled prior to his 18th birthday.'

The definition of disability for a child is the same as for a disabled worker, i.e.,
the individual must be unable to engage in any substantial gainful activity by reason
of a medically determinable physical or mental impairment that can be expected to
result in death or that has lasted or can be expected to last for a continuous period
of at least one year. Under the Social Security disability program, earnings exceed-
ing $140 a month have been established as an indication of substantial gainful
activity, and an individual who derives such earnings on the basis of his service is
usually not considered disabled within the meaning of the Social Security Act.
Under the definition, substantial gainful activity means the performance of signifi-
cant duties over a reasonable period of time in work for remuneration or profit or
in work of a type generally performed for remuneration or profit.

The Social Security Administration, at the present time, has agreements with
54 state agencies to carry out vital functions in the development and evaluation of
disability claims. All but six of these state agencies operate under a vocational
rehabilitation plait These six are either independent agencies or operate under
umbrella agencies. Whether the disability determination is made by a VR agency
or another state agency, every disability c'etermination includes an evaluation of
vocational rehabilitation potential, and persons who can reasonably be expected to
benefit from vocational rehabilitation are referred for services.

Additionally, Titles XVI and II provide for reimbursement of VR agencies for
rehabilitation services rendered for Supplemental Security Income recipients and
selected Social Security disability beneficiaries.

Disability determinations are reviewed by the Sccial Security Administration's
national office in Baltimore to assure consistency and conformity with national
regulations. Benefits to a childhood disabled beneficiary are paid on the basis of the
father's or mother's work record and earnings account. The benefit level varies
depending on the parent's work history and also on whether the parent's status is
deceased, retired, or disabled. In 1970, for example, the maximum benefit was
$125.40 per month if the parent was retired or disabled and $188.10 if the parent
was deceased.

The 1966 Social Security Survey of the Disabled' revealed that the population
of childhood disability beneficiaries had approximately the same distribution with
respect to sex as the general populationhalf were men and half were women. The
median age was 37, and more than 75 percent had completed less than 8 years of
school. Few had any current employment, and five out of six had never been em-

6 The Social Security Amendthents of 1972 changed this to 22 years, the change becoming effective
in January 1973.

L. D. Haber, "The Disabled BeneficiaryA Comparison of Factors Related to Benefit Entitlements,"
Social Security Survey of the Disabled, 1966, U.S. Department of Health, Education and Welfare, Social
Security Administration, Office of Research and Statistics, Report 7, June 1969.
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ployed. For most of this group, Social Security benefits were the principal source of
income.

We estimate that approximately 14,700 individuals aged 18-21 receive child-
hood disability benefits in any one year.8 In 1968, approximately 245,000 childhood
disability beneficiaries received $15.1 million in monthly benefits. This is an average
of $62 per month per recipient or $744 annually. Applying this annualized figure
to our above estimate gives a conservative estimate of $10,936,000° in money pay-
ments per year from the childhood disability program to youth aged 18-21. The
breakdown by type of handicap'° is approximately 1 percent visual impairments, 2
percent hearing impairments, 54 percent mental retardation, 15 percent mental
illness, 4 percent orthopedic impairments, and 24 percent other health impairments.

Public Assistance

In addition to the OASDHI, the Social Security Act also provides for Federal
funds for money payments, medical care and social services for persons who are
aged, blind, totally and permanently disabled, and law income families with depend-
ent children. These public assistance payments are based on financial need and not
conditioned on the recipient having worked and paid into the system a certain
number of quarters. Thus, the model is one of "payments to the needy" rather than
one of "insurance."

Prior to 1972, Federal grants for money payments were made available to states
on a matching basis under four separate categories of public assistance programs or
under a single combined program depending on the administering state's agency
structure. That is, monies were available under Old Age Assistance, Aid to the Blind,
Aid to the Permanently and Totally Disabled, and Aid to Families with Dependent
Children, or under a program that combined the first three types of public assist-
ance. As of June 1970, 32 states maintained four separate programs, while 18 had
combined programs."

In the administration, organization, and conduct of the public assistance pro-
grams prior to 1972, the Federal Government established guidelines and require-
ments within which the states developed and administered their own public assist-
ance programs. The states set varying eligibility requirements as well as amounts
of the assistance payments. Each state defined its own minimum standard of living,
which was used in determining individual or family need. Summaries of some of the
state requirements are shown in the following subsections.

8 Approximately 20,000 new childhood disability cases are approved annually. Of these new recipi-
ents, 50 percent are aged 18-24. Assuming these to be evenly distributed across ages, on the average 1470
are in each age-18, 19, etc. Accumulating new recipients and those registered in previous years gives
the estimate of 14,700 aged 18-21.

° It is estimated that 13,000 additional people became eligible for childhood disability benefits as a
result of the age change in the 1972 Social Security Amendments. This group has not been included in
the above estimates as no information on them is available. U.S. Congress, Joint Committee on Ways and
Means, Summary of Social Security Amendments of 1972 as Approved by the Conferees, 92d Cong., 2d Sess.,
H.R. 1, October 17, 1972, p. 3.

1° Social Security Disability Applicant Statistics, Social Security Administration Publication 35-71
(5-71), pp. 80-81.

" U.S. Department of Health, Education and Welfare, Characteristics of State Public Assistance
Plans Under the Social Security Act,1970 ed., Social and Rehabilitation Service, Public Assistance Report
No. 50, June 1, 1970.
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As a result of the Social Security Amendments of 1972, the system of income
maintenance for the aged, blind, and disabled is undergoing massive change. As
mentioned earlier, ince.ane maintenance for these three groups, which was funded
partially by the Federal Government and organized and administered by the states,
will now be administered completely by the Federal Government under the Social
Security Administration (SSA). The new program will establish a federally deter-
mined full standard payment, thereby replacing the 50 different ones previously
determined by the states. In placing the program under SSA, recipients will no
longer have to apply for assistance at both the Social Security Office (if applicable)
and at the State Welfare Office. By eliminating this duplication, the new system will
reduce the number of people needed to administer these programs. Only poor fami-
lies with children, receiving aid under AFDC, will remain on the federally supported
welfare programs run by the counties or the state after the new SSA program begins.
The target date for the new program is January 1, 1974. For the conversion, pattern
setting programs are being set up in Los Angeles County and in four states
Missouri, Florida, Ohio, and Wisconsin.

Under the new Supplemental Security Income program, an eligible aged, blind,
or disabled individual who does not have an eligible spouse may receive up to $130.00
per month in 1974, and thereafter; and an eligible individual with an eligible spouse
may receive up to $195.00 per month in 1974, and thereafter. If they wish, states
can provide payments to individuals who, because of income or resource limitations,
do not qualify for Federal payments. Recipients of Federal program assistance will
be allowed to have a home, personal property, and life insurance up to a reasonable
value, to be determined. In determining a person's eligibility to receive Supplemen-
tal Security Income payments, certain income is disregarded. The first $65 of earned
income is disregarded as well as an additional $20 of either earned or unearned
income.

A few states now pay more than the newly established Federal minimum. These
states or any others may choose to supplement the Federal welfare payment either
by entering into agreement with HEW such that the Federal Government adminis-
ters the state supplemental program, or by administering their own supplemental
payments program.

To allow for orderly transfer from the existing AB and APTD programs to the
SSI program, persons receiving AB or APTD for December 1973 under state plans
in effect as of October 1972 will be deemed to meet the definitions of blindness or
disability as well as the resources requirement of the new program. (The blind will
also be deemed to meet the income test.) New applicants must be blind or disabled
as defined under the new program, must meet the SSI income and resources test,
and must meet all other requirements of the SSI program to qualify for monthly
payments. In defining blind, for example, the law states two definitions. The first is
that "An individual should be considered to be blind ... if he is blind as defined
under a State plan approved under Title X or XVI as in effect for October 1972 and
received aid under such plan for December 1973. . ."" The second definition is the
standard "legal blindness" definition relating to visual acuity and limited field of
vision and applies to individuals not currently covered by a state plan.

It is important to note how this second definition contrasts with the definitions
given for other types of disability related to physical and mental condition, which

'2 P.L. 92-603, Summary of Social Security Amendments of 1972, pp. 143-144.
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have an important work related clause. That is, disabled is defined as unable to
engage in any substantial gainful activity by reason of physical or mental impair-
ment. This is further amplified by a subsequent paragraph stating that "an individu-
al shall be determined to be under a disability only if his physical or mental impair-
ment or impairments are of such severity that he is not only unable to do his
previous work but cannot ... engage in any other kind of substantial gainful
work. . ."" This difference in definitions existed under the old law and has been
carried over to the new one." It suggests that visual impairment automatically
precludes substantial gainful work and it is not clear that this is in fact the case.
The question to be asked is why, if blind, one must be blind and needy to qualify
whereas, if disabled, one must be disabled, needy, and unable to work.

Initial estimates show an additional total caseload of 2.8 million persons on the
Supplemental Security Income program in 1973. With the 3.4 million estimated to
be eligible in that year under existing state plans, this makes a total of 6.2 million
cases. In addition, it is estimated that by 1977 these figures will have grown to 7.2
million, just twice the number that would have been served had the old program
continued.' 5

It is estimated that shifting the income maintenance program from the states
to the Federal Government will save the states $1.6 billion" in 1973. A breakdown
of these changes is shown below in costs per $ billion. These figures are for AFDC,
AB, APTD, and OAA. They show that in 1973, HEW estimates that under existing
law, state and local governments will spend $5.1 billion as their share of assistance
on the above four programs; under the new law, H.R. 1, their expenses for these same
four programs would be only $3.5 billion. This is assuming that all states maintain
current assistance levels. Therefore of the total program increase of $5.5 billion in
Federal welfare expenditures, $3.9 billion represents increased program costs and
$1.6 billion represents a replacement of state funds with Federal funds.

Total
Coat ($)

Federal
Cost ($)

State and
Local Cost ($)

Present law
Kisw law (H.R. 1)

Change

14.5
18.4

9.4
14.9

5.1
3.5

+3.9 +5.5 -1.6

It is hoped that the new program will eliminate some of the problems of inequity
in grants and qualifications across states. With the new program now a matter of
law, criticism of the old program serves little purpose; however, we describe the old
AB and APTD income maintenance programs in some detail, since the clients of the
old program are also the first clients of the new one. In addition, we highlight some
of the problems associated with the old program so that they may be avoided under
the new program.

The next three subsections describe the former AB and APTD programs, and
the unchanged current AFDC program, respectively.

'3 P.L. 92-603, ibid.
'4 Social Security Programs in the United States, pp. 28, 29.
15 U.S. Senate, Committee on Finance, Russell B. Long, Chairman, Material related to H.R. 1, Aid

to the Aged Blind and Disabled. Social Services; Fiscal Relief for States, 92d Cong., let Sess., U.S.
Government Printing Office, Washington, D.C., 1971.

t° Ibid., p. 19.
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Aid to the Blind. All states have Aid to the Blind programs. In 32 states these
are separate programs; in 18 they are combined with APTD and OAA. Twenty-nine
states have no age requirement, whereas the others require a minimum age of 16,
18, or 21 (Kansas is the only exception with an age 5 requirement). The average
monthly grant in the United States in 1970 was $104, with average state grants
ranging from $177 in Alaska to $59 in Mississippi. Eighteen states placed liens on
property, 12 limited the value of the recipient's home, and nearly all limited posses-
sion of personal property to $2000 or less. These and other program characteristics
are shown in Table 7.4. Note the large variations in both eligibility requirements
and payment levels across the states.

Federal participation in assistance payments can be computed by applying ei-
ther the formulas specified in the money payment titles of the Social Security Act
or by applying the Federal medical assistance percentage to total payments in states
operating a medical assistance program under Title XIX of the Social Security Act.
Under the first system (often referred to as the two-step formula method or more
simply the "formula" method), the Federal share of assistance payments for AB,
OAA, and APTD was 31/37 of the first $37 of the average monthly payment per
recipient times the number of recipients, and from 50 to 65 percent of the state's
average assistance payment that exceeds $37 times the number of recipients. The
maximum Federal payment under both parts of the formula is $75 times the number
of recipients.

States operating an approved medical assistance program under Title XIX of
the Social Security Act may use an alternate method for computing the Federal
share of money payments. The Federal share is computed by applying the Federal
medical assistance percentage to the aggregate amount spent for money payments
for AB, OAA, APTD, and AFDC. There is no maximum on the amount the state
spends. The percentage applied against this amount is from 50 to 83 percent, depend-
ing on a state's per capita income. This second method is simpler and potentially
more generous than the formula method. As of July 1971, 29 states were using the
alternate method.

The most recent survey of AB recipients for which detailed data are available
was completed in June of 1970." In that month, 78,703 persons received an assist-
ance payment from a Federal-State Aid to the Blind program. Of this total, 1580 or
2 percent were under 18, and an estimated 4076 or 5 percent were under 21. In other
terms, a total of about 5 per 100,000 youth in the 0-21 age range in the general
population received AB. The estimated monthly grants for young AB recipients was
$423,900 in June 1970. These data are shown for individual states in Table 7.5.

Compared to the nation as a whole, some states show marked variation in age
group participation in AB programs. Young persons constitute 1 to 12 percent of AB
recipients, depending on the state. The recipient rate per 100,000 state population
aged 0-21 varied from 0.5 to 19 per 100,000. Notice, for example, that in Oregon the
program serves 610 people (0.03 percent of the state's population), and approximate-
ly 6 percent of these are in the 0-21 age group. Alternatively, Virginia serves 1200
persons or 0.02 percent of its population, and only 1.0 percent of these are aged 0-21.
Both programs appear similar in terms of the characteristics shown in Table 7.4.

'7 U.S. Department of Health, Education and Welfare, Findings of the 1970 AB Study, Part 1. Demo-
graphic and Program Characteristics, Social and Rehabilitation Service, DHEW Publication No. (SRS)
73-03903, September 1972.
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Table 7.4

SELECTED CHARACTERISTICS OF STATE AID TO BLIND PROGRAMSa

State

Average
Monthly
Grant
12/70b

Maximum
Monthly
Payment

Separate
or

Combined
Program

Age
Require-
went

Property
Liens

Allowed Value
of House

Personal
Property
Limit

United States $104

Alabama 70 $ 75 S 16+ No NSc $1200
Alaska 177 200 C 18+ Yes NS 1000

Arizona 81 None S 16+ No 8,000 800

Arkansas 80 94 C 16+ No 4,500-6,000 500
California 160 202 S 16+ No NS 1500

Colorado 89 None S None Yes NS 1000
Connecticut 101 None S None Yes NS 600

Delaware 110 None S 18+ No NS 1500

Florida 75 90 C None Yes NS 600

Georgia 67 87 C 16+ No NS 800

Hawaii 130 None C None No 25,000 - --

Idaho 84 None S None No NS 130

Illinois 93 None C None Yea NS 400

Indiana 72 95 S 18+ Yes NS 350

Iowa 122 None S 18+ No NS 1500

Kansas 79 None C 5+ Yes --- 500

Kentucky 75 None C None No NS 2000

Louisiana 77 101 S None No 5,000 1750

Maine 88 115 C 16-65 Yea NS 500
Maryland 94 None C None Yes NS 300

Massachusetts 151 Nona s 18+ No NS 2000

Michigan 106 Nona S 16+ No NS 750

Minnesota 101 None S None Yes NS 2000

Mississippi 59 Nona S None No 2,500 500

Missouri 91 90 S 18+ No NS 2000

Montana 94 None S None Yes 4,999 500

Nebraska 93 Nana C 16+ Yes 3,000 750

Nevada 92 None S None No NS 1500

New Hampshire 169 None S None No 1,500 300

New Jersey 100 None S 18+ No NS - --

New Mexico 78 None C None No NS 1200

New York 136 None C None Yes NS NS

North Carolina 85 None C Nona! No NS 600

North Dakota 104 None C' None Yes NS 1000

Ohio 75 None S 18+ No NS 300

Oklahoma 106 127 C None No 8,000 350

Oregon 104 None S None No NS 500

Pennsylvania 121 105 S 21+ Yes 5,000 5000

Rhode Island 85 None C None No NS 1000

South Carolina 67 95 S None No NS 750

South Dakota 96 None S 18+ No NS 1000

Tennessee 70 97 S None No 9,000 500

Texas 79 114 S 18+ No NS 1800

Utah 87 86 S None Yes NS 600

Vermont 102 None C Nona Yes NS 900

Virginia 86 None S None No NS 400

Washington 98 None S 16+ No NS 750

West Virginia 69 165 S None No NS 1000

Wisconsin 91 None S None Yes NS 750

Wyoming (d) 104 S None No 3,000 500

aSource for all information except average monthly grant is U.S. Department of
Health, Education and Welfare, Characteristics of State Public Assistance Plans Un-
der the Social Security Act, 1970 ed., Social and Rehabilitation Service, Public
Assistance Report No. 50, June 1, 1970.

bU.S. Department of Health, Education and Welfare, Graphic Presentation of Public
Assistance and Related Data, Demographic and Program Charaoteristice, Financial Charac-
teristics of Recipients, 1971, Social and Rehabilitation Service, DHEW Publication No.
(SRS) 73-03101, October 6, 1972.

cNot specified.
d
Power than 50 recipients.
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Table 7.5

AID TO BLIND RECIPIENTS, BY AGE

State

No. of AB Recipients Age 0-21 Recipients:
Total Monthly
Grants to
Aged 0-21
RecipientscAll Agesa Aged 0-21'

As Percent of
All Recipients

As Percent of
Total Population

Aged 0-21

U.S. total 81,000 4,076 5.0 0.005 $423,900
Alabama 1,900 120 6.3 0.008 8,400
Alaska 94 (d) --- --- - --

Arizona 530 --- --- --- - --

Arkansas 1,700 73 4.3 0.009 5,840
California 14,000 1,008 7.2 0.013 161,280
Colorado 230 6 2.5 0.0006 534
Connecticut 250 --- --- --- - --

Delaware 380 9 2.3 0.0038 990
Florida 2,300 184 8.0 0.0073 13,800
Georgia 3,200 138 4.3 0.0069 9,246
Hawaii 73 --- --- --- - --

Idaho 100 --- --- --- - --

Illinois 1,700 22 1.3 0.0005 2,046
Indiana 1,300 18 1.4 0.0008 1,296
Iowa 1,200 31 2.6 0.0027 3,782
Kansas 420 --- --- --- - --

Kentucky 2,100 260 12.4 0.019 19,500
Louisiana 2,400 274 11.4 0.016 21,098
Maine 230 14 6.3 0.003 1,232
Maryland 350 --- --- --- - --

Massachusetts 2,800 78 2.8 0.003 11,778
Michigan 1,400 76 5.4 0.002 8,056
Minnesota 860 --- --- --- - --

Mississippi 2,200 264 12.0 0.003 15,576
Missouri 4,000 92 2.3 0.005 8,372
Montana 190 --- --- --- - --

Nebraska 320 --- --- --- - --

Nevada 170 10 6.0 0.005 920

New Hampshire 220 --- --- --- - --

New Jersey 1,000 27 2.7 0.001 2,700
New Mexico 370 --- --- --- ---
New York 3,800 156 4.1 0.002 21,216
North Carolina 4,500 320 7.1 0.015 27,200
North Dakota 82 --- --- --- - --

Ohio 2,700 70 2.6 0.002 5,250
Oklahoma 1,300 75 5.8 0.007 7,950

Oregon 610 36 6.0 0.0005 416

Pennsylvania 7,900 87 1.1 0.002 10,527
Rhode Island 120 --- --- --- - --

South Carolina 1,900 53 2.8 0.005 3,551

South Dakota 120 --- --- --- ---
Tennessee 1,700 156 9.2 0.010 10,920

Texas 4,000 112 2.8 0.002 8,848

Utah 160 --- --- --- ---
Vermont 110 --- --- --- ---
Virginia 1,200 12 1.0 0.006 1,032

Washington 480 22 4.6 0.002 2,156

West Virginia 530 12 2.1 0.002 828

Wisconsin 690 77 11.1 0.004 7,007

Wyoming 34 --- --- --- ---

aDecember 1970 data from Department of Health, Education and Welfare, Social and
Rehabilitation Service Publication "Welfare in Review."

bU.S. Department of Health, Education and Welfare, Findings of the 1970 AB Study,

Part I. Demographic and Program Characteristics, Social and Rehabilitation Service,
DHEW Publication No. (SRS) 73-03903, September 1972. Estimated by adding the actual
number of recipients aged 0-17 plus 4/7 of the actual number of recipients in the
7-year Age range of 18-24 years.

cEstimated by multiplying the number of aged 0-21 recipients by the average AB
monthly grant in the state.

dDash means that smaller table entries are missing where the 1970 A3 survey results
were not reported due to the statistical unreliability of the small sample.
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What then are the reasons for such differences in numbers served when both states
have much the same percentage of their population aged 0-21? Are the differences
due to underlying population differences such that those young visually impaired
persons in Oregon are more in need of assistance? Does it suggest that Virginia has
an earlier identification and more successful rehabilitation program? Or does it
suggest that Oregon has a more aggressive outreach program? These questions
cannot be answered from the data available, but point out the need for more com-
plete data.

Two important questions included in the 1970 AB survey were the following: (1)
age at loss of sight, and (2) other aid received. Unfortunately, the data are not
presented by recipient age. Because of the overall importance of these questions,
however, it is worth reviewing the findings briefly, even though they are not age
specific. Approximately 40 percent (for whom the age at loss of sight was known) lost
their sight before 18; 25 percent were blind at birth; 67.7 percent received no assist-
ance other than AB, while 29.9 percent received two or more types including OAA,
APTD, AFDC, or state General Assistance.

More interesting is the comparison of administration, service, and training
versus financial assistance costs in each state, as shown in Table 7.6. Some states
spend nearly all the funds on financial assistance while others spend a substantially
smaller proportion. For example, Arkansas reports administration, service, and
training costs of 5.3 percent of total program cost while Indiana reports 23.7 and
Ohio 31.8 percent. The A,S&T costs per recipient in Arkansas, Indiana, and Ohio are
$55, $416, and $406 per year, respectively, while the United States average is $180.
Reasons for the differences are not clear, but determining the causes of such varia-
tions seems worthy of further study.

Total AB expenditures per recipient in 1970 averaged $1372 annually across
the states, ranging from $714 in Mississippi to $2058 in California.

With approximately 5 percent of AB recipients under age 22, and assuming the
same average expenditure per recipient regardless of age, we obtain an order of
magnitude estimate of $5,550,000 as the total annual expenditure for young AB
recipients in 1970. The amount of Federal participation in support of these assist-
ance payments is determined by one of the two methods explained earlier.

The high variance in Federal participation in administration and assistance is
apparent from Table 7.6. Federal support of assistance payments varies from a high
of 80.4 percent in Mississippi to a low of 40.9 percent for Alaska, the latter suggest-
ing that Alaska is using the formula method. In addition, Alaska has a high average
grant and so receives proportionately less Federal support. Mississippi, however,
pays one of the smallest grants and hence receives the greater amount of Federal
participation under either formula method. Of the $5,550,000 annual expenditure
in 1970, we estimate that the Federal, state, and local contributions were $3,190,000,
$1,940,000, and $420,000, respectively, using the United States averages presented
in Table 7.6.

Aid to the Permanently and Totally Disabled. The APTD program grew
rapidly from an initial caseload of 68,800 in December 1950 when the program began
to 1,068,000 in December 1971. All states except Nevada have an APTD program.
In 31 states these are separate programs, while in 18, APTD is combined with AB
and OAA. All programs require a minimum eligibility age of 18. Average state
grants range from $56 (Louisiana) to $177 (Alaska). The U.S. average monthly grant
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Table 7.6

FINANCING OF STATE AID TO BLIND PROGRAMS, 1970

State

Number
of

Recip-
ients,
All
Agesa

Administration, Service
b

4 Training Expenditures
(A.S62) Financial Assistance c Total Expenditures ($000)

Assist-
ante as
Percent
of Total
AR Ex-
pendi-
tures

-.-

A,S4T
Expen-

ditures
per Re-
cipient

Total
Expen-

ditures
per Re-
cipient

Total
($000)

Fed-
eral
(2)

State
(2)

Local
(2)

Total
($000)

Fed-'
eral
(2)

State
(2)

Local
(2)

Total Federal State Local

United States 81,000 14,643 56.9 30.4 12.7 96,460 57.5 35.6 6.9 111,103 63.772 38,834 8,497 86.8 $180 $1,372

Alabama 1,900 116 50.0 48.4 1.6 1.674 76.2 23.7 (d) 1,790 1,334 454 2 93.5 61 942
Alaska 94 21 55.9 44.1 --- 144 40.9 59.0 -- 165 71 94 --- 87.3 223 1,755
Arizona 530 37 50.3 46.2 3.5 525 71.6 28.5 --- 562 394 167 1 93.4 70 1,060
Arkansas 1,700 94 50.0 50.0 --- 1,684 73.7 26.2 --- 1,778 1,289 489 --- 94.7 55 1,046
California ., 14,000 3,926 64,5 3.2 32.3 24,891 48.5 38.7 12.6 28,817 14,629 9,768 4,421 86.4 231 2,058

Colorado 230 32 66.0 17.3 16.7 199 62.8 17.0 20.1 231 146 40 45 86.1 139 1,004
Connecticut . 250 50 61.0 39.0 -- 284 47.8 52.4 --- 334 166 168 --- 85.0 200 1,336
Del . 380 84 49.9 50.1 --- 418 51.6 48.3 --- 502 258 244 --- 83.3 221 1,321
Florida 2,300 339 63.6 36.4 --- 1,954 74.7 25.2 --- 2,293 1,676 617 --- 85.2 147 997
Georgia ...,. 3,200 248 60.2 33.7 6.1 2,439 69.5 26.0 4.4 2,687 1,846 718 123 90.8 76 840

Hawaii 73 13 52.7 47.3 --- 96 48.9 51.0 --- 109 54 55 --- 88.1 1 178 1,493
Idaho 100 7 57.4 39.7 2.9 100 69.0 31.0 --- 107 73 34 -- 93.5 70 1,070
Illinois 1,700 278 55,4 44.6 --- 1.919 52.5 47.4 --- 2,197 1,162 1,035 --- 87.3 164 1,292
Indiana 1,300 541 54.0 37.8 8.1 1,738 46.7 53.2 --- 2,279 1,105 1,130 44 76.3 416 1,753
Iowa 1,200 249 61.2 37.3 1.5 1,649 55.3 22.3 22.3 1,898 1,064 462 372 86.9 208 1,582

Kansa' 420 70 59.5 23.9 16.6 344 57.5 21.8 20.0 414 240 92 81 83.1 167 986
Kentucky ..., 2,100 146 54.5 45.5 --- 1,798 62.2 37.5 --- 1,944 1,200 743 --- 92.5 70 926
Louisiana 2,400 163 50.0 50.0 --- 2,207 73.0 26.9 --- 2,370 1,695 675 --- 93.1 68 988
Maine 230 29 64.5 35.5 --- 235 62.9 37.4 --- 264 166 98 --- 89.0 126 1,148
Maryland 350 44 59.6 32.1 8.3 375 56.2 3:.0 10.4 419 237 138 43 89.5 126 1,197

Massachusetts 2.800 505 58.8 41.2 --- 4,745 50.1 49.8 --- 5,250 2,676 2,574 --- 90.4 180 1,875
Michigan 1,400 145 50.0 48.9 1.1 1.619 50.0 50.0 --- 1,764 882 881 2 91.8 104 1,260
Minnesota 860 184 62.6 7.9 29.5 882 57.0 22.9 20.8 1,066 618 211 238 82.7 214 1,240
Mississippi . 2,200 142 50.0 47.3 2.7 1,429 80.4 19.5 --- 1,571 1,220 347 4 91.0 65 714
Missouri 4,000 761 38.6 61.1 0.2 3,403 63.2 36.8 --- 4,164 2,445 1.718 2 81.7 190 1,041

Montana 190 44 58.0 21.5 20.4 213 57.2 33.8 7.5 257 148 82 26 82.9 232 1,353
Nebraska 320 72 64.0 36.0 --- 371 48.7 51.2 --- 443 227 216 --- 83.7 225 1,384
Nevada 170 96 68.2 31.8 --- 198 53.0 47.4 --- 294 170 124 --- 67.3 565 1,729
New Hampshire 220 26 67.4 32.6 --- 334 58.6 41.6 --- 360 213 147 --- 92.8 118 1,636
New Jersey ., 1.000 234 54.1 24.3 21.6 1,190 46.8 40.0 13.2 1,424 683 533 208 83.6 234 1,424

New Mexico 370 49 61.5 38.5 --- 330 63.6 36.6 --- 379 240 140 --- 87.1 132 1,024
New York 3,800 1,502 55.1 28.8 16.1 5,281 49,8 25.2 24.8 6,783 3,461 1,766 1,556 77.9 395 1,785
N. Carolina , 4,500 876 50.0 50.0 --- 4,764 67.7 16.1 16.1 5,640 3,664 1,207 769 84.5 195 1,253
N. Dakota .., 82 20 62.1 14.8 23.1 97 70.1 25.7 3.0 117 80 29 8 82.9 244 1,427
Ohio 2,700 1,095 55.4 41.0 3.6 2,343 66.8 30.4 2.7 3,438 2,173 1.163 103 68.2 406 1,273

Oklahoma 1,300 86 50.0 50.0 --- 1,652 53.7 46.2 --- 1.738 931 807 --- 95.1 66 1,337
Oregon 610 53 50.1 49.9 --- 675 56.2 43.7 --- 728 407 321 --- 92.7 87 1,193
Pennsylvania 7.900 895 52.3 47.7 --- 11,985 53.8 46.1 --- 12,880 6,921 5,959 --- 93.1 113 1,630
Rhode Island 120 20 58.0 42.0 --- 105 51,4 49.5 --- 125 65 60 --- 84.0 167 1,042
S. Carolina . 1,900 130 50.0 45.6 4.4 1,440 76.1 23.7 --- 1,570 1,162 402 6 91.7 68 826

S. Dakota .,. 120 23 54.3 42,7 3.0 111 69.3 29.7 --- 134 90 43 1 82.8 192 1,117
Tennessee 1,700 118 55.0 41.9 3.1 1,527 74, :. 20.2 5.0 1,645 1,205 359 81 92.8 69 968
Texas 4,000 167 50.0 48.7 1.3 3,764 70.9 28.9 --- 3,931 2,756 1,173 2 95.8 42 983
Utah 160 24 64.3 34.9 0.8 154 64.2 35.0 -- 178 115 62 --- 86.5 150 1,113
Vermont 110 9 63.8 36.2 --- 120 65.0 35.0 -- 129 84 45 --- 93.0 82 1,173

Virginia 1,200 247 58.8 17.1 24.1 1,014 64.6 21.7 13.0 1,257 802 263 192 80.4 206 1,048
Washirgton 480 41 55.6 44.4 --- 528 48,6 51.3 -- 569 280 289 --- 92.8 85 1,185
W. Virginia . 550 56 65.7 34.3 -- 468 75.0 25.0 --- 524 388 136 -- 89.3 102 953
Wisconsin 690 273 49,7 39.9 10.5 666 54.6 24.9 20.1 939 500 275 163 70.9 396 1,707
Wyoming 34 11 62.7 10.9 26.4 31 67.7 29.0 --- 42 28 10 3 73.8 _.324 1,235

aData for December 1970 from Department of Health, Education and Welfare, Social and Rahabilitation Service Publication
"Welfare in Revie."

b
U.S. Department of Health, Education and Welfare, Public Assis.1.2noe: Costs of State and Local Administration, Services and

Training, Fiscal Year Ended June 30, 1970, National Center for Social Statistics, NCSS Report F-3 (FY 70).

cU.S. Department of Health, Education and Welfare, Source of Funde Expended for Public Assistance Payments and for the Coss of
Administration, Services and Training, Fiscal Year Ended June 30, 1970, National Center for Social Statistics, NCSS Report F-2
(PT 70).

'Blanks indicate that Loa/ agencies supply no money.
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was $97 in 1970. Selected characteristics of the state APTD programs, Table 7.7,
show that 22 states placed liens on property, 13 limited the value of the recipient's
home, and nearly all limited personal property possession to $2000 or less.

The most recent study of APTD recipients was done in June 1970.18 The median
age of the 865,894 recipients was 54.6 years. Somewhat more than half of these were
women-55.3 percent. Twenty-eight percent of the recipients had never been em-
ployed. Total recipients and recipients under age 22 are shown in Table 7.8. In 1970,
an estimated 29,000 young persons received APTD, or 3.4 percent of the caseload for
all ages.

As in AB, APTD programs vary greatly across states in eligibility requirements,
payment levels, and the percentage of APTD recipients. Percentages, for instance,
vary from 0.5 in New Hampshire to 6.6 percent in Wisconsin. The rate of recipients
aged 18-21 per 100,000 state population in that age range averaged 205 but varied
across states from 27 to 625. And of the total APTD monthly grants of $2,817,000
to recipients under 22, nearly half ($1,233,069) were paid in the State of California.
That gross inequity existed prior to the Social Security Amendments of 1972 is
unquestionable, although the reason for the differences across states is not readily
apparent.

The principal disabling condition, affecting 35.1 percent of the recipient popula-
tion of all ages, was a mental disorder. No data are available on the client breakdown
by handicap for young APTD recipients. As expected, inspection of the APTD break-
down ofdata by handicap for all ages reveals a high fraction of clients with problems
associated with older age, such as heart impairments. Thus, we could not locate
reliable data on the handicaps of young needy APTD recipients. Using the incidence
rates of handicaps for the U.S. young population, exclusive of those with visual
handicaps (since AB rather than APTD serves that clientele), and assuming the
expenditures on APTD recipients are approximately the same for each type of
handicap, we make the expenditure estimates shown in Table 7.9. Because of the
poor quality of the data, these estimates should be interpreted only as approximate
order of magnitude figures.

Federal support of the state APTD programs is based on either the formula or
alternate method. Table 7.10 shows the financing of the administration, service, and
training, and financial assistance portions of APTD for each state. Across the states,
the A,S&T expenditures per APTD recipient range from $53 to $348, with an aver-
age of $186. Total APTD program expenditures per recipient vary from $724 to
$1837, with an average of $1229. A,S&T costs as a proportion of total program cost
vary from 5.1 percent to 28.2 percent. Relatively high administrative costs may be
a function of many thingslow assistance payments, high salaries for caseworkers,
or the provision of many services, and therefore cannot be simply attributed to
inefficiency.

Principal problems of the pre-1972 APTD program were the variation in defini-
tions of disability and the inequity across states in expenditures per recipient. The
new Federal program defines disabled as it is defined for OASDHI. "Permanent" and
"total" may still present problems; these will be problems to all states. The new

" U.S. Department of Health, Education and Welfare, Findings of the 1970 APT!) Study, Part L
zPemographic and Program Characteristics, Social and Rehabilitation Service, DHEW Publication No.
(SRS) 73-03853, September 1972.
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Table 7.7

SELECTED CHARACTERISTICS OF STATE AID TO PERMANENTLY AND TOTALLY
DISABLED PROGRAMS, 1970a

State

Average
Monthly
Grant b

Maximum
Monthly
Payment

Separate or
Combined
Program

Property
Liens

Allowed
Value of
House

Personal
Property
Limit

United States 97
Alabama 50 79 S No 2,500 1000
Alaska 177 250 C Yes NSe 1000
Arizona 79 None S No 8,000 400
Arkansas 73 105 C No 4,500-6,500 500
California 139 128 S No NS 1200
Colorado 83 None S No NS 1000
Connecticut 130 None S Yes NS 600
Delaware 125 None S No NS 300

Florida 73 114 C Yes NS 600
Georgia 63 91 C No NS 800
Hawaii 134 None C No 25,000 - --

Idaho 80 None S No NS 750
Illinois 91 None C Yes NS 400
Indiana 58 80 S Yes NS 35C

Iowa 143 None S No NS 500
Kansas 79 None C Yes --- 500
Kentucky 76 None C No NS 2000
Louisiana 56 66 S No 5,000 400
Maine 93 115 C Yes NS 500
Maryland 86 None C Yes NS 300
Massachusetts 130 None S Yes NS 1000
Michigan 106 None S No NS 750
Minnesota 92 None S Yes 10,000 300
Mississippi 59 75 S No 2,500 500
Missouri 77 80 S No --- - --

Montana 89 None S Yes 4,999 500
Nebraska 75 None C Yes 3,000 750Nevada--- --- - --- --- - --

New Hampshire 146 None S Yes 1,500 300
New Jersey 107 None S Yes NS
New Mexico 75 None C No NS 1200
New York 127 None C Yes NS NS
North Carolina 77 None C Yes NS 1000
North Dakota 101 None C Yes NS 1000
Ohio 76 None S No NS 300
Oklahoma 97 130 C No 8,000 350
Oregon 76 None S Yes NS 500
Pennsylvania 101 None S Yes NS - --

Rhode Island 94 None C No NS 1000
South Carolina 56 80 S No NS 750
South Dakota 72 None S No NS 1000
Tennessee 68 97 S No 9,000 500
Texas 67 105 S No NS 1800
Utah 73 103 S Yes NS 600
Vermont 104 None C Yes NS 900
Virginia 84 None S No NS 400
Washington 97 None S No NS 750
West Virginia 63 None S No NS 1000
Wisconsin 96 None S No NS 750
Wyoming 67 104 S Yes 3,000 500

a
Source for all information except average monthly grant is U.S. Department

of Health, Education and Welfare, Characteristics of State Public Assistance
Plans Under the Social Security Act, 1970 ed., Social and Rehabilitation
Service, Public Assistance Report No. 50, June 1.'1970.

b
U.S. Department of Health, Education and Welfare, Graphic Presentation of

Public Assistance and Related Data, Demographic and Program Characteristics,
Financial Characteristics of Recipients, 1971, Social and Rehabilitation
Service, DREW Publication No. (SRS) 73-03101, October 6, 1972.

c
Not specified.
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Table 7.8

AID TO PERMANENTLY AND TOTALLY DISABLED RECIPIENTS, BY AGE, 1970

State

No. of APTD Recipients Recipients Aged 18-21:
Total Monthly
Grants to

Aged 18-21
RecipientscAll Agesa Aged 18-21

As Percent of
All Recipients

As Percent of
Total Population

Aged 18-21

U.S. total 865.894 29,046 3.4 0.205 2,817,000
Alabama 18,367 654 3.6 0.265 32.700
Alaska 730 7 0.9 0.027 1,239
Arizona
Arkansas

---

11,271
---
338

---

3.0

- --

0.262

---

24,674
California 173,948 8,871 5.1 0.627 1,233,069
Colorado 9,562 220 2.3 0.123 18,260
Connecticut 6,916 108 1.6 0.058 14,040
Delaware 1.335 34 2.5 0.091 4,250
Florida 20,836 367 1.8 0.087 26,791
Georgia 33.194 1,175 3.5 0.342 74,025
Hawaii 1.774 58 3.3 0.09:1 7,772
Idaho 2,739 68 2.5 0.137 5,440
Illinois 41,400 679 1.6 0.093 61,789
Indiana 5,217 196 3.8 0.054 11,360
Iowa 3,078 123 4.0 0.064 17,589
Kansas 5,410 65 1.2 0.038 5,135
Kentucky 16.764 714 4.3 0.296 54,264
Louisiana 21,382 864 4.0 0.316 48,384
Maine 4,233 51 1.2 0.088 4,743
Maryland 15,984 147 0.9 0.056 12,642
Massachusetts 16,686 214 1.3 0.054 27,820
Michigan 26,820 547 2.0 0.089 57,982
Minnesota 11.281 602 5.3 0.229 55,384
Mississippi 21,930 886 4.0 0.533 52,274
Missouti 18,844 716 3.8 0.228 55,132
Montana 2.147 60 2.8 0.127 5,340

Nebraska 4,546 192 4.2 0.182 14,400Nevada--- --- --- --- ---
New Hampshire 812 4 0.5 0.008 584
New Jersey 12,388 173 1.4 0.041 18,511
New Mexico 8,274 252 3.0 0.347 18,900
New York 76,970 2,802 3.6 0.242 355,854
North Carolina 27,515 534 1.9 0.128 41,118
North Dakota 2,076 40 1.9 0.086 4,040
Ohio 30,823 764 2.5 0.105 58,064
Oklahoma 24,958 559 2.2 0.308 54,223

Oregon 7,536 411 5.5 0.289 31,236
Pennsylvania 43,045 895 2.1 0.118 90,395

Rhode Island 3,983 29 0.7 0.038 2,726
South Carolina 10,435 259 2.5 0.119 14,504
South Dakota 1,482 27 1.8 0.055 1,971
Tennessee 25,110 583 2.3 0.205 39,644
Texas 23,702 1,214 5.1 0.147 81,338
Utah 5,186 335 6.5 0.391 24,455
Versant 1,878 18 1.0 0.052 1,872
Virginia 7,734 167 2.2 0.046 14,028
Washington 16,352 262 1.6 0.104 25,414
West Virginia 9,397 267 2.8 0.219 16,821
Wisconsin 6,933 455 6.6 0.147 43,680

Wyoming 931 15 1.7 0.067 1,005

*U.S. Department of Health, Education and Welfare, Findings of the 1970 APTD Study,
Part I. Demographic and Program Characteristics, Social and Rehabilitation Service,
DHEW Publication No. (SRS) 73-03853, September 1972.

bEstimated by adding the actual number of recipients aged 0-19 plus 2/5 of the actual
number of recipients in the 5-year age range of 20-24 years.

cEstimated by multiplying the number of aged 18-21 recipients by the average monthly
grant in the state.
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Table 7.9

ESTIMATED 1970 APTD EXPENDITURES ON RECIPIENTS UNDER AGE 22,
BY TYPE OF HANDICAP

Handicap Expenditures

Hearing impairments $ 1,448,000
Speech impairments 12,306,000
Crippling or other health impairments 5,428,000
Mental retardation 9,409,000
Emotional or other nervous disorders 5,066,000
Learning disability 2,533,000

Total $36,190,000

program also goes a long way toward equalizing the level of financial assistance in
each state.

Since approximately 3.4 percent of APTD recipients are under 22 years old, and
assuming the average expenditure per recipient is the same for all ages, we obtain
an order of magnitude estimate of a $36,190,000 total annual expenditure rate for
young APTD recipients in 1970. We estimate, on the basis of the United States
averages presented in Table 7.10, that the respective Federal, state, and local contri-
butions were $20,110,000, $12,750,000, and $3,330,000.

The President's Commission on Income Maintenance pointed out the relative
stability in number of AB recipients versus the rather dramatic increase in APTD
recipients." It also pointed out that the blind program has been more generous in
terms of the average grant per recipient.2° Indeed this is borne out in Table 7.11,
which shows the average grant for AB raid APTD recipients in each state. If this is
an adequate measure, then is true that the average AB Fr 1-ant ($104) is higher than
the average APTD grant ($97). In 33 states the AB grant exceeds the APTD grant;
however, the actual dollar difference in average grants is a rather insignificant $7
per month. Another comparison of programs is via the state-set full standard for
each program. The full standard is the amount determined as necessary for basic
needs as defined in each state's plan. It is the amount which is compared with income
from all sources to determine whether or not financial need exists.21 The average
monthly full standard for all states is $150 for AB and $137 for APTD. Eleven states
have a higher full standard for blind than for disabled, while 2 states have a higher
APTD standard. In all other states the standards are the same. But even in these
other states, AB payments are in general greater than APTD payments (25 states
with equal AB and APTD standards have a higher average AB payment). The higher
payment to AB recipients might indicate a greata earning ability on the part of
APTD recipients, but this cannot be concluded immediately from available informa-
tion.

A I ,:ore important observation about Table 7.11 data is that in most cases the

'9 The President's Commission on Income Maintenance Programs, p. 268.
20 Ibid, p. 270.
21 U.S. Department of Health, Education and Welfare, Public Assistance Programs: ,'f,':andards for

Basic Needs, July 1971, Social and Rehabilitation Service, DHEW Publication No. (SRS) 73-03200, March
20, 1972.
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Table 7.10

FINANCING OF STATE AID TO THE PERIMNENTLY AND TOTALLY DISABLED

State

Number
of

Recip-
ienta,
All
Agesa

Administration, Service
6 Training Expendituresb

(.4,58T) Financial Assistance Total Expenditures ($000)

Assis-
tance as
Percent
of Total
APTD Ex-
pendi-
tures

A,S&T
Expen-
ditures
per Re-
cipient

Total
Expen-

ditures
per Re-
cipient

Total
($000)

Fed-
eral

(2)

State

(2)

Local
(2)

Total
($000)

Fed-
eral

(2)

State
(2)

Local

(2)

Total Federal State Local

United States 865,892 161,060 59.5 23.7 16.7 903,399 57.1 35.1 7.8 1,064,459 591,567 375,129 97,763 84.9 $186 $1,229

Alabama 18,367 1,653 50.0 48.5 1.5 11,648 77.5 22.5 0.0 13,301 9,851 3,420 30 87.6 90 724

Alaska 730 157 55.9 44.1 --- 1,221 35.5 64.4 (d) 1,378 521 856 --- 88.6 215 1,888
Arizona --- 406 50.0 47.1 2.9 5,805 74.2 25.8 --- 6,211 4,511 1,688 12 93.5 --- - --

Arkansas 11,271 600 50.0 50.0 --- 11,280 67.2 32.8 --- 11,880 7,879 4,001 --- 94.9 53 1,054
California 173,948 60,486 64.1 7.7 28.2 257,270 48.5 44.1 7.4 317,756 163,671 118,119 35,966 81.0 348 1,827

Colorado 9,562 1,351 66.3 17.1 16.7 7,760 65.8 14.2 20.0 9,111 6,001 1,333 1,777 85.2 141 953
Connecticut . 6,916 1,553 57.1 42.9 --- 9,120 47.4 52.6 --- 10,673 5,210 5,463 --- 85.4 225 1,543
Delaware 1,335 125 50.0 50.0 - -- 1,596 48.7 51.3 --- 1,721 840 881 - -- 92.7 94 1,289

Florida 20,836 3,167 63.6 36.4 --- 17,718 77.7 22.3 -7- 20,885 15,786 5,099 --- 84.8 152 1,002
Georgia 33,194 2,034 60.2 33.7 6.1 23,452 59.0 34.4 6.6 25,486 15,062 8,755 1,669 92.0 61 768

Hawaii 1,774 318 52.7 47.3 --- 2,635 49.0 51.1 --- 2,953 1,457 1,496 --- 89.2 179 1,665

Idaho 2,739 210 56.7 41.8 1.5 2,599 68.9 31.1 --- 2,809 1,910 896 3 92.5 77 1,026

Illinois 41,400 6,439 55.4 44.6 --- 45,466 51.2 48.8 --- 51,905 26,862 25,043 --- 87.6 156 1,254
Indiana 5,217 1,571 60.0 27.4 12.6 8,012 34.9 39.1 26.0 9,583 3,739 3,560 2,284 83.6 301 1,837
Iowa 3,078 430 61.8 36.3 1.9 4,753 55.3 22.4 22.4 5,183 2,893 1,219 1,071 91.7 140 1,684

Kansas 5,410 1,186 59.5 23.9 16.6 6,718 57.7 22.0 20.3 7,904 4,582 1,762 1,560 85.0 219 1,461

Kentucky 16,764 1,110 54.5 45.5 --- 13,587 62.6 37.4 --- 14,697 9,108 5,588 --- 92.4 66 877

Louisiana 21,382 2,630 50.0 50.0 --- 14,220 77.4 22.6 --- 16,850 12,327 4,522 - -- 84.4 123 788

Maine 4,233 446 64.5 35.5 --- 3,852 62.6 37.4 --- 4,298 2,700 1,597 --- 89.6 105 1,015

Maryland 15,984 1,960 59.6 32.1 8.3 15,803 59.1 30.7 10.3 17,763 10,501 5,478 1,783 89.0 123 1,111

Massachusetts 16,686 3,846 58.2 41.8 --- 21,788 48.7 51.3 --- 25,634 12,847 12,787 --- 85.0 231 1,536

Michigan 26,820 3,167 50.0 48.8 1.2 28,643 50.0 50.0 --- 31,810 15,896 15,875 39 90.0 118 1,186

Minnesota 11,281 2,198 64.5 5.2 30.3 10,924 57.0 21.9 21.1 13,122 7,639 2,509 2,975 83.2 195 1,163

Mississippi . 21,930 1,830 50.0 47.0 3.0 14,582 80.3 19.7 --- 16,412 12,629 3,728 54 88.8 83 748

Missouri 18,844 3,006 63.2 36.4 0.4 16,942 66.9 33.1 --- 19,948 13,239 6,698 12 84.9 160 1,052

Montana 2,147 398 62.4 12,8 24.7 1,960 65.6 15.4 19.1 2,358 1,533 353 472 83.1 185 1,098

Nebraska 4,546 849 64.0 36.0 --- 3,295 --- 34.9 --- 4,144 2,690 1,455 --- 79.5 187 912

Nevada---New---Hampmhire 812
---
154

---
66.7

---
33.3

---
---

---

1,031

---

58.5

---

6.6

---

34.9
---

1,185
---
706 119

---
360

---
87.0

---
190

---

1,459

New Jersey 12,388 3,275 56.4 3.3 40.3 17,298 42.3 43.3 14.4 20,573 9,162 7,605 3,806 84.1 264 1,861

New Mexico 8,274 1,062 61.5 38.5 --- 6,724 66.9 33.1 --- 7,786 5,151 2,635 --- 86.4 128 941

New York 76,970 20,905 56.4 23.0 20.6 98,013 39.0 31.4 29.6 118,918 49,990 35,583 33,345 82.4 272 .1,545

N. Carolina . 27,515 3,197 50.0 21.3 28.7 29,752 69.8 16.7 13.6 32,949 22,352 5,646 4,950 90.3 116 1,197

N. Dakota 2,076 476 62.1 14.8 23.1 2,191 70.2 26.7 3.1 2,667 1,832 656 179 82.2 229 1,285

Ohio 30,823 6,798 57.0 39.9 3.1 25,467 66.7 30,5 2.7 32,265 20;873 10,490 902 78.9 221 1,047

Oklahoma 24,958 1,337 50.0 50,0 -- 23,418 58.9 41.1 --- 24,755 14,451 10,304 --- 94.6 54 992

Oregon 7,536 755 50.0 50.0 --- 5,653 56.3 43.6 --- 6,408 3,563 2,845 --- 88.2 100 850

Pennsylvania 43,045 3,344 53.6 46.4 --- 32,122 49.5 50.5 --- 35,466 17,690 17,776 --- 90,6 78 824

Rhode Island 3,983 651 58.0 42.0 -- 3,660 49.7 50.3 --- 4,311 2,197 2,113 --- 84.9 163 1,082

S. Carolina . 10,435 1,175 50.0 45.3 4.7 6,667 78,0 22.0 --- 7,842 5,786 2,001 55 85.0. 113 752

S. Dakota 1,482 305 53.2 44.1 2.8 1,073 69.9 30.1 --- 1,378 912 457 6 77.9 206 930

Te 25,110 2,112 55.3 41.7 3.0 19,374 73.0 20,0 5.0 21,486 15,692 4,761 1,033 90.2 84 856

Tema 23,702 2,168 50.0 48.8 1.2 16,711 75.3 24.7 --- 18,879 13,665 5,188 26 88.5 91 797

Utah 5,186 832 64.1 35.3 0.6 4,384 60.9 39.1 --- 5,216 3,205 2,006 5 84.0 160 1,006

Vermont 1,878 199 63.8 36.2 --- 2,081 65.0 35.0 -- 2,280 1,479 801 --- 91,3 106 1,214

Virginia 7,734 1,658 62.9 2.3 34.8 6,696 65.0 21.8 13.2 8,354 5,395 1,501 1,459 80,2 214 1,085

Washington 16,352 1,324 65.8 34.2 --- 16,380 48.3 51.7 --- 17,704 8,790 8,914 --- 92.5 81 1,083

W. Virginia . 9,397 800 65.7 34.3 --- 6,240 75.7 24.3 --- 7,040 5,252 1,788 --- 88.6 85 749

Wisconsin 6,933 2,131 38.2 21.5 20.3 6,556 54.1 25.5 20.4 8,687 4,788 2,128 1,772 96.9 307 1,253

Wyoming . 931 250 63.2 10.6 26.2 635 72.0 14.0 13.9 885 615 116 154 71.8 $269 $ 951

aU.S. Department of Health, Education and Welfare, Findings of the 1970 APTD Study, Part I. Demographic and Program

Characteristics, Social and Rehabilitation Service, DREW Publication No. (SRS) 73-03852, September 1972.
b
U.S. Department of Health, Education and Welfare, Public Assistance: Coate of State and Local Administration, Services and

fraining, Fiscal Year BhdadJuna 30, 1970, National Center for Social Statistics, NCSS Report F-3 (FY 70).

cU.S. Department of Health, Education and Welfare, Source of Fu de Expended for Public Assistance Payments the Coat of.

Administration, Services and Training, Fiscal. Year inded June 30, 1970, National Center for Social Statistics, NCSS Report F-2

(FY 70).

dDlanks indicate that local agencies supply no money.
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Table 7.11

A COMPARISON OF AB AND APTD GRANTS

( $ )

State

Average
Annual
Per Capita

Income
of State

Population

Average
Monthly Grant Full Standard

AB APTD l AB 1 APTD

U.S. total 3687 104 97 150c 7,37c

Alabama 2582 70 50 105 122

Alaska 4460 177 177 250 250

Arizona 3372 81 79 118 118

Arkansas 2488 80 73 109 109

California 4290 160 139 192 172

Colorado 3604 89 83 105 123

Connecticut 4595 101 130 169 169

Delaware 4107 110 125 189 117

Florida 3525 75 73 114 114

Georgia .. 3071 67 63 105 105

Hawaii 3928 130 134 132 132

Idaho. 2953 84 80 163 163

Illinois 4285 93 91 169 169

Indiana 3687 72 58 185 185

Iowa 3549 122 143 161 122

Kansas 3488 79 79 208 208

Kentucky 2847 75 76 96 96

Louisiana 2781 77 56 106 95

Maine 3054 88 93 123 123

Maryland 4073 94 86 130 130

Massachusetts 4156 151 130 180 178

Michigan 3994 106 106 224 224

Minnesota 3635 101 92 183 183

Mississippi 2218 59 59 150 150

Missouri 3458 91 77 250 170

Montan, 3130 94 89 120 120

NebrasL.- 3609 93 75 182 182

Nevada 4458 92' --- 155 - --

New Hampshire 3471 169 146 173 173

New Jersey 4241 100 107 142 142

New Mexico 2897 78 75 116 116

New York 4442 136 127 159 159

North Carolina 2888 85 77 120 112

North Dakota 3012 104 101 125 125

Ohio 3738 75 76 126 126

Oklahoma 3047 106 97 130 130

Oregon 3573 104 76 163 153

Pennsylvania 3659 121 101 150 146

Rhode Island 3858 85 94 163 163

South Carolina 2607 67 56 103 87

South Dakota 3027 96 72 180 180

Tennessee 2808 70 68 102 102

Texas 3259 79 67 116 116

Utah 2997 87 73 151 151

Vermont 3247 102 104 - 177 177

Virginia 3307 86 84 153 152

Washington 3848 98 97 143 143

West Virginia 2603 69 63 146 146

Wisconsin 3632 91 96 158 158

Wyoming 3353 --- 67 139 127

a
U.S. Department of Health, Education and Welfare, Graphic Presen-

tation of Public Assistance and Related Data, Demographic and Program
Characteristics, Financial Characteristics of Recipients, 1971, Social
and Rehabilitation Service, DREW Publication No. (SRS) 73-03101, Octo-
ber 6, 1972.

b
U.S. Department of Health, Education and Welfare, Public AssiStance

Programs: Standards for Basic Needs, July 1971, Social and Rehabilita-.
tion Service, DREW Publication No. (SRS) 72-03200, March 20,. 1972.

cAverage of 50 states',full standards.
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current average payment for either AB or APTD is far below full standard levels,
and is a rather small amount of financial assistance. Under the new program the
minimum payment will be $130. For 17 states this exceeds the current full standard
for both AB and APTD programs. For 3 states it exceeds the APTD but not the AB
standard. In addition, the new minimum payment of $130 is generally more than
the current state average grant. Only 5 states currently average $130 in both pro-
grams; one averages more in its AB program and two average more in APTD
programs. The new program will therefore dramatically affect the income level of
current AB and APTD recipients, although the question remains: Is this new income
level adequate?

Aid to Families with Dependent Children. As stated earlier, AFDC is basi-
cally an income maintenance program, which is not intended to service handicapped
youth specifically, but rather, families with children to whom assistance payments
are given based on the family's need.

While several studies have been made of AFDC, only one investigated the inci-
dence of mental or physical impairment among AFDC children. In the AFDC study
of 1967, published in 1970, mental and physical impairments are reported for 47
percent of the estimated 3.9 million recipient children in late 1967.22 For each
impairment a "professional" and "other" opinion are listed. Adding these two opin-
ions together gives the total for each major impairment, as shown in Table 7.12.

Table 7.12

IMPAIRMENTS AMONG AFDC RECIPIENT YOUTH

Handicap

Percent with Impai rment

Total
Professional
Opinion

Other
Opinion

Visual defects 7.7 4.9 2.8
Hearing impairments 2.7 1.7 1.0
Speech defects 3.2 1.8 1.4
Orthopedic impairments 3.4 2.2 1.2

Mental retardation 3.9 2.3 1.6
Emotional or other nervous disorders 5.8 2.6 3.2
Heart abnormality 2.4 1.6 0.8
Other chronic impairments 6.4 3.3 3.1

Dental impairments 11.5 4.9 6.6

Total 47.0 25.3 21.7

These figures indicate that approximately 25 percent of AFDC recipient youth
have some physical or mental impairment as evaluated by a professional, and an
additional 22 percent are cited by nonprofessionals as being impaired. The data are
not of high utility to our study because the 1967 survey team did not give a medical
exam to each youth in the study, and because the data include youth with slight

22 U.S. Department of Health, Education and Welfare, Findings of the 1967 AFDC Study, Part I.
Demographic and Program Characteristics, National Center for Social Statistics, NCSS Report AFDC-3
(67), July 1970.
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impairments, e.g., the category "visual impairments" is large, lOosely defined, and
certainly includes more than legally blind youth. In contrast to the 25.3 percent
reported by professional opinion as mentally or physically impaired in the 1967
AFDC survey, the percentage of the total population of youth with an impairment
of sufficient magnitude to be termed a handicap is only about half that large (see
Appendix A for a description of the handicapped youth population).

One striking example of the definitional differences between the AFDC survey
and our research occurs with respect to visual impairment; while the AFDC survey
reports that 4.9 percent have "some visual defect," the number of youth in the total
population with a visual "handicap" from the viewpoint of our research is estimated
to be only 0.2 percent. If we were to ignore these definitional differences, major
inconsistencies would result, e.g., there are more youth with some visual defect
receiving AFDC than there are visually handicapped youth in the entire U.S. popu-
lation. Consequently, we have chosen not to use the 1967 AFDC survey data in
estimating the number of handicapped youth served by AFDC.

Without better data, we assume that the incidence rate of handicapping condi-
tions in AFDC recipient youth is the same as the incidence rate for the entire U.S.
young population.

In March 1971,23 there were 7,371,000 child recipients of AFDC in the United
States, and the average monthly payment per recipient was $49.60. In FY 1970 the
respective Federal, state, and local contributions were 53.6, 35.3, and 11.1 percent
of the total. Assuming that the average grant for handicapped youth is the same as
that for all AFDC recipients, then we estimate a total of 975,920 handicapped youth
received AFDC in March 1971, at a total annual assistance expenditure level of
$580,868,000. Of the total, approximately $311,345,000 were Federal funds,
$205,046,000 were state funds, and $64,476,000 were local funds.

General Assistance

The third aspect of income maintenance in the United States is General Assist-
ance This is a noncategorical program that provides financial assistance on the basis
of need. The programs are financed solely from state and local tax revenues; there
is no Federal contribution. Consequently, each state is left entirely on its own to
decide if there should be a GA program, what purposes it should serve, the eligibility
standards, benefit levels, and administrative agencies and procedures.

It is difficult to generalize about the GA programs because of the wide range of
differences among the states. Characteristics of General Assistance in the US.,"
shows that in many states GA is limited to short-term and emergency assistance
only. Many states make assistance dependent upon a work test, limiting assistance
to unemployable persons or to families without an employable member. None of the
requirements relate specifically to a handicap condition; presumably this would be
accounted for where a work test is used. In addition, more than half of the states
have relatives' financial responsibility laws. In 17 states, GA is financed completely

23 U.S. Department of Health, Education and Welfare, AFDC: Selected Statistical Data on Families
Aided and Program Operations, National Center for Social Statistics Report, NCSS Report H-4(71), June
1971.

24 U.S. Department of Health, Education and Welfare, Characteristics of General Assistance in the
U.S., 1970 ed., Social and Rehabilitation Service, Public Assistance Report No. 39, December 31, 1969.
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by the local jurisdiction. The number of GA recipients in 1970 was 1,056,000, and
the average monthly grant per recipient was $58.25

Details are shown in Table 7.13. Unfortunately, the data do not relate at all to
handicap as the information is neither kept nor reported on that basis; however, we
suspect very few handicapped youth receive GA on a long-term basis because of the
incentive for states to place such youth on the AB, APTD, or AFDC programs where
Federal funding can be obtained. Some states may place the youth on this type of
assistance temporarily while they are evaluated for eligibility to receive one of the
federally supported types of assistance.

Income Tax Exemptions for the Handicapped

Legally blind persons are the only handicapped allowed to claim an additional
exemption on Federal income taxes. The exemption may be claimed for a taxpayer
or for his spouse but not for other dependents; thus, an extra exemption for hand-
icapped youth ca7:1not be claimed on the parents' tax return. In 1970, the latest year
for which data are available, a total of 126,171 such exemptions were claimed for
blindness." At a marginal tax rate of 20 percent," the $600 exemption means a tax
reduction of $120 per person or about $15,000,000 for all persons claiming the
exemption. Since Internal Revenue Service data are not disaggregated by age of
taxpayer, the number of youth under age 22 claiming the exemption can only be
estimated. If we assume that no more than half of the legally blind persons aged
17-21 would be able to claim the extra exemption, then the total income tax reduc-
tion for blind youth would be on the order of $1,000,000 a year.

OTHER SOCIAL WELFARE AGENCY SERVICES

Income maintenance is only one of many services State Welfare Departments
offer. Other services offered depend upon the state's governmental organization
whether public welfare is a separate department or an agency within another de-
partment. In Nebraska, for example, where public welfare is a department by itself,
major programs are as follows: services to crippled children; medical assistance
(Title XIX); AFDC; Aid to the Aged, Blind, and Disabled; Nebraska Center for
Children and Youth; and social services. In contrast, public assistance in New Mex-
ico is administered by the Public Assistance Agency, a subgroup in the Department
of Health and Social Services. Their concern is programs only for people receiving
financial assistanceAFDC, AB, APTD, medical assistance, and food assistance.

Of the above programs, those dealing with income maintenance are discussed
in this section. Programs for crippled children and medical assistance are discussed

25 U.S. Department of Health, Education and Welfare, Graphic Presentation of Public Assistance and
Related Data, Demographic and Program Characteristics, Financial Characteristics of Recipients, 1971,
Social and Rehabilitation Service, DHEW Publication No. (SRS) 73-03101, October 6, 1972, pp. 3, 30.

26 Internal Revenue Service, Statistics on IncomeIndividual Income Tax Returns, Publication 198,
1970.

27 The 1972 marginal tax rate on a married person filing jointly with a taxable income of $4000 to
$8000 was 19 percent, while the comparable rate for a single person earning $4000 to $6000 was 21
percent.
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Table 7.13

GENERAL ASSISTANCE IN JUNE 1972

State

Average
Grant

($)

Number of
Recipients

United States 67 548,000
Alabama 13 140
Alaska 38 412
Arizona 35 6,627
Arkansas 6 816
California 77 54,740
Colorado 87 4,213
Connecticut 49 20,766
Delaware 30 5,025
Floridaa 20,700
Georgia 25 2,979
Hawaii 67 15,505
Idahob
Illinois 84 55,322
Indiana
Iowan 8,300
Kansas 65 9,003
Kentuckyb
Louisiana 51 9,077
Maine 18 11,432
Maryland 87 15,511
Massachusetts 69 41,532
Michigan 81 67,402
Minnesota 53 /4,763
Mississippi 15 1,398
Missouri 62 14,789
Montana 22 1,731
Nebraakab
Nevadab
New Hampshire 31 2,766
New Jersey 134 13,285
New Mexicob
New York 68 230,333
North Carolina 15 3,220
North Dakota 17 642
Ohio 51 77,250
Oklahoma 9 3,541
Oregon 53 2,862
Pennsylvania 97 112,254
Rhode Island 40 13,360
South Carolina 32 326

South Dakota 15 901
Tennessee 13 4,094
Texasb
Utah 64 1,303
Vermontb
Virginia 65 9,622
Washington 71 4,710
West Virginia 11 2,950
Wisconsina 59 14,518
Wyoming 23 301

SOURCE: U.S. Department of Health, Education and Welfare Public
Aesietance Statistics, June 1972, October 3, 1972.

&Estimated.
b
Not available.
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in Sec. 8. Social service programs as related to public welfare, with the exception of
vocational rehabilitation services for welfare recipients discussed in Sec. 5, cannot
be discussed in detail because data and information are lacking. In addition, it is
difficult to describe what constitutes social service because of great variation from
state to state.

One state's annual report, for example, says that "... The Division of Social
Services is responsible for the provision of services to all appropriate members of
AFDC ..." Under the heading of services offered to adults receiving assistance, the
description is only slightly more specificprotective services, services to meet
health needs, self-support services for the handicapped, services to aged in and
leaving mental hospitals, and services to enable persons to remain in or return to
their own homes or communities. Another state talks of services to children and
their families; these include foster care, adoptions, licensing of child care institu-
tions and day care staff, protective services, homemaker services, and family plan-
ning and services to unmarried parents. Others mention specific services for the
blind such as home teaching and/or special libraries, rehabilitation, register of the
blind, sight conservation program, and workshops.

With such a range of services spread across different agencies and the almost
total lack of social service data, it is not feasible to adequately describe the miscel-
laneous "social services" available to handicapped youth. The one measure of the
extent of these services is shown in Tables 7.6 and 7.10, in which AB and APTD
program totals are divided into funds for financial assistance versus A,S&T. The
data problems are best summarized by some of the responses received as a result of
our state agency survey. With respect to social services, one reply stated that "...
several programs are operated ... in behalf of individuals under 21 years of age.
However, these programs are not limited to the handicapped and, therefore, data
specifically related to the handicapped are not available." Another state responded
quite candidly by saying "... we have concluded that we really have very little
statistical data related to handicapped youth...."

SURVEY RESPONSES FROM STATE PUBLIC WELFARE AGENCIES

As part of this stud;; ,ffort, we conducted a survey of all agencies serving hand-
icapped youth. Public welfare was one of the agencies queried. The purpose of the
survey is explained in Appendix B, and a copy of the questionnaire used appears in
Appendix D.

Survey responses from public welfare agencies in general were poor, primarily
for reasons noted earlier; in particular, they were poor because public welfare
programs "do not seek to serve handicapped youth per se . . ." and thus do not have
data specific to that target population. Many states did send copies of annual reports,
special reports, and enabling legislation. From the standpoint of data, these pro-
vided very little. They were in general a presentation, by county, of data reported
federally. For an AB program, for example, they might give numbers served and
average grant per recipient in each county. Only a few states were able to estimate
the number of handicapped youth served in the AB or APTD programs. The welfare
agencies in general, however, were very cooperative and provided whatever infor-
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mation they had availably. While little solid data related to handicapped youth were
forthcoming, the large volume of program descriptive information will be valuable
in explaining differences across states and in formulating recommendations for
program improvement to appear in subsequent reports on this research project.

One of the best responses came from North Dakota. Its AFDC program served
9802 persons 21 years of age or under in FY 1972. Of these, 35 percent (3435) were
handicapped. The percentage breakdown by type of handicap was reported as fol-
lows:

Emotional or other disorders 7.0
Speech defects 4.8
Mental retardation 4.7
Orthopedic impairment 4.6
Hearing impairment 3.6
Heart abnormality or rheumatic fever 2.8
Other chronic condition 7.5

The average AFDC monthly payment per child for maintenance income was $58.74.
AB, however, had only 4 cases under 21 years of age, and they received an average
monthly assistance payment of $109.38. The Aid to the Disabled program served 25
people aged 21 or under in 1972. Five of these were emotionally or mentally dis-
turbed, 8 were mentally retarded, 7 had cerebral palsy, and 5 were classified as
other.

The social service program served an average of 1278 persons per month under
the age of 21. The cost of services to this group was 35 percent of the total social
service program. One of the only programs offered in any state that is directed
specifically to youth is the Early Periodic Screening, Diagnosis and Treatment of
Individuals under age 21. This program provides preventive health services and
early detection and .1..reatment of disease in children eligible for medical assistance.
The program also provides for supplying eye glasses, hearing aids, and dental care.
l'llore detailed discussion of this type of program is contained in Sec. 8 dealing with
health care.

New Mexico furnished another estimate of youth served. It estimated that 8
percent of those helped in their AB program are 21 or under, while only 3 percent
of the APTD recipients are in this age group.

Prompted by problems created by increa:-..lig caseloads, the California Depart-
ment of Welfare undertook a study of the primary impairment of APTD recipients
by age. For the group aged 18-29, their findings, shown in Table 7.14,28 indicate that
64 percent of the APTD recipients were either mentally or emotionally disturbed.
Another 13 percent had a disease of the nervous system or sense organs. Unfortu-
nately, these figures cannot be compared with data reported from other states
because of the difference in age categories.

Another state reported data for children receiving foster care. Of 3500 children
in its program, it estimated that 13 percent are physically handicapped, 10 percent
are mentally retarded, and 18 percent have either a diagnosed or suspected emotion-
al disturbance. Unfortunately, the percentage figures are not current but are based
on a 1961 state study of children in foster care.

" Figures based on findings from a California 3 percent sample of recipients in November 1967.
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Table 7.14

AID TO THE DISABLED IN CALIFORNIA, NOVEMBER 1967

(Primary impairment of recipients aged 18-29 in
descending rank order by impairment group)

Primary Impairment Number Percent

Mental deficiency 7,189 47.5
Mental, psychoneurotic, and personality
disorders 2,410 15.8

Diseases of the nervous system and sense
organs 1,995 13.1

Accidents, poisoning, and violence 904 5.9
Diseases of the bones and organs of
movement 640 4.2

Congenital malformations 452 3.0
Diseases of the circulatory system 377 2.5
Infective and parasitic diseases 339 2.2
Diseases of the blood and blood-forming

organs 226 1.5
Neoplasms 151 1.0
Symptoms, senility, and ill-defined

conditions 151 1.0
Allergic, endocrine system, metabolic and
nutritional disease 113 0.7

Diseases of the genito-urinary system 38 0.2
Diseases of the skin and cellular tissue 38 0.2
Unspecified 188 1.2

Total recipients aged 18-29 15,211 100.0

Responses from our survey of state public welfare agencies included reports on
program problems: inadequate financial support for the program, poor coordination
of services, difficulties in joint state-county administration of the program, too low
a Federal ceiling on social services, and transport4tion problems of the handicapped.

PREVIOUS STUDIES AND DATA AVAILABILITY

There are no major studies that specifically investigated income maintenance
and handicapped youth. Whenever the subject of the handicapped was addressed,
it was as part of a larger study, such as characteristics of AB or APTD recipients.
Income maintenance studies have similarly not looked at this group in detail. Even
though not addressed to handicapped youth, some studies are worth reviewing here
because of either general information on the handicapped population or income
maintenance programs. We examine two studies of income maintenance and wel-
fare, a series of studies published by the National Center for Social Statistics on AB,
APTD, and AFDC, and two general population surveys.

Income and Welfare in the United States investigated the causes of poverty and
dependency.29 As the authors state in the preface, their intent is to explain the

29 J. N. Morgan et al., Income and Welfare in the United States, McGraw-Hill, New York, 1962.
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details of income, not just the shape of the income distribution curve. In addition
to economic data, the study tried to capture what influence various psychological
and sociological variables have on income. Having derived a model of income deter-
mination, they use this to examine two groups, the poor and the disabled.

Data are presented for interviews with 860 disabled adults, in which the basis
for considering the individual as disabled was the respondent's perception of his
condition as it affects his ability to work. One conclusion was that the extent of work
limitation was relatively independent of demographic characteristics and individual
attitudes. One estimate of income loss due to disability was $14 billion. With respect
to outlook of the disabled, this study concluded that rehabilitation services currently
available would benefit only a few of the disabled and that the rest would either have
to rehabilitate themselves or continue as they are.

Of the group interviewed in this study, only 4 percent were under 25. Even
though the study does not consider handicapped youth as a group, it is worth noting
for its methodology in attempts to estimate the impacts of transfer payments with
respect to decreasing dependency and for the consideration of social and psychologi-
cal factors as they affect the work potential of the disabled.

The President's Commission on Income Maintenance Programs was convened in
1968 to evaluate existing and proposed income maintenance programs and to recom-
mend a new and better program. The three-part report describes the characteristics
of income maintenance recipients, the existing programs, and proposed new pro-
grams. The report is useful for a number of reasons. First, it presents criteria for
evaluating transfer programs. Then it discusses the philosophy and workings of
existing programs, pointing out where these fall short of the criteria established.
The discussions of income maintenance programs for the handicapped are brief,
intended to be descriptive not critical. Problem areas are noted for programs, e.g.,
for the APTD program they cite inequity in the definition of disability and inadequa-
cy of income for the eligible. It is unfortunate that the treatment of the two hand-
icapped programs is so slight, for while the discussions of welfare are not necessarily
new, they are direct and insightful and addressed directly to the total program of
income maintenance in the United States.

National Center for Social Statistics, Various Reports on AFDC, AB, and APTD.
Special surveys of AB and APTD recipients were conducted in 1962 and 1970; studies
of AFDC recipients were made in 1961, 1967, 1969, and 1971. Each study presents
the best data available on demographic and program characteristics as well as a
second part describing the financial circumstances of recipients. All of the findings
are based on a representative sample of cases. Since all AB and APTD programs
have a minimum age requirement of 16 and 18, respecti'vely, study results pertain
to only a small portion of the population of interest to this study.

The 1962 AB and APTD reports are somewhat more useful than the 1970
reports because they contain more detailed medical and health data. For example,
the 196 nts a cross-tabulation of etiology of blindness by race;,the
197 itudy has no etiolo: eta. In addition, the 1962 AB study has a cross-tabula-
tion, by race, of age at loss o t. Again the 1970 study presents no like data. A
similar problem exists with the A studiesthe older one has more interesting
data; i.e., the 1967 study presents i ormation on selected physical and mental
impairments of AFDC children, the 19 t study does not.
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In general, future versions of these studies, if properly designed, could be excel-
lent data sources on handicapped youth served by public welfare programs. The
National Center for Social Statistics is to be commended for conducting these sample
surveys as an excellent means of obtaining needed program evaluation data. The
present state of data on welfare programs, however, does not allow one to look in
detail at the handicapped youth subsets of the total recipient caseload.

Social Security Survey of the Disabled, 1966. Funded by the Social Security
Administration, this study was a national survey of disability in the general adult
population. The survey objectives were (1) to describe the prevalence and work
limiting effects of disability, (2) to examine the effects of disability on income and
rehabilitation, (3) to investigate the overlap of public assistance programs and
OASDHI recipients, and (4) to examine new work experience requirements for
OASDHI eligibility. The survey population included all disabled adults aged 18-64,
both institutionalized and noninstitutionalized. The definition of disability used was
a limitation on the kind or amount of work (including housework) resulting from a
chronic health condition or impairment lasting three or more months. Although
different from the APTD definition of disability, the study results are important
because they point out the overlap in AB and APTD recipients with OASDHI
recipients. Of 2,505,000 OASDHI recipients, 188,000 were found to also be receiving
public assistance payments; however, few of the public assistance recipients, includ-
ing those who were disabled, had the required work experience under Social Securi-
ty to be insured for disability. That is, the study found that 24 percent of the disabled
public assistance recipients had been disabled in childhood and hence would have
no disability insurance because they lacked work experience. These data suggest
that OASDHI and public assistance programs serve two basically different popula-
tions.

Social and Rehabilitation Services Survey, 1972. This very detailed and compre-
hensive survey has two components: a survey of the adult general population, and
a survey of welfare and rehabilitation clients. Results will not be available until late
1973.



8. FEDERAL AND STATE HEALTH PROGRAMS FOR
HANDICAPPED YOUTH

This section summarizes health programs relating to handicapped youth, and
then discusses the Federal role in these programs. Next, two of the more significant
service programs dealing with the specific needs of the handicapped are discussed:
the Maternal and Child Health Service (MCHS) and the Crippled Children's Service
(CCS). Then several other public health programs are described which provide
services to handicapped as well as to all children in general. Finally, responses to
our state survey of health agencies are presented, and available data and previous
research in this area are reviewed.

OVERVIEW AND SUMMARY

Children are entitled to good health care, and handicapped children are no
different from normal ones in this regard, except that they need more services and
resources. The total contribution to "good health" that accrues to all children,
including the handicapped, comes from a wide assortment of publicly and privately
provided health services.

Federally supported programs providing health services are estimated to have
assisted at least one million handicapped youth in FY 1971. A total of over one and
one-half million children were reported to have been served by the different health
programs, but some unknown amount of double-counting is included because of
youth receiving service from more than one program. Total Federal and state expen-
ditures in this area were at least $314 million in FY 1971, of which the Federal share
was $205 million and the state share was $109 million. State and local expenditures
not known or reported to :Ile Federal Government would raise the total even fur-
ther. The breakdown of these figures, shown in Tables 8.1 and 8.2, indicates that the
largest single program in this area is Medicaid, which serves youth from financially
needy families. The second largest is the Crippled Children's Service which is de-
signed to serve children having nearly all types of handicapping conditions. Table
8.3 shows the funds expended by type of handicap, based on data of questionable
reliability.

The medical services can be considered as a delivery system, represented by a
mix of models, functions, rationales and processes that cannot be adequately de-

164
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Table 8.1

ESTIMATED FEDERAL AND STATE HEALTH PROGRAM EXPENDITURES
FOR HANDICAPPED YOUTH, 1971

Program

Expenditures

Federal State Total

Crippled Children's Service
Other Maternal and Child
Health Programs

Medicaid
Community Health Care- -
rubella immunization

Other State and Federal
Public Health Programed

$ 58,598,000

25.000,000
105,548,000

16,000,000c

(b)

1

$ .1',299,000a

(b)

80,255,000

(b)

(b)

$ 87,897,000

25,000,000
185,803,000

16,000,000

(b)

Total $205,146,000 $109,554,000 $314,700,000

SOURCE: See later portions of this section for data sources and es-
timation methods.

a
Amount required to match Federal CCS funds only. The actual total

state and local contribution may be as much as mice the amount shown.
b
Not estimated.

c
FY 1970.

d
For a description of these progr.ms, not primarily intended to

serve handicapped youth, see the subsection entitled "Other Public
Health Programs" in this section.

Table 8.2

ESTIMATED NUMBER OF HANDICAPPED YOUTH RECEIVING
HEALTH SERVICES, 1%71

Number of
Handicapped

Program Youth

Crippled Children's Service 485,000
Other Maternal and Child Health Pvograms 81,000a
Medicaid 1,097,000
Community Health Care--rubella immunization (b)
Other State and Federal Public Health Programs (b)

SOURCE: See later portions of this section for data sources and
estimation methods.

eMote that this is an estimate of handicapped youth served, not
total served, and hence may appear at first glance to be undersized.

b
Not estimated.
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Table 8.3

ESTIMATED FEDERAL AND STATE EXPENDITURES FOR HEALTH SERVICES
TO YOUTH BY TYPE OF HANDICAP, 1971

Type of Handicap

Estimated
Expenditures

Visual impairment $ 28,663,000
Hearing impairment 28,415,000
Speech impairment 61,315,000
Crippling and ether health impairments 101,001,000
Mental retardation 54,354,000
Emotional or other nervous disorders 27,946,000
Learning disability 13,006,000

Total $314,700,00D

SOURCE: See Later portions of this section for data
sources and estimation methods.

scjbed collectively. Medicaid, for instance, is a reasonably good example of the
Controllership model, functioning primarily thror gh Federal control of all but the
delegated provision of services (which the states and localities do) and rationalized
as a program that provides needed redistribution of resourc and basic support for
services that would otherwise not be provided. The Maternal and Child Health
Services, including Crippled Children's Services, are by comparison best described
as species of the Special Revenue Sharing Model; but even here there are some
subtle but important differences.

CCS programs concentrate heavily on medical treatment, are operated by doc-
tors, and stress quality medical care for a range of handicaps that encompasses the
"simplest" clubfoot to extraordinarily exotic disorders. MCHS programs, however,
encompass a bewildering variety of some 200 distinct services and activities, which
are not consistently provided in all states and localities, and stress identification
through screening and registration mechanisms and prevention via immunization
and other disease specific programs.

A distinction between CCS and MCHS is summarized in terms of our concept
of the Plus in the Special Revenue Sharing, Plus model. In this case, the Plus is not
exercised by Federal officials in either MCHS or CCS, although they have the rudi-
ments of an information system with which it could be in CCS. Quality control is
built into the CCS program through professional, historical, and structural guides
that may or may not be reproducible for other related health service programs. The
MCHS and CCS programs are grant providing mechanisms, rationalized primarily
according to redistribution of resources arguments and secondarily by basic service
support.

Crippled Children's Services

As of 1972, Crippled Children's Service programs were reaching some 491,000
children aged 0-21, and 29.5 percent of those served were aged 4 or less. CCS provides
medical services to youth in financially needy families, although the determination
of financial need is left to state officials. Males have traditionally outnumbered
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females over the years, and in 1970 the breakdown by sex of the total caseload was
54.5 percent male and 45.5 percent female. Racial characteristics are recorded only
to the extent of listing whether the recipient is "white," "all other," or "not report-
ed," and this breakdown was respectively, 66.8 percent, 24.0 percent, and 9.2 per-
cent.

The bulk of the services provided were for physician visits and medical treat-
ment; however, some 82,000 were served as hospital inpatients. About 90,000 were
listed as multiple handicap recipients. Three general classes of impairment account
for 69.8 percent of the total CCS caseload: impairment of the bones and organs of
movement (25.2 percent), diseases of the nervous system and sense organs (24.2
percent), and congenital malformations (20.4 percent). The word "crippled" in the
program title is presently a misnomer, since the program serves youth with virtually
all types of medical problems.

Large variations exist on a state-by-state comparative basis, as compared with
national averages of impairment covered, the extent of multiple handicapping re-
ported, and the amounts of resources expended per recipient. For example, as con-
trasted with the national percentage breakdowns for the top three disease classes,
Wisconsin reported 39.6 percent of its caseload was concerned with diseases of the
nervous system and sense organs, but Kansas had only 8.3 percent; for diseases of
the bones and organs of movement, Vermont reported 52.1 percent of its caseload
in this category, while Oklahoma had only 6.6 percent; and for congenital malforma-
tions, Connecticut reported 39.8 percent of its caseload devoted to this disease class,
and Oklahoma had only 5.2 percent. With respect to the reporting of multiple
handicaps, Minnesota lead all other states with 53.5 percent of its total caseload
reported as multiply handicapped (compared with a national average of 18.5 per-
cent) but, on the other end of the scale, Rhode Island reported only 2.6 percent
similarly handicapped. When considering per client Federal expenditures on a
state-by-state basis, the discrepancies are quite pronounced. These figures range
from a low in Washington, D.C., of $26.90 to a high of $249.17 in Ohio, as contrasted
with a national average Federal per client value of $117.76.

Program highlights and distinguishing features of the CCS program include the
following: high standards are maintained by the liberal use and control of the
program by medical specialists; local need; are reflected in marginal variations in
coverage that exist from state to state (this does not explain the wider variations
that have been noted, however); the medical community has generally accepted CCS
as "one of its own" programs as distinguished from Title XIX and welfare related
health programs; and operational data are routinely and comprehensively collected
according to a common format from all states to enable programmatic analyses.

CCS is reaching only a fraction of those who might benefit from it. Categorical
coverage, as determined locally according to available resources and local prefer-
ences for certain classes of impairments over others, contributes to inequitable
coverage from state to state and within the same state at different phases of the fiscal
year. Planning and resource guidance information, and indeed coordination of relat-
ed health centered services for handicapped children, do not exist to any noticeable
extent. Nonetheless, the CCS model is a durable, time-tested one that has some
general applicabilityfrom all indications we received in interviews, from the sur-
vey questionnaire, and from our review of the few analyses made of it.
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Maternal and Child Health Services

Other programs sponsored by Maternal and Child Health Services are widely
diverse and rather difficult to appraise. Doubtless underlying many program initia-
tives is the need to be both comprehensive and humanitarian; however, the actual
results obtained are difficult to assess or trade off with other competitive services
because of vague objectives, inadequate resources, poor coordination, and lack of
accountability data.

In FY 1972, the MCHS budget, exclusive of CCS funds, was $177 million to
improve and expand medical services related to maternal and child health, but the
portion accruing to handicapped children is not clearly indicated.

One must take great care to separate each of the MCHS programs in making
any summary assessments of the total activity. For instance, some 56 facilities to
support the Maternal and Infant Care (M&I) program were funded in FY 1973 at
a cost of some $46.332 million; Intensive Care of Infants was supported at a rate of
$900,000 in some eight separate facilities; and programs for Children and Youth
(C&Y) were conducted in 59 facilities at a cost of $52.842 million in the same period.
Each program is intended to accomplish different objectives, and each must be
carefully appraised by matching its objectives against its accomplishments. The
M&I and C&Y programs were aimed specifically, for example, at urban slum areas
and brought medical treatment services to thousands of mothers and children who
otherwise would not have benefited. In the most general sense, these programs have
had some preventive impact on the total handicapped population, reducing to some
extent the number of children who otherwise might have later been "handicapped."
However there are problems in accounting for these programs in the context of an
analysis of services to the handicapped.

These programs include a variety of activities and services related to the health
of handicapped and nonhandicapped preschool and school-aged children (e.g., vision
andhearing screening; and rubella immunization campaigns). Dui flig FY 1972, over
300,000 mothers received maternity nursing services, but who could say how many
of these women actually bore handicapped offspring, or more difficult yet, how many
handicapped children were prevented as a result of these nursing visits? Mental
retardation clinics served 57,000 children, but over 2 million youth in the United
States are retarded. PKU screening was given to 9 of 10 live births in FY 1972, some
number of PKU children were detected, and remedial treatments were begun. Al-
though data are not available, these programs undoubtedly had many beneficial
impacts, although how far reaching is unknown. It may be because a carefully
documented case for their effectiveness is not easily made, among a host of other
explicit reasons, that they are presently the target of much Federal interest as
possible candidates for special "venue sharing.

Medicaid

Medicaid reached some 8.3 million youth aged 0-21 with medical services in FY
1971 at a total dollar cost of $5.939 billion. Eligibility for these funds and services
is determined according to the family's financial need in addition to the child's
medical needs. Available data do not show how many of what kinds and degrees of
handicaps are truly represented in these totals. To arrive at wholly reliable data on
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the handicapped youth served by Medicaid would require a case-by-case investiga-
tion and reconstruction and, even at that, there would still be problems because of
the ways certain types of handicaps have been noted for the record; e.g., in some
states, social workers, not mental retardation specialists, determine whether or not
a youth is mentally retarded. Without better data, we utilized data of the proportion
of the U.S. population under age 22 that is handicapped to make order of magnitude
estimates of the handicapped served by Medicaid. We estimate that some one million
children were both Medicaid recipients and handicapped in FY 1971; in dollar terms,
this amounts to $105 million for the Federal share, and $186 million total, including
the state shares. One noteworthy feature of this program is the provision for manda-
tory, early, and periodic screening, diagnosis, and treatment of all Medicaid-eligible
children.

Other Public Health Services

There are other public health related services supported with Federal resources
that relate to children generally and therefore have some hard-to-estimate impact
on handicapped children as well. We summarize several formula and grant pro-
grams designed to provide comprehensive and improved local health care; e.g.,
"Hill-Burton" construction programs, health services development projects, dental
care and screening, and several community service activities. Because the objectives
of some of these programs are, tc varying degrees, vague and rationalized in
humanitarian terms, it is difficult to assess to what degree certain of these individual
programs have accomplished their objectives. Examples of Veterans Administra-
tion, Defense, and other efforts that relate to health services for -ndicapped chil-
dren are noted, not because the number of children or size of resources expended
are large, but because the existence of these programs illustrates how fragmented
health services to handicapped children are.

The fragmentation and coordination issues were underscored in the question-
naire survey responses as well. Problems noted in the survey responses included
concern that the level of funding has grown much more slowly than the rate of
inflation of medical service costs, that coordination at the delivery level is not always
well or easily accomplished, and that it is difficult to determine who should receive
services. Where legitimate demand exceeds resource capacities, some thorny ethical
problems of choice have emerged; e.g., should a state decide to serve many children
having relatively inexpensive disorders, or should it concentrate its resources on a
smaller number of children suffering from more exotic and enpensive ones?

Basic Observations

Our basic observations about Federal and State Health Programs for Hand-
icapped Children follow:

The provision of services is fragmented in this system, composed as it is of a
melange of organized public, quasi-public, voluntary, and private agencies.
There is little effective organized cooperation at the Federal level: there is at best
haphazard orchestration of services at the local and state l and there is no
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systematic means by which relative service priorities and performance are being
assessed.
A natural outcome of the existing system structure is the absence of widely-
known, locally-accessible referral services. Consequently, clients are faced with
such a labyrinth of subsystems and related services that securing the appropri-
ate mix of needed assistance is extremely difficult.
Evaluation and monitoring of program performance are not systematically or
routinely done, and any coherent data base for these purposes is notable (with
only minor exceptions) mostly by its absence.
Inequity of service exists as measured and estimated along a variety of dimen-
sions. However, inadequacy of service provision does not appear to be as great
a problem as in other service areas. The rich have excellent medical services if
they are willing to search them out and pay for them; and the poor, due mainly
to the Medicaid and crippled children's programs, do have an institutional
mechanism to which they can appeal for medical assistance for their hand-
icapped children. The mere existence of services says nothing, however, about
differences in the quality of those services.
Most medical programs are not aimed primarily at handicapped children, but
are distinctly oriented to provide general health services.

ROLES AND GOALS

There is a striking contast between MCHS and CCS programoperations when
considered from the perspective of our four Federal institutional models. Superficial-
ly, both appear in practice to be examples of Model HI, Special Revenue Sharing;
however, the big difference is the Plus factor. To oversimplify somewhat, MCHS,
particularly the formula grant portion of it, is operating without much of the evalua-
tion and control Plus, but CCS programs have partially structured the Plus factor
into their operations in a number of interesting ways. For CCS the decisive factor
includes strong elements of professional medical control; i.e., the insertion of profes-
sional norms and incentives by virtue of the proportion of doctors who actually
operate CC: i programs, the requirement for board certification of specialists who
provide CCS services, and the locally-exercised option of not honoring services pro-
vided in substandard or overpriced facilities. The primitive data elements needed to
carry out rigorous and routine aggregate and more specific state and local program
assessments exist in a common format and could be used to far greater advantage
than they have been in the past. If such were done, a better approximation of our
Plus concept and model would result.

Our models concept has indicated what appears to be a critical structural differ-
ence between effective and not-so-effective collections of programs. In fact.. we note
that as of March 1973, Pennsylvania has recognized this distinction and cLtpitalized
on the Plus features of CCS by collapsing all MCHS activities into CCS, thereby
capturing some scalar economies in administrative overheads as well as a better
measure of control.

Functions performed under MCHS and CCS auspices include investments in
facilities and services (especially for various MCHS programs), somf, slight direct
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service provision (special clinics for mentally retarded children provided under the
1967 Child Health Act), and an only partly realized potential for data collection and
accountability (CCS almost exclusively). The prime function is making grants so that
the states might provide the services themselves, and this is rationalized in terms
of the familiar balance wheel or redistribution argument.

Besides the redistributive rationale, which is far and away the most persuasive
explanation for both programs, MCHS has some elements of internalizing externali-
ties underlying its existence, particularly as pertains to screening for vision, hear-
ing, and PKIT. and to providing immunizationsgeneral services in which the
"whole population benefits" argument is salient.

In terms of the process categories of policy invention, execution, and so forth,
we must separate our discussion of the two basic programs.

For MCHS, it is clear that the estimation, implementation, evaluation and
termination phases have been ill-developed or. underdeveloped. Under implementa-
tion, what for instance happened to the 10 million or so children who received visual
screenings under MCHS auspices in 1972, especially those who were found to have
defective vision? Were follow-up and treatment services provided to those in need?
Did anyone keep track of the potential users of medical services to see that they
received what they required? If other disorders were suspected at the time of visual
screening, were the appropriate consultative services and treatments arranged?
Deficient implementation in this regard could easily result from the fragmented
nature of the services actually provided. Termination, as current events attest, has
been largely overlooked; and without any routine determination and evaluation of
the app;icability and efficiency of MCHS programs, the termination function is being
exercised vigorously at White House initiative.

CCS programs are generally well implemented and well estimated (i.e., state
directors have a fairly good "sense" of the size of the served populations and what
it costing them to provide services). The primary areas requiring attention are
evaluation and termination, and a beginning has been made to carry out evaluations
Lased on comprehensive and common data collected in all the states. Termination
or reduction in service, such as it is, is carried out at the state level in response to
fluctuating demand for services by children having various disorders and financial
requirements. There is no standardized pattern of termination or reduction of ser-
vice provision from state to state, a fact that has led to incredible variations and
inconsistencies regarding kinds of disease and levels of family financial capacity that
will be covered, factors which change during the fiscal year as funds are either in
ample or scarce supply. Termination or reduction in services then is a fluctuating,
capricious activity exercised entirely at the state level.

Medical services represent a mix of models, functions, rationales, and processes,
and cannot be adequately described as a single, collective entity. Considering Medi-
caid, for instance, we see an example of a group of services that approximrtes our
Controllership model, where the prime function is the delegation of service delivery
to the states and localities but where most resources, policy/program control, and
innovative and stimulative functions derive from the Federal level. These functions
have been rationalized basically according 'co redistribution of resouorTs-welf-are
arguments. In policy or process terms, there is little evidence that detailed scientific
estimation was ever done to determine just how many handicapped individuals at
what cost would be eligible for services. Implementation has not been particularly
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successful because of coordination problems, inflexible eligibility categories, and
other conflicts at the local level of service delivery. It is nearly impossible to evaluate
the specific impact of Medicaid on handicapped children because relevant informa-
tion is collected according to welfare interests and not according to the medical
needs of the served population. There are even some questions about evaluating
Medicaid as a more general purpose program, an issue attested to by frequent U.S.
General Accounting Office probings of specific activities and by the demands that
resulted in constructing a new Medicaid Management Information System for the
program.

CURRENT MATERNAL AND CHILD HEALTH AND CRIPPLED
CHILDREN'S SERVICE PROGRAMS

Maternal and Child Health Service

Background. Amendments to the Social Security Act of 1935 authorized
grants to the states for maternal and child health and for health services to crippled
children. Demonstration projects were also enabled in the basic 1935 legislation.'
The rundamental concerns of the Maternal and Child Health Service are roughly
characterized as preventive health services, child health supervision, and the foster-
ing of good parent-child relations.

In 1965, amendments to the Social Security Act provided project grants to train
professionals in Crippled Cialren's Services and for so-called "Children and Youth
Projects"comprehensive health services for children in high-density, low-income
areas.

' The Child Health Act of 1967, once again amending the basic Social Security
Act, moved the MCHS further into preventive services (prenatal care, PKU, malnu-
trition, rubella, etc.), family planning, more comprehensive health services for pre-
schoolers, and identification programs. The total current program's services include
maternity, medical clinics, (public health) maternity nurses visitations, classes for
expectant parents, well-baby clinics, pediatric clinics, school health programs, den-
tal care for children and pregnant women, and immunizations against preventable
disease,. The Act also provides for special clinics for mentally retarded children.
These clinics, established by a number of states, provide for diagnostic, evaluation,
counseling, treatment, and follow-up services. In addition, a proportion of th,:t annu-
al budget is set aside for special projects in support of mentally retarded children.

Budget. The FY 1972 MCHS total budget of $238,714,000 is broken down in
Table 8.4. About 2.5 percent went for research and 6.3 percent was earmarked for
personnel training. Ninety percent of the funds were divided about equally between

' Title V, Section 501 of the Social Security Act funds the states to provide services for reducing infant
mortality and otherwise promoting the health of mothers and children. It also provides the following for
crippled children or those who are suffering from conditions leading to crippling: services for locating
such children, and for medical, surgical, correcti-7%, and other services, as well as care and aftercare and
facilities for diagnosis and hospitalization. A bta:;;c source document is U.S. Department of Health,
Education and Welfare, Maternal and Child Health Services of State and Local Health Departments,
MCHS Statistical Series No. 2, 1971 (hereafter referred to al MCHS Statistical Series No. 21.
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Table 8.4

MATERNAL AND CP.1'.P HEALTH SERVICE, FY 1972

Type of Service

Grants to states

BUDGET

Expenditures

Maternal and Child Health Services $ 59,250,000
Crippled Children's Services 62,272,000

Project grants
Maternity and infant care 43,428,000
Children and youth 47,400,000

Dental health of children 1,180,000
Training of service personnel 15,071,000
Research 6,035,000
Direct operational costs of MCHS 4,078,000

Total $233,714,000

SOURCE: U.S. Department of Health, Education and Welfare,
.fusti:Y.at1:ns of Appropriation Estimates for Committee on
Approprations--P:' 19?3, Vol. I, pp. 223-235.

state grants and project grants. The descriptions and comments in these subsections
apply to all of the MCHS programs exceptthe Crippled Children's Service state grant
program which is discussed separately.

Table 8.5 breaks down the MCHS grants by state. Determination of the in-
dividual state grant share is made according to a formula that takes into considera-
tion the number alive births, the state's per capita income, and the number of rural
live births. The total available for MCHS grants to all states was $59,250,000 appor-
tioned to the states according to the described formula. A total of $4,750,000 from
the MCHS grants was set aside for special projects for mentally retarded children.

Service Description. Maternal and Child Health Service activities have a
vast diversity of program objectives. To promulgatt a policy as broad as "reducing
infant mortality and otherwise pr..moting the health of mothers and children2 is
in the literal sense of the expression just like promoting "motherhood.' Problems
arise in trying to identify programs that are effective in realizing these vague policy
objectives. As a result, programs actually undertaken by individual states are nu-
merous, diverse, and generally so dilute the limited available resources that they
lose the potential leverage to mount a concerted effort on a manageable subset of
the mother and child health problems.

For instance, about 334,000 mothers received services under the Maternity
Medial Clinic program in 1971, but this Accounts for less than 9 percent of all live
births in the United States; expectant parent classes wore offered by most of the
states, but only 87,760 individuals attended them nationwide in 1970; general pedia-
tric clinics provided services to around 200,000 children in 1970, but this represents
only some 0.2 percent of the total population who might have benefited from these
services.'. Trying to make comparative programmatic-evaluations on a state-by-state
basis is a rather unproductive exercise given the number, kinds, and diversity of

2 MCHS Statistical Series No. 2, pp. 1-3, quote at p. 1.
3 Ibid.
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Table 8.5

ALLOCATIONS or GRANTS FOR MATERNAL AND CHILD HEWN SERVICES: ACTUAL
(FY 1971) AND ESTIMATED (FY 1973) AWARDS

State

Alabama
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
D.0
Florida
Georgia
Guam
Hawaii
Idaho
Illinois
Indiana
Iowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi
Missouri
Montana
Nebraska
Nevada
New Hampshire
New Jersey
New Mexico
New York
North Carolina
North Dakota
Ohio .
Oklahoma
Oregon
Pennsylvania
Puerto Rico
Rhode Island
South Carolina
South Dakota
Tennessee
Texas
Utah
Vermont
Virgin Islands
Virginia
Washington
West Virginia
Wisconsin
Wyoming

Total distribution by tormulsa

Special projects for mentally
retarded children

Other special projects

Total

1971
Actual

1973
Estimate

$ 1,247,908 $ 1,273,000
195,461 187,900
425.974 434.100
673,478

2,834,834
494,248
475,448
201,995
247,008

1,604,726
1,654,810
158,028
245,422
234,870

1,668,815
1,089,353
680,398
483,732

1,133,396
1,361,208

356,076
1,098,384
838,403

1,926,890
905,063

1,085,847
1,020,062

222,453
346,591
200,211
262,881

1,046,999
340,026

2,649,381
1,908,325

216,561
2,201,112
602,965
536,415

2,522,102
1,638,916

273,072
1,142,005

182,917
1,236,805
2,577,513
435,724
230,921
157,002

1,371,581
791,559
761,498

1,004,099
204,043

49,405,514

4,749,325

5,033,872

$59,188,711

712,400
2,917,600
490,100
5050.00
213,300
251,100

1,650,400
1,654,500

158,700
248,200
246,200

1,728,700
1,323,700
730,600
500,300

1,173,700
1,374,100

342,800
1-084,900
848,100

1,967,000
934,900

1,077,700
1,107,700

229,200
360,700
204,600
232,500

1,106,900
338,600

2,650,400
1,922,500

218,800
2,358,700
625,400
554,900

2,617,900
1,694,800

253,700
1,153,530
229,400

1,245,800
2,604,700

423,300
19/,000
157,500

1,350,100
836,700
649,600

1,037,400
183,000

50,574,500

4,750,000

5,453,500

$60,778,000

SOURCE: U.S. Department of Health. Education and Welfare. Justifications
of Appropriation getimatee for Committee on Appropriations --PY 1073, Vol. I.
pp. 276-277.

8(1) One-half of the amount appropriated for ea:P. year is apportioned
among states on the basis of uniform grant of $70,000 and an addi-
tional grant in proportion to the number of live births in the
Amman awarded must be matched dollar for dollar.

(2) 21:4 remaining half, after being reduced by the amounts reserved for
the two categories of special 'rojects, is apportioned by formula.
Each state receives an amount Which varies directly with the number
'of urban and rural births in the state and inversely with etats per
capita income. No state receives less then $70,000 sail rural live
births are given twice the weight of urban births.

(3) The 1973 figures represent tentative apportionnsnt of the amount
requested.
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programs supported under MCHS and the poor information that is collected at the
Federal level to account for these activities.

Let us consider some of the larger classes of MCHS services in more detail.
Support, in whole or part, is given to more than 150 mental retardation clinics

to provide diagnosis, evaluation, and the development of a treatment and manage-
ment plan for the individual child. in addition, 15 special clinics have been estab-
lished for multiply handicapped children. While these clinics apparently are meet-
ing some individual needs within that population, it is questionable whether these
efforts are sufficient to the task. For example, it is estimated that there are roughly
2.5 million children under age 20 who are mentally retarded; however, the mental
retardation clinics, a limited program, at best serviced only 57,000 children in 1971,
and these services were mostly limited to diagnosis and counseling.'

Screening for the prevention of mental retardation because of phenylketonuria
(PKU) has been a most successful MCHS undertaking. The tests are simple, inexpen-
sive, and in 1971 were administered to more than nine out of ten newborn children
in the United States. It is estimated that this preventive program has discovered one
PKU baby in every 16,000 live births, and discovery is the important first step in
preventing PKU caused retardation.

The children and youth project grants reached an estimated 400,000 children
through 59 projects in 1971.6

Millions of children received basic immunizations under MCHS supported pro-
grams in FY 1971: smallpox, 1,087,000; pertussis, 1,633,000; tetanus, 2,137,000;
polio, 2,204,000; measles, 1,257,000; and rubella, 3,783,000.6

Nutritional personnel are supported with MCHS funds and, working through
well-baby clinics, pediatric clinics, group practices, and school health programs, over
500 of these specialists have helped reduce the prevalence of malnutrition in rural
and economically disadvantaged areas. In this case, as contrasted with PKU screen-
ing, the relationship between services provided and actual results in preventing
handicapping conditions is not clear-cut or easily measured. We must also wonder
about the relative impact possible from the efforts of 500 people, given the size of
the rural and economically disadvantaged populations in this country.

Other services provided under MCHS sponsorship are noted in Table 8.6. Of
specific interest are the screening programs for visual and hearing defects. Such
services are provided with MCHS assistance. In FY 1971, screening programs con-
ducted under the C&Y program found some 14,404 children with visual defects and
5800 children with hearing deficiencies.' Information on rates of referral and fddow-
up services for youth identified by this program is not generally available. Follow-up
activities typically are weaker than those activities designed to identify handicap-
ping conditions.

MCHS and CCS programs together provide for the training and use of paid

The problems of estimating the numbers of mentally retarded youth are discussed at length in Sec.
10. Information on the mental retardation clinics is from U.S. Department, of Health, Education and
Welfare, Justifications of Appropriation Estimates for Committee on AppropriationsFY 1973, V ol. I, p.
224 (hereafter referred to as Justifications of Appropriation Estimates).

' Secretary's Committee on Mental Retardation, Mental Retardation Activities, U.S. Department of
Health, Education and Welfare, Jalluary 1971.

o The MCHS Statistical Series 2. and U.S. Department of Health, Education and Welfare, Children
Who Received Physician's Servicer.finder the Crippled Children's Program, MCHS Statistical Series No.
3, 1970.

' Justifications of Appropriation Estimates, p. 230.
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Table 8.6

EXAMPLES OF SERVICES PROVIDED WITH MCHS SUPPORT, 1971 AND 1973

Service
1971

Provisional
. 1973
Estimate

Mothers receiving prenatal and
postpartum care in maternity
clinics 334,000 400,000

Women receiving family planning
services 752,000 752,000

Public health nursing visits to
Mothers 566,000 566,000
Children 3,290,000 3,290,000

Children attending well child
clinics 1,500,000 1,500,000

Children receiving screening tests for
Vision 8,977,000 10,000,000
Hearing 5,677,000 6,250,000

SOURCE: U.S. Department of Health, Education and Welfare, Justifi-
cations of Appropriation Estimates for Committee on Appropriations- -
FY 1973, Vol. 1, p. 225; for more detailed breakdowns, see also U.S.
Department of Health, Education and Welfare, Maternal and Child Health
Services of State and Local Health Departments, MCHS Statistical Series
No. 2, 1971.

subprofessional staffs who concentrate their efforts particularly on low income
groups. In 1971, more than 660 health-related subprofessional personnel were so
trained, and this program is intended to increase for the next several years by about
15 percent annually.

MCHS also participates a little in foreign programs. Personnel exchanges, pub-
lications, seminars, and conferences are organized and administered by various
MCHS subagencies. P.L. 480 money is also used for cooperative mental retardation
studies in a number of countries where the primary emphasis is placed on preven-
tion and identification. Most MCHS funds are not expended on handicapped youth,
but rather on ways that may promote health and prevent physical or mental hand-
icaps. The funds expended directly for the handicapped in FY 1971 amount to
approximately one-third of the total and are primarily for the Crippled Children's
Service grants ($58,598,000) and for the vision and hearing screening programs and
clinics servicing the mentally retarded (a minimum of $25,000,000). Earlier in this
section we identified 81,000 handicapped recipients of MCHS services exclusive of
CCS recipients. We have seen no reliable data to estimate the total number of
handicaps prevented by the 'MCHS program.

Comments on the System. Evaluation of date operations under the formula
grants segment of MCHS is decentralized to the HEW regional level and is loosely
coordinated by MCHS in Washington. This has resulted in much variation between
the states, which, under law, are entitled to formulate and implement their own
programs. The kinds and extent of this interstate variation were only roughly
known by those interviewed at the MCHS in Washington, D.C.; e.g., Montana was
cited as "interesting" because of its vigorous Indian Health Services program, Ala-
bama was said to have only slightly developed programs for speech and hearing
impaired children, and Mississippi and South Dakota were "thought to be weak in
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MCHS programs." When the issue of quality of services was pursued in the inter-
views, it was evident that lacking clear performance criteria and lacking basic
information for making assessments, the issue of determining overall program qual-
ity is a rather academic oneexcept where state officials take the initiative in
collecting evaluation data.

We investigated the extent of MCHS' current evaluation efforts, or more cor-
rectly its research budget for these matters. In the Grants Management Office of the
Division of Research, MCHS, we found that some $8 million total is devoted to these
activities and that much of the work is vested in one large, ongoing MCHS project
under the direction of Professor Weckworth at the UniTersity of Minnesota and in
a subcontract for data processing and analysis (principally for the reasonably -good
Crippled Children's state data) at George Washington University under the direc-
tion of Margaret Pratt. The latter analysis and data are discussed at the end of this
section. One interviewee indicated MCHS "does no in-house evaluations of its own
activities" because of budget and staff constraints.9

With the exception of the Crippled Children's Service, the present state of the
MCHS system may strongly indicate what might happen if our pure Model III,
Special Revenue Sharing, Plus, is adopted for programs without maintaining or
providing incentives to insure that the Plus, or evaluation component, is well and
thoroughly done.

Crippled Children's Service Grant Program

Background The Social Security Act of 1935 also provided for Federal aid to
State Crippled Children's Services. Grants-in-aid are given to extend and improve
services to crippled children and to those suffering from conditions that lead to
crippling. The emphasis is on service to rural and economically depressed areas.
Such services are provided as locating crippled children, providing medical, surgical,
corrective, and other assistance for diagnosis, hospitalization, and post-hospitaliza-
tion care. Special demonstration projects are also provided, as is a special continger.-
cy fund for mentally retarded programs.

The state share is determined according to a formula that takes into account
the number of children under 21, the financial needs of the state (as determined by
its per capita income), and the relative number of rural children in the state. States
are required to match, on a dollar-for-dollar basis, one-hdf of the Federal funds; but
the other half, including funds for "special projects," is exempted from the matching
requirement.' °

Beginning in 1963, CCS began to open up to a wider range of disabilities by
relaxing definitions and including additional services in the coverage. The prograin
is now nerving many types of handicapped children, not just the crippled. CCS funds

9 Interviews with Program S"rvicea Branch Staff; MCHS, March 13, 1972. These judgments are meant
to bet ..--itative and illustrativr. . their absolute validity is, of course, open to additional investigation and
debate.

Interviews, Grants Management, Division of Research, MCHS, March 13, 1972. Separate evalua-
tions of the M&I and C&Y programs are produced on oo..ssion,. Our mEjor concerns are (1) the slight
evaluation of formula grant programs, and (2) the few dollars available for general MCHS evaluations.

" For additional details, see U.S. Department of Health, Education and Welfare, Health Services for
Mothere and Children Under Title V, Social Security Act, MCHS/P1113/DHEW; and Public Health Ser-
vice, Services for Crippled Children, PHS Publication No. 2137.
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have never been lavish, but the prcg-ram has many excellent features, not the least
of which is a fairly thorough reporting systemwhich we draw from in some detail
in the succeeding pages.

According to state officials interviewed in a variety of different types of agen-
cies, the Crippled Children's Services represent a particularly bright spot in services
to handicapped children generally. We asked ourselves and those involved in admin-
istering the program what it was about CCS that made it appear to be relatively
successful. The answers suggested were as follows:"

Medical and other health specialists are used routinely for consultation.
Medical and health specialists are used for patient care, and the physician-
patient relationship is enhanced.
High standards tend to be maintained through periodic evaluation by peer
groups of individual physicians and of the institutions delivering the service)
and by advisory committees who consider the highest level policies for the
program at the state level.
The program is tailored by each state, is in touch with local needs, and responds
flexibly to those needs.
The program has evolved and is sensitive to changes in the character of the
recipient population.
The-"nonpolitical" nature of the program means that it is neither subject to
election year vicissitudes nor to general distaste shown by many physicians for
welfare-based and oriented care, e.g., Title XIX medical care.
There is a minimum of administrative overhead, and a maximum of acceptance
by the medical community as one of its "own" programs.
Monitoring and evaluation in terms of requirements for a minimum of compre-
hensive operational data collection are evident (but not well utilized generally
in terms of rigorous analyses and evaluation follow-through.)

The concept of "medical care" has been interpreted in the broadest possible
sense, as the CCS program has evolved since 1935, to the point where the programs
may include nearly all categories of long-term or chronic illness as well as most
services that reasonably might he zxpected to improve the individual's health condi.-
tion.

According to one recent assessment," the use of medical advisory committees
is one keystone feature of the CCS program, and most CCS directors used this
method to guide the planning and administration of their program. Additionally,
planning for the total needs of the individual handicapped child is a hallmark
function of the CCS program.' 3

" These generalizations were gleaned from direct interviews in five states and from a carefill search
through the Rand survey questionnaire responses. Specific mferencee supporting many of these points
are H. W. Porterfield, "A Physician Looks at the Crippled .'.,Itildren's Program," Ohio's Health, Vol. 23,
No. 3, March 1971, pp. 21-24; and H. W. Wallace, R. Cohen, and R. Siffert, "Advi-;.ry Committees and
Consultants in Programs for Crippled Children," Public Health Report, Vol. 83, August 1968, pp. 652-668.

" H. W. Wallace et al., ibid.
'3 In cur interviews with Cal officials m Illinois and California, we learned, for example, that private

/Bider s in all states often use the CCS planning function on behalf of patients and their families who
receive no other assistance from the government; that is, the planning and diagnosis functions or services
are important and used even by the who in all other respects are able to provide for their children's
needs.
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Number and Character of the CCS Population. Table 8.7 shows the num
ber and rate of children receiving physician services the most preva/ent service
provided under CCS) for 1950,1960, and 1970. As compared with the estimated total
number of handicapped children in the United States over 9 million in 1971the
half-million served yearly is not a particularly large proportion; however, the pro-
gram has shown consistent growth over the years.

Table 8.7

NUMBER AND RATE Oi CHILDREN RECEIVING PHYSICIAN SERVICES:
1950, 1960, 1070

Year

1950
1960
1970

Number of
Children
Served

214,405
354,883
491,855

Rate
per ltirA,

Populationa

4.0
4.9
6.1

SOURCE: U.S. Department of Paltih, Education and Wel-
fare, Children Who Received Physician's Services Under the
Crippled Children's Program, FY 1970, MCHS Statistical
Series No. 3, December 1971, p. 7.

*Number served per 1000 population under 21 years of age.

Data cm the number served are reported in Table 8.8 by age, sex, and race. Note
that this program is reaching significant numbers of children under age 5, unlike
most other programs for handicapped youth. At a maximum of 75 percent, the
relatively low proportion of whites (as compared with their numbers in the general
population) indicates that a CCS program objective to reach the economically disad-
vantapd may in fact be partly realized

The CCS population receiving physician services is then presented in Table 8.9
according to the state and region where the services are actually provided and
according °-.7, the children's age cohort. To provide some perspective on the full range
of services available under CCS auspices, numbers of children receiving a variety
of services are detailed in Table 8.10. From the projections of anticipated future
caseload, it is evident that the CCS program is not growing in terms of the number
of children served; increased expenditures are largely accounted for in terms of
inflationary pressures.

The number cf children receiving physician services under CCS has more than
doubled in the last two decades from a 1950 level of 214,405 to a 1970 level of 491,855.
The total Federal share of this program has increased in the 1960-1972 period from
about $19.5 million to $62.272 million. The amount of the state contribution to
match Federal funds is $31.136 million. Figure 8.1 shows the relative contributions
to CCS from states and localities and the Federal sources over the period.

Variation in Services Provided Based on Age Cohorts. We are concerned
with the equity of service provision based on the age cohort of t1.2 handicapped child.
To illuminate what appears to be considerable variation both within regions and
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Table 8.8

AGE, SEX, AND RACE OF CHILDREN RECEIVING PHYSICIAN
SERVICES, 1970

Number Percent
Characteristic 1970a 1970a

Age 491,855 100.0
<1 18,937 3.8
1-4 126,461 25.7
5-9 148,125 30.1

10-14 112,595 22.9
15-17 51,220 10.4
18-20 32,153 6.5
Unknown 2,364 0.6

Sex 491,855 100.0
Male 267,509 54.4
Female 224,003 45.5
Unreported 343 0.1

Race 491,855 100.0
White 328,537 66.8
All others 117,990 24.0
Unreported 45,328 9.2

SOURCE: U.S. Department of Health, Education and Welfare,
Children Why: Recei,,e4 Physician's :services Under the Crippled
Children's Program, FY 1970, MCHS Statistical Series No. 3,
December 1971, p. 9.

a
California estimated.

between states regarding the number of children served in various age categories,
let us look more carefully at Table 8.9.

Even the most cursory inspection shows variation on a state-by-state basis in
the number of those served children within the various cohorts who are receiving
physician services. For example, on a percentage basis, New Jersey is serving four
times as many children under the age of one than the national average (15.2 percent
of the number served versus a national average of 3.8 percent); all of Region 2, of
which New Jersey is a part, is picking up nearly' twice the national average. On the
other hand, Colorado (0.4 percent), Alaska (0.6 percent), Michigan (0.7 percent), and
Guam (0.7 percent) are all well below the national average and as much as 380
percent lower than New Jersey. Is it that children in these four jurisdictions, aged
one and less, are suffering from fewer handicapping conditions? Perhaps, but a far
more satisfying explanation is that New Jersey, Oklahoma (1.0.8 percent), and sever-
al other states are simply working harder to find and serve children in this cohort
than are most other states.

Let us repeat the exercise for the other end of the age spectrumthe 18-21
cohort. Nationally, this group represents 6.5 percent of the total recipient popula-
tion; however, in Kentucky (12.5 percent) it is nearly twice the national average and
in Wisconsin (2 31 percent) it is less than half. We do not know why this potentially
inequitable drerence exists, but it does. A systematic evaluation of the CCS pro-
gram, the kind of evaluation that generally does not occur at the Federal level,
would strive to pin down the exact reasons for the variations and, if indicated, would
make remedial recommendations based on those explanations.
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Table 8.9

AGE CATEGORIES OF CHILDREN RECEIVING PHYSICIAN SERVICES UNDER THE CCS PROGRAM: BY REGIONS AND STATES - -1970

Jurisdiction

Number/Percent in Age Category

Totala <1 1-4 5-9 10-14 15-17' 18-21

United States 491,855/100% 18,937/3.8% 126,461/25.7% 148,125/30.1% 112,595/22.9% 51,220/10.4% 32,153/6.5%

Region 1 17,990 554/3.0 4,168/23.1 5,552/30.8 4,161/23.1 1,932/10.7 1,351/7.5
Connecticut 3,030 4.0 24.7 29.7 25.0 9.8 5.4
Maine 4,121 2.4 24.2 33.9 19.4 7.2 7.2

Massachusetts 5,156 2.4 19.1 27.6 25.0 14.6 11.4
New Hampshire 1,378 4.4 25.0 33.2 22.9 11.2 3.2
Rhode Island 1,502 4.2 21.4 31.9 23.3 11.3 7.5
Vermont 2,803 2.8 27.4 31.9 23.0 9.1 5.0

Region 2 75,013 5,327/7.1 26,083/34.7 21,059/28.0 14,026/18.7 5,594/7.4 2,818/3.7

New Jersey 7,503 15.2 29.4 27.0 18.4 6.8 2.9

New York 44,458 6.8 35.8 28.0 17.3 7.6 4.2
Puerto Rico 18,858 4.8 37.3 28.3 19.9 6.3 2.8

Virgin Islands 4,167 4.8 21.1 29.2 27.9 12.5 4.4

Region 3 83,762 2,044/2.4 19,795/23.6 27,269/32.5 20,857/24.9 8,879/10.6 4,374/5.2
Delaware 5,225 4.0 28.3 29.4 22.2 9.0 4.0
D.C. 7,759 1.2 24.7 30.2 25.7 12.0 5.9

Maryland 18,229 2.4 20.0 34.5 28.3 10.1 4.3

Pennsylvania 26,330 3.3 24.0 35.8 23.8 9.6 3.3

Virginia 17,789 0.9 26.3 29.4 24.2 11.8 7.2

West. Virginia 8,430 3.1 20.7 28.6 23.4 11.9 8.8

Region 4 91,024 3,426/3.8 21,871/24.0 25,296/27.8 20,844/22.9 10,812/11.9 8,361/9.2

Alabama 9,951 2.6 22.9 27.5 25.3 13.0 8.5

Florida 13,670 3.6 21.5 30.4 23.1 9.3

Georgia 13,230 2.9 18.1 28.1 25.4 13.2 9.3

Kentucky 10,673 5.6 19.9 29.3 19.9 12.7 12.5

Mississippi 5,240 1.9 26.8 26.8 22.4 11.1 10.3

North Carolina 19,075 5.3 32.7 24.8 19.4 10.2 7.4

South Carolina 6,231 2.9 23.4 26.0 24.8 13.0 8.9

Tennessee 12,954 2.9 23.3 28.7 25.2 10.8 8.8

Region 5 62,300 1,783/2.9 15,245/24.5 20,440/32.8 14,443/23.1 6,138/9.8 3,762/6.0

Illinois 12,530 3.2 24.6 31.7 24.1 10.3 6.1

Indiana 7,898 1.7 22.8 30.6 24.0 11.1 9.7

Michigan 16,850 0.7 28.4 31.6 22.3 10.4 6.6

Minnesota 10,774 5.6 21.7 31.5 23.8 8.9 4.4

Ohio 8,772 4.7 25.9 31.8 21.6 9.7 5.5

Wisconsin 5,476 2.0 17.3 46.6 23.7 7.3 2.9

Region 6 35,959 1,401/3.9 8,688/24.2 9,738/27.1 7,883/21.9 4,399/12.2 3,699/10.3

Arkansas 5,176 3.3 28.2 26.9 21.8 12.1 7.6

Louisiana 10,114 2.3 29.1 27.9 21.7 11.1 7.7

New Mexico 3,778 1.5 21.1 30.0 23.2 10.9 9.7

Oklahoma 4,012 10.8 18.4 18.2 17.7 15.7 19.1

Texas 12,879 3.9 21.4 28.3 '23.1 12.5 10.8

Region 7 26,416 972/3.7 6,746/25.5 8,327/31.' 5,812/22.0 2,741/10.4 1,588/6.0

Iowa 10,220 . 4.2 22.3 34.3 23.3 10.4 4.4

Kansas 4,887 3.5 29.6 28.2 21.4 9.4 7.9

Missouri 7,404 3.9 28.9 31.1 20.9 9.5 5.0

Nebraska 3,905 2.2 22.6 29.0 21.5 13.3 9.6

Region. 8 12,970 352/2.7 2,933/22.6 4,075/31.4 3,282/25.3 1,449/11.1 805/6.2

Colorado 3,924 0.4 16.8 33.0 29.3 12.6 6.5

Montana 1,276 5.2 31.7 28.1 19.9 10.2 4.8

North Dakota 1,121 2.5 23.8 25.7 24.6 15.5 7.8

South Dakota 2,484' 5.4 28.7 32.4 21.1 7.5 4.9

Utah 2,706 1.4 19.0 32.3 27.0 11.9 7.3

Wyoming 1,459 4.8 24.9 31.1 23.8 9.7 5.5

Region 9 71,978 2,574/3.6 17,466/24.3 21,871/30.4 17,671/24.8 7,674/10.7 4,578/6.4

Arizona 7,381 6.8 30.6 31.7 21.6 6.0 3.0

California 58,191 3.4 23.6 29.7 25.2 11.2 6.7

Hawaii 2,886 1.2 23.4 36.3 20.8 10.8 7.4

Nevada 1,642 1.3 35.8 31.0 18.1 9.3 4.0

Guam 1,878 0.7 12.7 35.6 34.5 11.9 4.4

Region 10 14,443 504/3.5 3,476/24.1 4,498/31.1 3,500/24.2 1,602/11.1 817/5.6

Alaska 2,770 0.6 18.4 30.6 31.2 12.9 5.1

Idaho 1,664 5.4 21.4 28.9 23.3 12.3 8.5

Oregon 5,508 4.8 26.9 28.5 22.4 11.3 6.0

Washington 4,501. 2.8 25.1 35.5 22.5 9.2 4.4

SOURCE: U.S. Department of Health, Education and Welfare, Children Who Received Physician's Services Under
the Crippled Children's Program, FY 1970, NCNS Statistical Series No. 3, December 1971, 'p. 14.

aTotals do not add to 100% because "unknown age" category has been omittld.
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Table 8.10

EXAMPLE SERVICES PROVIDED TO CHILDREN THROUGH CCS SUPPORT,
1971 AND 1973

Type of Service
1971 ,

Provisional
1973

Estimate

Receiving physician services 485,000 500,000
Receiving hospital inpatient care 82,000 82,005
With multiple handicaps 90,000 90,000
With congenital heart disease 33,000 33,000

SOURCE: U.S. Department of Health, Education and Welfare, Justi-
fications of Appropriation Estimates for Committee on Appropriations- -
FY 1973, Vol. 1, p. 226.

Total (Federal, State and Local )

Federal

0 1 i I I , I I t i i I I t I I

1957 58 59 60 61 62 63 64 65 66 67 68 69 70 71 72

Year

Fig. 8.1Growth in expenditures for crippled children's services

SOURCE: James W. Moss, Background Paper on Special Programs for Handicapped Children and
Youth for the 1970 White House Conference on Children and Youth, U.S. Department of Health, Educa-

tion and Welfare, Office of Education, BEH, December 1970; and U.S. Department of Health. Education
and Welfare, Justification for Appropriation Estimates for Committee on Appropriations.

Let us consider the distribution of those served for various states for all age
cohorts. When the question is asked: "Which states differ significantly from the
national pattern?" we find Oklahoma deviating in all age cohorts. It is serving more
of those aged one and below and aged 15 to 21, but less of those aged 4 to 14. Does
this distribution pattern reflect a better or worse recognition of needs and provision
of services (based on age considerations) than the national average or than some
other state whose distributional characteristics are considerably different? Again,
we do not know the exact answer, but we do know that what Oklahoma is doing for
its handicapped children differs significantly from what the rest of the nation and
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most other states are doing, based solely on the age of its clients. A routine investiga-
tion should be able to assess whether this difference is beneficial, whether or not
other states should be informed about it and encouraged to conform to it, or whether
Oklahoma should be encouraged to adopt more conventional practices in selecting
its CCS population. One expects minor variations in the patterns from state to state,
but these cited are far from minor and suggest strongly that important and vastly.
different operational rules are in force.

Variations are less distinct regionally; although, here too, we can easily see that
Region 2 is over-represented for the cohorts aged 4 and below and under-represented
for all the rest. Why?

Handicapping Conditions. As shown in Table 8.11, three general classes of
disease account for about 70 percent of all reported conditions in the current CCS
caseload. The total number of reported conditions (613,023) exceeds the total num-
ber of children served (491,855) by an amount roughly approximating the number
of multiply handicapped children in the CCS population. It is a rough approximation
because we do not know how many children have more than one handicapping
condition, more than two, and so on.

Table 8.11

NUMBER OF CONDITIONS IN CHILDREN SERVED BY DIAGNOSTIC CLASS, 1970

International Classification of Disease

Infective and parasitic diseases
Neoplasms
Allergic, endocrine system, metabolic and
nutritional diseases

Diseases of blood and blood-forming organs
Mental, psychoneurotic and personality disorders
Diseases of nervous system and sense organs
Diseases of the circulatory system
Diseases of the respiratory system
Diseases of the digestive system
Diseases of the Benito- urinary system
Deliveries and complications of pregnancy,
childbirth, and puerperium

Diseases of the skin and cellular tissue.
Diseases of the bones and organs of movement
Congenital malformations
Certain diseases of early infancy
Symptoms, senility, and ill-defined conditions
Accidents, poisonings, and violence
Provisional or deferred diagnosis
Examination made, no abnormality reported

'Totals

Number
Percent
of Total

12,016 1.9

8,265 1.3

6,649 1.0

2,399 0.3
28,013 4.5

148,413 24.2
13,099 2.1

6,083 0.9
20,025 3.2

4,474 0.7

405 0.0
2,952 0.4

154,854 25.2
125,510 20.4

5,238 0.8
11,373 1.8

21,015 3.4
12,207 1.9
30,033 4.8

613,023 100.0

SOURCE: U.S. Department of Health, Education and Welfare, Children
Who Received Physician's Services Under the Crippled Children's Pro-
gram, FY 1970, MCHS Statistical Series No. 3, December 1971, p. 18.

aExcludes information for the state of Maine.
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The three largest disease classes (diseases of the musculoskeletal system, dis-
eases of the nervous system and sense organs, and congenital malformations) are
detailed more specifically in Table 8.12, and in each of the three categories one
specific disorder accounts for roughly one-fourth of the total number of conditions
reported: for bones, it is flat foot (4.6 percent); for the nervous system, it is cerebral
palsy (6.5 percent); and for congenital conditions, it is malformations of the heart
(5.3 percent). We observe some 20.9 percent of all the conditions reported are due
to flat foot, tibial torsion (another high-ranking bone condition at 4.5 percent),
Cerebral palsy, and congenital malformations of the heart. This only tells a portion
of the story, however; there are literally hundreds of specific disorders covered under
the CCS program, even though the relative frequency of many of these is quite small.
The Crippled Children's Service has evolved over a lengthy period to become per-
haps the most general-purpose medical program extant for handicapped children.

Handicapping Conditions: Variations Among the States. We explored
state-by-state variations in the percentages for each major disease condition report-
ed. Table 8.13 shows the average percentage of clients with a particular condition
in the United States, and the maximum percentage reported in any state. Note the
radical difference in the average and maximum percentages in Table 8.13. We
looked at the data in yet another way to begin sketching out individual portraits of
state programs. Using the national averages for each disease class, we noted max-
imum positive and negative deviations from the national "norm" as they occurred
in each state. (Table 8.14.) Based on this exercise, we make the following observa-
tions: great variations occur across states, all under the umbrella of Crippled Chil-
dren's Services; and, given the relatively fixed levels of fundii;g in real dollar terms
over-the last five years, operational choices are being made at the state level to
exclude or favor certain disease classes, but we have little or no information about
what is happening to the "unfavored" who are denied services in the process.

Calculations made in Table 8.15 provide an example of "early warning" and
"attention directing" kinds of assessments that are focused on one appropriate level
of detail for Federal consideration. Granted, they are coarse, even qualitative,
evaluations based on the crudest of data; however, they do demonstrate one appro-
priate procedure to begin measuring inequitable or inconsistent performance. One
might do the following, for example:

Establish a national reference or standard and then calculate deviations from
it (assume at first approximation homogeneity of distributions of disease or
handicapping conditions throughout the country).
Next, routinely conduct a survey of the handicapped population to develop
weighting factors to account for unique and/or persistent differences on an
interstate basis.
Systematically carry out follow-on assessments to provide information that in
turn could be used to improve the equity and consistency of service delivery.

We next considered recent trends for the three most pre..ralent disease classes
in the CCS caseload by tallying both relative frequency and percentage distributions
for them for 1968, 1969, and 1970. As shown in Table 8.16, the relati;-3 percentage
distribution among these classes has remained essentially unchanged in these years;
however, note that the absolute counts took an impressively large upward jump of
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Table 8.12

NUMBER AND PERCENT OF CONDITIONS REPORTED, 1970

Type of Condition

IPercent
Number of Total

nisenses ofthe Bones and Organs of Movement

Rheumatoid arthritis and allied conditions
Osteomyelitis and periostitis
Legg- (calve) - Perches (disease)
Slipped femoral epiphysis, nor,traumatic
All other osteochondrosis
Craniostenosis
Certain other diseases of the bones and organs of movement
All other diseases of the bone and joint
Prcgressive muscular dystrophy
Curvature of the spine
Flat foot
Hallux valgus anal varus
Metatarsus Varus
Clubfoot
Tibial torsion
Genu valgum and genu varum
All other diseases of the musculoskeletal system

Totals

Diseases of the Nervous System and Sense Organs

Vascular lesions affecting central nervous sys,em
Late effects of Intracranial abcess or pyogenic infection
Multiple sclerosis
Cerebral palsy
Epilepsy
All other diseases of the nervous system
Refractive errors
Strabismus
Blindness
All other diseases of the eye
Otitis media without mention of mastoiditis
Mostoiditia with or without mention of otitis media
Conductive hearing impairment
Sensory-neural hearing impairment
Other central nervous system condition resulting in hearing impairment
All other hearing im.Tairments
All other diseases of the ear and mastoid process

Totals

Congenital Malformations

Spina bifida and meningocele
Congenital hydrocephalus
Congenital cataract
Congenital ptosis of lid (eye)
Congenital malformations of the ear
Congenital malformations of the, heart
Congenital malformations of great vessels
All other congenital malformations of circulatory system
Cleft palate (including submucoaal) only
Cleft lip only
Both cleft palate (including submucosal) and cleft lip
Congenital hypertrophic pyloric stenosis
Imperforate anus
Congenital deformity of intestine (any part)
Congenital absence or atresia of bile duct (any)
Tracheo-esophageal fistula
All other congenital malformations of the digestive system
Undescended testicle
Epispadias and hypospadias
All other congenital malformations of the genito- urinary system
Congenital dislocation of hip
Chondrodystrophy
Osteogenesia imperfecta
Congenital limb deficiencies
All other congenital malformations of bone and joint
Webbed fingers and/or toes
All other congenital malformations

Totals

1,831 0.2
1,557 0.2
3,702 0.6
1,262 0.2
2,580 0.4
425 0.0

3,145 0.5

3,914 0.6
1,522 0.2

12,525 2.0

28,513 4.6

1,821 0.2
13,868 2.2

20,953 3.4

28,067 4.5
13,679 2.2

15,490 2.5

154,854 25.2

412 0.0
1,395 0.7

40 0.0
40,420 6.5.

17,666 2.8

5,323 0.8
8,519 1.3

15,903 1,5
601 0.0

5,147 0.8
17,139 2.7

1,055 0.1
11,003 1.7
12,833 2.0

791 0.1
6,835 1.1
3,331 0.5

148,413 24.2

7,968 1.2
5,057 0.8
1,425 0.2
677 0.1

1,698 0.2
32,683 5.3
4,679 0.7
2,554 0.4
6,742 1.0
2,932 0.4

13,307 2.1
206 0.0
742 0.1
349 0.0
59 0.0

326 0.0
1,151 0.1
706 0.1

1,311 0.2
2,829 0.4

9,628 1.5

814 0.1
622 0.1

3,032 0.4
10,227 1.6

1,758 0.2

12,028 1.9

125,510 20.4

SOURCE: U.S. Department of Health, Education and Welfare, Children Who Received Physician's
Services Under the Crippled Children's Program, FY 1970, MCHS Statistical Series No. 3, December
1971, pp. 18-19.

aExcludes information for the state of Maine.
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Table 8.13

MAXIMUM REPORTED RATES FOR DISEASE CLASSES/TOTAL CONDITIONS
REPORTED IN 1970

Disease Class/Condition
Number

Reported

Percent
National
Average

Maximum Percent in
Disease Class/Con-
dition in Any State

Diseases of nervous system and sense organs 148,413 24.2 39.6 Wisconsin
Congenital malformations 125,510 20.4 39.8 Connecticut,

Idaho
Diseases of bones and organs of movement 154,854 25.2 52.1 Vermont
Accidents, poison, violence 21,015 3.4 9.3 Texas
Certain diseases of early infancy 5,238 0.8 5.3 Oklahoma
Mental, psychoneurotic and personality
disorders 28,013 4.5 21.3 Iowa

Diseases of the digestive system 20,025 3.2 20.7 Oklahoma
Diseases of the circulatory system 13,099 2.1 15.6 Rhode Island
Diseases of the respiratory system 6,083 0.9 11.3 Oklahoma
Neoplasms 8,265 1.3 2.5 Texas
Infective and parasitic diseases 12,016 1.9 9.6 Texas
Allergic, endocrine, metabolic and
nutritional diseases 6,649 1.0 3.6 Indiana

Diseases of blood and blood-forming organs 2,399 0.3 1.2 New York
Genito-urinary 4,474 0.7 3.1 Rhode Island
Skin and cells 2,952 0.4 1.2 Oklahoma
Examinations 54,018 8.8 35.3 Utah

Total 613,023 100.0

SOURCE: Recomputed from U.S. Department of Health Education and Welfare,
Children Who Received Physician's Services Under the Crippled Children's Pro-
gram, FY 1970, MCHS Statistical Series No. 3, December 1971.

16 percent in 1970. The data collection system in 1969 (therefore the 1970 report)
was standardized and made machine-processible. Rather than approximating the
load, as had been the case until then, the states were required to make an accurate
count.

Regional differences in rates reported and served are illustrated in Table 8.17
for the top three disease classes. As compared with the national average, we see that
for diseases of the nervous system, Regions 1 and 7 are considerably lower (15.6
percent of those served vervas a United States average of 24.2 percent) and Region
3 (31.0 percent) is considerably higher. What begins to explain interregional differ-
ences as large as this? For diseases of the bones and organs of movement, Regiori
2 at 36.1 percent of its load surpasses the national average of 25.2 percent and nearly
triples Region 9's 11.2 percent contribution. The same striking range exists for
congenital malformations: Region 2 reports and serves some 15.1 percent, while
nationally this value is 20.4 percent, and in Region 7 it is 27.5 percent.

For a program with national funding and nationally stated objectives, many
people would expect consistent and equitable provision of services. These interre-
gional comparisons and the interstate comparisons made earlier, however, strongly
indicate that both considerable inequities and inconsistencies do exist, including no
service going to certain types of handicapped youth in some states. To determine
specifically why these differences should be so marked would require more detailed
inquiries than those we were asked to accomplish in this research. More important-
ly, it would require some institutional mechanism at the national level to insure that
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Table 8.14

CCS PROGRAMS: STATE CHARACTERISTICS DEVIATING SIGNIFICANTLY FROM NATIONAL PROFILE, 1970

Region/
State Major Positive. Deviations +AZ

Major Negative
Deviations -82

General Overview Comments on Character of
Services Provided

Region 1 Bones +11.4 Nervous - 9.5 Eyes and ears are uniformly under-represented
in favor of more conventional bone (crippled
children) disorders

Connecticut Congenital +19.4 Bones and organs Emphasis on congenital circulatory disorders;
Circulatory + 5.3 of movement -19.4 deemphasis on diseases of bones and organs of

Nervous - 9.5 movement and nervous system disorders (partic-
ularly eyes and ears).

Maine

Massach.:setts Digestive, general + 5.5 Nervous, general - 7.7 Corresponds to national averages with follow-
Cerebral palsy + 3.3 Eye - 4.3 ing minor exceptions: emphasis on digestive

Hearing - 3.9 diseases and cerebral palsy; deemphasis on
Ear and mastoid - 3.5 nervous system, general (specifically

diseases of eye, ear and hearing impairment).

New Hampshire Bones +13.0 Nervous, general - 7.1 Corresponds to national averages with follow-
Eye - 4.9 ing exceptions: emphasis on bone diseases;
Ear - 3.0 deemphasis on nervous system, general

(specifically diseases of eye or ear).

Rhode Island Circulatory +13.5 Nervous -14.9 Emphasis on circulatory and bones; deemphasis
Bones +11.7 Eye - 4.9 on nervous system (specifically eye diseases).

Vermont Bones +24.9 Nervous - 7.3 Large emphasis on bones (specifically club and
flat foot); deemphasis on all other services,
especially nervous systems (specifically eyes,
hearing impairment--better than national
average).

Region 2 Bones +10.9 Congenital - 5.3 No clear patterns because of disparities be-
tween individual limits of observation in
Region 2.

New Jersey Congenital +11.5 Specific congenital. emphasis; deemphasis
general on all others.

New York Bones +13.5 Congenital, Emphasis on bones (particularly flat feet);
Flat foot + 6.3 general - 5.6 slight deemphasis on congenital, general and

mental, psycheneurotic, personality disorders.

Puerto Rico Bones +14.4 Congenital, Emphasis on b.ones and eye diseases; congenital
Eye + 8.2 general - 8.0 and all others generally lower.

Virgin Islands Digestive + 9.6 Congenital -18.3 While nervous system generally higher than
Nervous + 6.5. Bones - 9.1 average, eye disorders considerably better
Respiratory + 4.4 than expected; congenital problems are essen-

tially overlooked.

Region 3 Nervous + 6.8 Bones - 4.1

Delaware Bones + 7.4 Congenital - 7.0 Bones and respiratory problems are considered
Respiratory + 5.9 at slightly greater rate than congenital, but

generally conform to national average.

D.C. Nervous +14.2 Congenital -13.2 Far better than average nervous system programs,
Eye +21.9 particularly eyes, taken with increased emphasis
Examinations +11.5 on examinations; eye identification program done

at relative general expense of congenital
disorders.

Maryland Nervous +13.1 Congenital -14.0
Eye +10.3
Mental + 4.5

Pennsylvania Nervous + 7.6 General reduction in all others except congeni-
tal and bones, which are approximately at
national average.

Virginia Conforms to rate average.

West Virginia Conforms to rate average.

Region 4 Bones + 5.0 Conforms to averages, but slightly more to bones.

Alabama Nervous +13.1 Congenital - 5.3
Eye + 5.7

Florida Bones +12.0 Nervous -11.8 All others conform.

Goergia No significant deviations Examinations - 7.7
Digestive - 2.7

Kentucky

Mississippi Bones + 9.1 Eyes - 3.3

Generally conforms, Nervous + (eyes); congeni-
tal (-); bones (+),

Cerebral palsy + 7.7 Ears - 3.5

North Carolina Bones +15.6 Nervous -10.1
Eyes - 4.9

Congenital - 5.3

South Carolina Circulatory + 7.3 Nervous - 6.4 Slight nervous; emphasis on rheumatic fever
Eyes - 4.7 program.

Tennessee Examinations - 7.2 Conform, to national averages.
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Table 8.14--continued

Region/
State Major Positive Deviatiats +AZ

Major Negative
Deviations -A%

General Overview Comments on Character of
Services Provided

Region 5 About like nationals, minor variables

Illinois Congenital + 4.5 Bones - 6.8 Emphasis on congenital.

Indiana Congenital + 5.3 Bones -12.2 Emphasis on congenital, mental, digestive.

Mental + 4.0
Digestive + 3.5

MichigLu Eyes + 9.6 Close to average: more nervous (eyes), less
congenital.

Minnesota No explanation why so many multiples identified;
e.g., examination rate only slightly greater
than normal.

Ohio Congenital +11.2 Nerves and general diseases.
All other + 6.5

Wisconsin Nerves +L5.4 Nervous way up (not eyes which are less than
Hearing +20.0 expected, but ears--heavy on impairment +207,,

diseases of ear 44.5). Done to virtual exclu-
sion of circulatory, respiratory, allergy,
blood, genito-urinary, and skin which altogether
had only 25 conditions reported.

Region 6 No pattern Nervous - 8.0 Nervous (small eye and ear programs); cerebral
palsy high_ Infective high (polio mainly, 640

. expected, 2191 reported).

Arkansas Bones +11.4 Nervous -10.3 Small eye or ear program (cerebral palsy
accounts for bulk of nervous).

New Mexico No major deviations.

Oklahoma Digestive +17.5 Nervous -14.4 Nervous (small eye and ear programs'; small
Respiratory +10.4 Congenital -15.2 congenital and bones. Large digestive and

Bones -19.6 respiratory programs (largest in sample).
Digestive 986 reported, 151 expected;
respiratory 514 reported, 43 expected.

Texas Congenital +15.0 Nervous - 9.7 Neribus (small eye and ear programs); extra-
Circulatory + 9.0 ordinary heart program.

Region 7 Congenit.I + 7.1 Nervous - 8.6 Nervous (eye and ear namely).
Circulatory 4 5.9
Mental + 9.0

Iowa Mental +16.8 Bones -16.1 Psycholop'cal mental disorders at expense of
'Other mental + 7.6 bones.

Kansas Bones +21.9 Nervous -15.9 Eye and ear: 13 reported versus 698 expected.
Club foot + 7.0 Congenital Club foot favored.
All other + 6.6

Missouri Congenital +11.3 Nervous - 9.6 Nervous (small eye and ear programs). Con-
genital, cleft palate.

Nebraska Congenital +16.0 Nervous -12.2 Nervous (small eye and ear programs); more
Circulatory + 9.7 cerebral palsy than expected (691 expected,
Bones + 5.9 146 reported). All increased: allergy, hlood,
Mental 5.6 genito-urinary, respiratory. Congenital-
Other mental + 5.2 circulatory and cleft palates.

Region 8 No major variations.

Colorado Nervous +14.5 Bones - 6.4 Nervous (good ear program). Bones generally
Nearing +10.0 less, others less.

Montana Bones +10.0 Nervous - 5.3 Eyes and ears less emphasized than bones and
Congenital + 8.6 cleft palate.
Cleft palate + 7.0

North Dakota Congenital +15.0 Nervous -11.6 Occlusion and cleft palate in favor of eyes
Cleft palate + 8.2 and ears, others.
Digestive + 8.5
Occlusion + 9.2

South Dakota Bones +24.4 Nervous 9.2 Small ear and epilepsy programs; large club foot
Flat foot + 6.3 program.
Club foot +11.1

Utah Examinations +26.5 Nervous - 9.2

Mental + 9.4 Congenital - 8.7

Bones -11.8

Wyoming No major variations.
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Table 8.14--continued

Region/
State Major Positive Deviations +,1Z

Major Negative
Deviations -A%

General Overview Comments on Character of
Services Provided

Region 9 Nervous + 3.8 Bones -14.0 + eyes, ears, cerebral palsy, examinations.
Examinations +10.2 - club and flat foot; valgus, varua.

Arizona No major variations.

California Examinations +12.4 Bones -16.7 No mental at all in CCS. Mostly eyes and ears

Nervous + 4.3 and range of other disorders at expense of
bones (valgus and varus; flat foot).

Hawaii Mental + 9.1 Bones -10.6 Nervous (ears); mental greater than bones.

Nervous + 4.5 Rheumatic fever.

Circulatory + 4.1

Nevada Congenital + 7.3 Nervous 5.1 Small ear program, eyes OK. Circulatory syste

Circulatory + 5.8 favored.

Circulatory + 5.2

Guam Nervous +19.2 Bones -19.3 Ear an.! eye programs outstanding. examinations

Eyes + 8.9 Congenital - 8.1 OK. Bone and joint weak. Spina bifida.

Ears +13.8

Region 10 Congenital + S.8 Lanes - 6.7 + ears and mastoid; circulatory.
- flat foot, digestive, epilepsy.

Alaska Nervous +25.0 Congenital - 9.6
Eyes + 8.4 tones -12.0

.

Eara +23,3
Examinations + 5.2

Idaho Congenital +19.4 Bones -10.7
Circulatory + 8.6
Cleft palate +10.8

Oregon Congenital +11.1 Nervous - 8.3 Small eye and ear programs.

Mental + 6.2 Bones - 5.1

Washington Nervous +11.5 Ears and cleft palates. Few visually or

Ears +12.8 epilepsy handicapped children. General

Congenital + 3.0 diminution in others (mental, digestive).

Cleft palate + 7.2

allo data.

investigations of major discrepancies are carried out routinely in the future and
action taken on the results of those inquiries, if so indicated.

Consider the variation in multiple conditions reported in Table 8.18 for the
various states. Ranging from a low of 2.6 percent reported having multiple hand-
icaps in Rhode Island to a high of 53.5 percent in Minnesota and 49.0 percent in
Iowa, these variations are quite different from the national average of 18.5 percent
of the CCS caseload. Explanations of this vast variation in the identification of
multiple handicaps are that certain states might not choose to report secondary
handicaps unless they are nearly as marked as the primary handicap; certain states
may simply choose to serve more multiply handicapped, or certain states have more
well-developed identification programs than others. For example, Iowa and Min-
nesota have expended a considerable portion of their CCS funds on the identification
or case-finding service. (Iowa also has a strong program for mental retardation.)

Since the second portion of this research will concentrate on aural and visual
handicaps, the numbers of each in the CCS caseload are presented in Table 8.19. Of
the 491,855 reported to be receiving services under CCS, some 13.4 percent or 82,144
were reported as having some sort of aural or visual impairment. We consider this
a conservative estimate based on our earlier observation about the wide variation
in reporting of multiply handicapped children on a state-by-state basis.
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Table 8.16

CCS: THREE MOST SIGNIFICANT DISEASE CLASSES REPORTED, 1968, 1969, 1970

Disease Class

1968 1969 1970

Number Percent Number Percent Number Percent

Diseases of nervous system
and sense organs 123,000 22.7 126,000 23.7 148,413 24.2

Disease of bones and organs
of movement 139,000 25.7 134,000 25.2 l44054 25.2

Congenital malformations 110,000 20.3 109,000 20.5 125,510 20.4

Totals for all conditions
reported, all children,
all diseases 540,000 100.0 530,00 100.0 613,023 100.0

Table 8.17

TOTAL CONDITIONS AND TOP THREE DISEASE CLASSES IN CCS PROGRAM
BY REGION, 1970

Nation/
Region

Total
Conditions
Reported

Nervous System
and

Sense Organs
Bones and Organs
of Movement

Congenital
Malformations

Number Percent Number Percent Number Percent

Nation 613,023 148,413 24.2 154,854 25.2 125,510 20.4

Region 1a 17,696 2,767 15.6 5,486 31.0 4,433 25.0
Region 2 84,736 20,072 23.6 30,670 36.1 12,808 15.1

Region 3 102,339 31,761 31.0 24,197 23.6 16,774 16.3

Region 4 126,834 28,090 22.1 38,343 30.2 24,875 19.6

Region 5 88,866 22,260 25.0 19,367 21.7 21,021 23.6

Region 6 40,367 6,576 16.2 11,185 27.7 9,306 23.0

Region 7 40,275 6,294 15.6 9,391 23.3 11,108 27.5

Region 8 15,168 3,556 23.4 4,005 26.4 3,071 20.2

Region 9 78,445 22,024 28.0 8,823 11.2 17,312 22.0

Region 10 18,297 5,013 27.3 . 3,387 18.5 4,802 26.2

SOURCE: Retabulated and reorganized from U.S Department of Health,
Education and Welfare, Children Who Received Physician's Services Under the
Crippled Children's Program, FY 1970, MCHS Statistical Series No. 3, December
1971, passim.

aExcludes data from Maine.
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Table 8.18

TOTAL CHILDREN WITH MULTIPLE CONDITIONS AND TOTAL NUMBER OF CONDITIONS BY STATE
AND REGION 1970

.

Nation/Region

Total
Children
Served

Percent
with Multiple
Conditions

Conditions
per 1000

Population

United Sta es
a 491,855 18.5 7

Region la 17,990 15.5 4

Connecticut 3,030 22.5 3

Maine 4,121 0.0 --
Massachusetts 5,156 26.1 3

New Hampshire 1,378 7.2 5

Rhode Island 1,502 2.6 5

Vermont 2,803 22.0 20

Region 2 75,013 11.0 8

New Jersey 7,530 11.0 3

New York 44,458 3.3 7

Puerto Rico 18,858 28.0 17

Virgin Islands 4,167 16.6 --

Region 3 83,762 16.9 11

Delaware 5,225 30.1 32

D.0 7,759 19.4 31

Maryland 18,229 20.3 IS
Pennsylvania 26,330 16.1 7

Virginia 17,789 3.3 10
West Virginia 8,430 30.4 18

Region 4 91,024 28.7 10

Alabama 9,951 29.1 9

Florida 13,670 36.6 9

Georgia 13,230 36.1 10

Kentucky 10,673 39.2 13
Mississippi 5,240 20.5 6

North Carolina 19,075 16.2 11

South Carolina 6,231 23.1 7

Tennessee 12,954 28.6 11

Region 5 62,300 26.9 5

Illinois 12,530 39.3 5

Indiana 7,898 36.5 6

Michigan 16,850 3.0 5

Minnesota 10,774 53.5 14

Ohio 8,772 25.1 3
Wisconsin 5,476 9.2 3

Region 6 35,959 9.3 5

Arkansas 5,176 29.5 9

Louisiana 10,114 5.4 6

New Mexico 3,778 8.3 9

Oklahoma 4,012 11.2 5

Texas 12,879 4.0 3

Region 7 26,416 34.8 9

Iowa 10,220 49.0 17

Kansas 4,887 29.4 7

Missouri 7,404 24.6 5

Nebraska 3,905 23.7 9

Region 8 12,970 13.0 7

Colorado 3,924 15.1 6

Montana 1,276 26.4 6

North Dakota 1,121 4.5 5

South Dakota 2,484 8.2 10
Utah 2,706 8.2 6

Wyoming 1,459 19.0 14

Region 9 71,978 7.7 9

Arizona 7,381 10.7 11
California 58,191 6.6 8'

Hawaii 2,886 21.8 11
Nevada 1,642 8.8 9

Guam 1,878 8.0 40

RegAon 10 14,443 20.3 7

Alaska 2,770 19.7 25
Idaho 1,664 11.2 6
Oregon 5,508 30.0 10
Washington 4,501 12.1 4

SOURCE: U.S. Department of Health, Education and Welfare, Children Who Received
Physician's Services Under the Crippled Children's Program, FY 2970, MCHS Statisti-
cal Series No. 3, December 1971, p. 17.

aExcludes information for the state of Maine.
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Table 8.19

VISUAL AND AURAL DISEASES: CCS CASELOAD, 1970

Type of Disease

Percent of
Total CCS
Caseload

Number of
Conditions

Visual
Refractive errors 1.3

Strabismus 2.5

Blindness 0.1
All other eye diseases 0.8

Congenital cataract 0.2

Congenital ptosis (eye) 0.1

Total 5.0 30,651

Aural
Otitis media without mention of

mastoiditis 2.7

MastoidiLis 0.1
Conductive hearing impairment 1.7
Sensory-neural hearing impairment 2.0
Other central nervous impairment resulting

in hearing loss 0.1

All other hearing impairments 1.1
All other diseases of the ear and mastoid . 0.5
Congenital malformations of ear 0.2

Total 8.4 51,493

Total visual and aural 13.4 82,144

SOURCE: U.S. Department of Health, Education and Welfare, Children
Who Received Physician's Services Under the Crippled Children's Program,
FY 1970, MCHS Statistical Series No. 3, December 1971, Tables 14 and 15
abstracted.

Budget. Actual and estimated grant allocations for the various states for FY
1971 and 1973, respectively, are presented in Table 8.20. To collect, much of the
information on the CCS program and to put the program into the broader context
of the total handicapped population of children, Table 8.21 presents the following
data: the size of each state's population aged 0-21, the number of CCS children in
each state, the number of CCS dollars expended in each state, the per capita expendi-
ture on a state basis for CCS children, and other illustrative calculations.

Information presented in this table in columns 5 and 6 again emphasizes state-
by-state variation. In fact, on a raw per capita basis of total state population aged
0-21 we see that the Federal expenditures range from a high in Alaska of $1.28 to
a low in California of $0.31, as cc.npared with a national average expenditure per
young person of $0.69. When considering the per client Federal expenditures for the
CCS caseload on a state-by-state basis, the discrepancies are even more pronounced.
As shown in column 6, the average per client expenditures range from $26.90 in
Washington, D.C., to $249.17 in Ohio, as compared with a national average of
$117.76. CCS serves a small percentage of the handicapped youth aged 0-21 in each
state; the percentage varies widely across states. Why these variations exist is not
clear, but they are related to differences in the relative wealth of the states and the
number of live births in each per annum (the basic factors considered in the formula
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Table 8.20

ALLOCATIONS OF GRANTS FOR CRIPPLED CHILDREN'S SERVICES: ACTUAL (FY 1971) AND
ESTIMATED (FY 1973) AWARDS

State
1971

Actual
1973

Estimated

Alabama $ 1,233,750 $ 1,334,500
Alaska 190,886 187,400
Arizona 453,155 489,900
Arkansas 764,797 802,000
California 2,525,849 2,820,100
Colorado 447,187 556,900
Connecticut 506,134 550,300
Delaware 213,463 219,300
D.0 220,212 231,300
Florida 1,412,687 1,566,300
Georgia 1,532,393 1,647,100
Guam 273,999 154,900
Hawaii 320,945 248,500
Idaho 276,339 292,800
Illinois 1,528,560 1,797,800
Indiana 1,241,567 1,461,800
Iowa 754,187 894,100
Kansas 559,493 611,300
Kentucky 1,183,600 1,306,100
Louisiana 1,256,709 1,316,900
Maine 336,140 356,100
Maryland 723,483 843,400

Massachusetts 789,336 912,300
Michigan 1,737,632 2,013,700
Minnesota 956,268 1,127,800
Mississippi 1,079,784 1,115,700
Missouri 1,065,628 1,219,900
Montana 289,988 261,000
Nebraska 399,551 460,400
Nevada 266,705 208,100
New Hampshire 243,654 245,300
New Jersey 981,662 1,094,700
New Mexico 330,493 364,000
New York 2,245,364 2,505,200
North Carolina 1,974,387 2,133,000
North Dakota 242,699 274,500
Ohio 2,206,790 2,510,000
Oklahoma 666,832 759,000

Oregon 533,302 591,700

Pennsylvania 2,368,601 2,717,100

Puerto Rico 1,465,042 1,581,400

Rhode Island 250,764 262,100

South Carolina 1,115,709 1,185,600

South Dakota 248,501 278,800

Tennessee 1,285,940 1,439,500

Texas 2,561,876 2,904,500

Utah 297,465 343,100

Vermont 207,827 206,000

Virgin Islands 148,560 150,700
Virginia 1,424,748 1,487,700
Washington 689,782 805,000
Wert Virginia 717,319 740,200
Wisconsin 1,049,513 1,262,300
Wyoming 171,983 188,400

Total distribution by formula 47,974,240 53,037,500

Special projects for mentally retarded children 4,998,967 5,000,000

Other special projects 5,624,412 6,862,500

Total $58,597,619 $64,900,000

SOURCE: U.S. Department of Health, Education and Welfare, Justifications of Appropriation
Estimates for Committee on Appropriations--FY 1973, Vol. I, pp. 278-279.

NOTE: o One-half of the amount appropriated for each year is apportioned among states on
the basis of a uniform grant of $70,000 and an additional grant in proportion to
the number of children under 21 years in the state. Amounts awarded must be
matched dollar for dollar.

o The remaining half, after being reduced by the amounts reserved for the two cat-
egories of special projects, is apportioned by formula. Each state receives an
amount which varies directly with the number of children under 21 years in urban
and rural areas in the state and varies inversely with state per capita income.
No state receives leas than a specific minimum amount and children in rural areas
are given twice the weight of those in urban areas.

o The 1973 figures represent tentative apportionment of the amount requested.
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Table 8.21

CCS PROGRAMS: 1970 SUMMARY TABLE

(1)

State

(2)

1970
Population
Aged 0-21

(3)

CCS
Clients

(4)

CCS
Expenditures

(5)

Expenditures
per Population
Aged 0-21

(6)

Federal
Expenditures
per Client

United States 83,778,877 491,855 $57,922,348 $ .69 $117.76

Alabama 1,480,251 9,951 1,261,328 .85 126.75
Alaska 145,455 2,770 186,474 1.28 67.32
Arizona 770,854 7,381 441,626 .57 59.83
Arkansas 783,832 5,176 779,344 .99 150.57
California 8,051,260 58,191 2,487,985 .31 42.76
Colorado 950,355 3,924 438,585 .46 111.77
Connecticut 1,208,449 3,030 490,098 .38 161.75
Delaware 234,349 5,225 197,938 .84 37.88
D.C. 286,853 7,759 208,684 .73 26.90
Florida 2,533,230 13,670 1,368,802 .54 100.13
Georgia 1,988,295 13,230 1,521,406 .76 115.00
Guam --- 1,878 214,244 --- 114.08
Hawaii 337,173 2,886 374,602 1.11 129.80
Idaho 313,037 1,664 274,758 .87 165.12
Illinois 4,522,500 12,530 1,501,427 .33 119.83
Indiana 2,205,477 7,898 1,232,207 .56 156.02
Iowa 1,167,415 10,220 750,104 .64 73.40
Kansas 915,398 4,887 559,999 .61 114.59
Kentucky 1,355,262 10,673 1,174,184 .87 110.01
Louisiana 1,661,215 10,114 1,226,011 .74 121.22
Maine 411,998 4,121 316,556 .77 76.82
Maryland 1,643,729 18,229 747,876 .45 41.03
Massachusetts 2,275,801 5,156 748,551 .33 145.18
Michigan 3,869,345 16,850 1,713,636 .44 101.70
Minnesota 1,644,079 10,774 1,014,713 .62 94.18
Mississippi 1,010,096 5,240 856,115 .85 163.38
Missouri 1,867,264 7,404 1,057,691 .57 142.85

Montana 300,507 1,276 306,620 1.02 240.30
Nebraska 613,276 3,905 392,767 .64 100.58
Nevada 199,481 1,642 244,432 1.23 148.86
New Hampshire 306,671 1,378 236,748 .77 171.81
New Jersey 2,806,616 7,530 971,152 .35 128.97
New Mexico 478,840 3,778 339,338 .71 89.82
New York 6,999,940 44,458 2,212,403 .32 49.76
North Carolina 2,177,308 19,075 1,964,945 .90 103.01
North Dakota 272,641 1,121 249,531 .92 222.60
Ohio 4,462,904 8,772 2,185,722 .49 249.17
Oklahoma 1,018,010 4,012 657,261 .65 163.82
Oregon 839,988 5,508 488,672 .58 88.72

Pennsylvania 4,607,853 26,330 2,362,512 .51 89.73

Puerto Rico --- 18,858 1,425,730 - -- 75.60

Rhode Island 375,389 1,502 245,605 .65 163.52

South Carolina 1,172,901 6,231 1,124,066 .96 180.40

South Dakota 289,755 2,484 244,976 .85 98.62
Tennessee 1,610,268 12,954 1,301,283 .81 100.45

Texas 4,823,151 12,879 2,534,044 .53 196.76

Utah 509,450 2,706 300,134 .59 110.91

Vermont 191,521 2,803 228,794 1.19 81.62

Virgin Islands --- 4,167 103,355 --- 24.80

Virginia 1,949,470 17,789 1,358,741 .70 76.38

Washington 1,412,089 4,501 690,361 .49 153.38

West Virginia 702,310 8,430 687,691 .98 81.58

Wisconsin 1,893,221 5,476 1,050,746 .56 191.88

Wyoming 142,345 1,459 176,594 1.24 121.04

SOURCES: Column 2--U.S. Department of Commerce, Bureau of Census, Number of
Inhabitants: United States Survey, PC(1)-Al, December 1971, p. vii, "Resident
Population." Column 3--U.S. Department of Health, Education and Welfare,
ChiZdren Who Received Physician's Services Under the Crippled Children's Pro-
gram, FY 1970, MCHS Statistical Series No. 3, December 1970, Table 7. Column
4--Senate Hearings, Departments of Labor and Health, Education, and Welfare and
Related Agencies Appropriations, Committee on Appropriations, 92nd Congress,
First Sese., pp. 3369-3370, Columns 5 and 6, derived.
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calculations) as well as to differences in the kinds and numbers of various disorders
served, to the amount of service given to each individual, and to local market
considerations for health services. On a state-by-state basis, it is extremely hard to
believe that per capita or per client CCS expenditures are equitable.

CURRENT MEDICAID PROGRAM

Under Title XIX of the Social Security Act, as amended, medical payments are
being made to some indeterminate number of handicapped children from financially
needy families. Fiscal Year 1971 Federal expenditures were $3,373,865,665.'4 The
total payments for vendor medical bills under the Title XIX program, including the
state contribution, were $5,939,236,000 in Fiscal Year 1971.15 We note that this
program is in a stage of rapid growth. Understanding of Medicaid is complicated to
a considerable extent by the diversity of programs that the states offer." The Feder-
al contribution in Medicaid varies from 50 to 83 percent based on a state's per capita
income. While coverage must be given to all persons receiving income maintenance
under the Social Security Act and children under 21 in familie. must be covered,
the states may also cover "medically needy" persons who require financial assist-
ance with medical bills but do not need income maintenance in general."

Number Receiving Medicaid

An estimated 8,300,000 different children under age 21 received assistance un-
der Title XIX in the category of Medical Assistance in FY 1971.'4 We are unable to
determine just what proportion of these totals is handicapped because information
on the child's medical condition, i.e., the kind, extent, and degree of handicap, is not
compiled from the individual's case files into basic state reports. Also, the transitory
receipt of medical services makes accounting for who is in the program receiving
what kinds of services at any one point in time an extremely difficult undertaking.

The midmonth quarterly summary, presented in Tables 8.22 and 8.23 for May
1971, contains one source of information on Title XIX expenditure and service
rates." The tables show that both handicapped and nonhandicapped youth repre-
sented at least 35.2 percent of the total Title XIX caseload, and that they accounted

" U.S. Congress, House, Hearings before a Subcommittee of the Committee on Appropriations,
Departments of Labor and Health, Education and Welfare Appropriations for 1973Part 5, 92d Cong.,
2d Sess., p. 316.

15 U.S. Department. of Health, Education and Welfare, Trend Report, Social and Rehabilitation Serv-
ice, DHEW Publication No. (SRS) 73-03101, October 6, 1972.

18 U.S. Department of Health, Education and Welfare, Characteristics of State Medical Assistance
Programs Under Title XIX of the Social Security Act, 1970 ed. For example, only 17 states covered all
financially needy individuals under age 21 in 1970.

" U.S. Congress, House, Hearings, loc. cit., p. 317. The 1972 amendments to the Social Security Act
provided for Medicare protection to persons who have received Social Security disability benefits for at
least two years. This provision will not only benefit disabled adults, but also disabled youth. The Social
Security Administration will also assume responsibility for determining eligibility for Medicaid in con-
junction with Supplemental Security Income disability determinations.

U.S. Department of Health, Education and Welfare, Medical Assistance (Medicaid) Financed under
Title XIX of the Social Security Act, Social and Rehabilitation Service, DHEW Publication No. SRS
72-03150, October 27, 1971.



197

Table 8.22

RECIPIENTS OF MEDICAL ASSISTANCE: BY BASIS OF ELIGIBILITY, FORM OF MEDICAL ASSISTANCE,
AND MONEY PAYMENT STATUS, MAY 1971

Basis of Recipient
Eligibility

Recipients of Medical Assistance

Total

For Whom Payment
Made to Vendors

Directly or Through
Fiscal Agent

For Whom Other
Premium or Per
Capita Payments

Madea

Number of Recipients

Age 65 or over
Blindness
Permanent and total

disability

2,519,000
51,200

744,000

1,733,000
47,200

731,000

1,912,000
17,600

39,400
Membership in family with

dependent children
under 21, total 3,693,000 3,521,000 217,000

Adultsb 1,311,000 1,282,000 42,900
Childrenb 2,202,000 2,080,000 136,000

Other Title XIX
recipients, total 509,000 505,000 3,800

Age 21-64b 159,000 158,000 1,100
Under age 21b 291,000 288,000 2,700

Total recipients 7,513,000 6,535,000 2,190,000

Percent Distribution of Recipients

Age 65 or over
Blindness
Permanent and total

disability

33.5

0.7

9.9

26.5
0.7

11.2

87.3
0.8

1.8
Membership in family with

dependent children
under 21, total 49.2 53.9 9.9

Adults 18,4 20.6 2.4
Children 30.8 33.3 7.5

Other Title XIX
recipients, total 6.8 7.7 0.2

Age 21-64 2.4 2.7 0.1
Under age 21 4.4 5.0 0.1

Total recipients 100.0 100.0 100.0

NOTE: Data represent totals of rounded state data. Totals may not equal sum of parts.

Made into agency pooled fund, into Social Security Administration system or into health
insurance agency.

b
Data incomplete.
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Table 8.23

AMOUNT OF MEDICAL ASSISTANCE: BY BASIS OF ELIGIBILITY, FORM OF PAYMENTS,
AND MONEY PAYMENT STATUS, MAY 1971

Payment Made to Vendors
Basis of Recipient Directly or Through Other Premium or Per

Eligibility Total Fiscal Agent Capita Paymentsa

Amount of Payments

Age 65 or over
Blindness
Permanent and total

disability

$227,994,000
4,013,000

119,556,000

$215,541,000
3,915,000

119,344,000

$12,448,000
96,100

213,000
Membership in family with

dependent children
under 21, total 189,978,000 189,071,000 906,000

Other Title XIX
recipients, total 41,183,000 41,162,000 20,900

Age 21-64b $18,994,000 $18,988,000 $ 5,700
Under age 21b 16,061,000 16,046,000 15,200

Total payments $582,724,000 $569,036,000 $13,687,000

Percent Distribution of Payments

Age 65 or over
Blindness
Permanent and total

disability

39.1

0.7

20.5

37.9
0.7

21.0

90.9
0.7

1.6
Membership in family with

dependent children
under 21, total 32.6d 33.2 6.6

Other Title XIX
recipients, total 7.1 7.2 0.2

Age 21-64 3.8 3.9 (c)

Under age 21 3.3 3.3 0.1

Total payments 100.0 100.0 100.0

NOTE: Date represent totals of rounded state data. Totals may not equal sum of parts.
aMade into agency pooled fund, into Social Security Administration system or into health insurance

agency.
b
Data incomplete.

cLess than 0.05 percent.
d12.2 percent for adults and 20.4 percent for children, assuming payments are proportional to num-

ber of recipients.
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for at least 23.7 percent of expenditures in May 1971, or about $138 million of the
total $582.7 mifflon. Also note that 87 percent of the children were from AFDC
families. Lackirig better data, we estimate that the number of handicapped children
served by Medicaid is the same as the proportion of the U.S. population under age
22 who are handicapped.")

We also assume, for lack of better data, that the expenditure per handicapped
child is the same as that for all children in the Medicaid program. Thus we estimate
that in FY 1971 Medicaid served 1,097,000 handicapped children at a cost to the
Federal Government of $105,548,000. Including costs to the states, the total is an
estimated $185,803,000. Because handicapped youth in general need more medical
services than normal youth, we view these estimates as the minimum amount of
resources the program is using to serve the handicapped.

Table 8.24 gives the per inhabitant expenditure rate for medical assistance
under Title XIX.

Federal-Level Program Assessments

Interviews were conducted with officials in the responsible Federal agencies
(Medical Service Administration and Assistance Payments Administration of the
Social and Rehabilitation Services), state agencies, and local agencies. What the
most senior personnel in the Assistance Payments Administration had to say about
Medicaid seems worth summary comment.' One interesting observation had to do
with the "last resort" nature of the Title XIX caseload. It was surmised that many
handicapped children who find their way into the program have simply been
"missed" by other agencies or by physicians who are not aware of alternative pro-
grams such as the Crippled Children's Service program. In some cases, however, the
Medicaid program is the "only resort." The needs for individual level diagnosis and
direction were stressed.

It was indicated that the states have so much diversity in the kinds of services
provided, definitions of eligibility, and accounting systems used that it is practically
impossible to sort out and keep track of the caseload. Most agreed that the delivery
of this type of service should be done at the local and individual level; however, the
accounting and evaluation aspects of this program were weak but are improved
greatly by a newly designed Medicaid Management Information System that states
can adopt.

Rarely do records of health services rendered accompany the child when he goes
for services under Title XIX. Furthermore, it was asserted that these records are
seldom obtained; rather a completely new medical record work-up on each child is
instituted. While we cannot estimate the costs involved with redundant rediagnosis
and recertification, the existence of such apparently common practices is not in the
best interests of either the child or the efficient execution of the services.

Federal officials were especially pleased that the 1967 Amendments providing
for early and periodic screening, diagnosis, and treatment of Medicaid-eligible chil-
dren be made a required aspect of Title XIX programs. However, compliance and

For data sources on incidence rates in the general U.S. population, see Appendix A.
20 Interview, Assistant Payments Administration, U.S. Department of Health, Education and Wel-

fare, March 14, 1972.
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Table 8.24

AMOUNT EXPENDED PER INHABITANTa FOR MEDICAL ASSISTANCE,b BY BASIS
OF EL[GIBILITY,c FY 1971

State Total
Adult
Programs

AFDC

OtherAmount
Percent of

Total

U.S. averaged $29.20 $17.45 $ 9.75 33.4 $ 2.00

Alabama 25.15 17.55 7.55 30.1 .05

Arkansas 6.40 4.60 1.75 27.5 .05

California 51.65 30.95 20.15 39.0 .55

Colorado 23.40 18.10 5.25 22.4 .05

Connecticut 30.30 21.90 6.90 22.7 1.50
Delaware 11.35 3.80 7.35 64.9 .20
D.C. 49.60 15.50 26.50 53.4 7.60
Florida 11.65 8.20 3.45 29.7 - --

Georgia 27.25 20.05 7.20 26.4 - --

Guam 4.90 (e) (e) (e)

Hawaii 22.95 10.45 8.30 36.2 4.20
Idaho 14.20 9.30 4.90 34.4 - --

Illinois 24.35 14.90 9.30 38.1 .15

Indiana 9.00 6.75 2.25 24.8 - --

Iowa 8.55 3.40 5.10 59.6 .05

Kansas 16.80 6.90 6.50 38.8 3.40
Kentucky 20.75 12.75 7.90 38.0 .10

Louisiana 14.55 10.75 3.80 26.0 - --

Maine 17.15 9.00 7.70 45.0 .45

Maryland 28.05 14.80 8.75 31.2 4.50
Massachusetts 53.60 38.65 10.50 19.6 4.45
Michigan 29.45 18.60 9.80 33.3 1.05

Minnesota 28.65 19.70 7.10 24.8 1.85

Mississippi 15.85 14.05 1.80 11.4 .02

Missouri 12.65 8.40 3.25 25.7 1.00
Montana 15.15 9.40 5.75 37.8 - --

Nebraska 14.75 9.75 5.00 34.0 - --

Nevada 14.90 8.55 6.10 41.1 .25

New Hampshire 9.55 5.05 4.25 44.5 .25

New Jersey 22.30 12.80 9.25 41.4 .25

New Mexico 15.65 7.55 7.95 50.9 .15

New York 80.65 43.10 26.35 32.7 11.20
North Carolina 18.25 12.85 5.40 29.5 - --

North Dakota 20.90 15.85 4.65 22.3 .40

Ohio 12.05 7.55 4.50 37.4 - --

Oklahoma 37.30 21.15 9.45 25.3 6.70

Oregon 9.40 3.85 5.30 56.6 .25

Pennsylvania 29.80 12.85 11.15 37.4 5.80
Puerto Rico 16.75 2.05 11.05 66.0 3.65
Rhode Island 42.65 30.55 11.80 27.7 .30

South Carolina 12.65 10.15 2.35 18.6 .15

South Dakota 13.40 10.20 3.20 23.9 - --

Tennessee 8.95 5.70. 3.25 36.3 -

Texas 15.55 10.35 5.20 33.3 - --

Utah 15.35 8.15 6.25 40.8 .95

Vermont 31.75 19.75 10.75 33.9 1.25

Virgin Islands 16.30 3.70 5.15 31.6 7.45
Virginia 10.80 5.90 4.35 40.1 .55

Washington 29.80 18.90 7.75 26.0 3.15
West Virginia 11.45 4.30 6.40 56.0 .75

Wisconsin 35.15 24.30 7.70 21.9 3.15
Wyoming 5.05 3.05 2.00 39.2 .02

SOURCE: U.S Department of Health, Education and Welfare, TrenJi
Re:ort, Social and Rehabilitation Service, DHEWPublication No.
(SRS) 73-03101, October 6, 1972.

aBased on resident population as of July 1, 1971, excluding
armed forces overseas, estimated by the Bureau of the Census.

b
Excludes general assistance.

cDistribution by basis of eligibility estimated.
d
Alaska and Arizona have no program.

eData not available.
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full implementation of these provisions have been hard to attain from the states.
Data accounting for total numbers of individuals screened, referral rates, disease
incidence, and follow-up measures undertaken are beginning to be collected, but the
results are incomplete. To the basic question, "How many children were screened
under this program?" asked by the Medical Services Administration of SRS in
January 1973, 26 states either did not reply or did not have implemented programs.
Data on disease incidence were even more fragmentary and incomplete. Data on
follow-ups will be available in late 1973, but will only report on "the degree of
follow-up at two or three screening sites in each of seven States.""

State Interviews

The general themes mentioned in the above paragraphs are repeated in our
state interviews. In Illinois we were told that it was impossible to determine the
number of handicapped children in the caseload.22 When data are collected, they are
not used at the state level for operational purposes, but "only to satisfy Federal
requirements."" Children often "fall between the cracks" under Title XIX because
of the categorical clause in the eligibility requirements, and "with a fully employed
father, the child cannot get medical assistance, even though the father is making
a pittance and the bills are piling up."24 In this same interview, the categorical
restriction was found to be constraining.25 It was constraining not only for the
children but for the doctors for whom the "reasonable, usual, and customary fees"
did not make much economic sense, and for whom the red tape and long delays in
getting paid made even less sense. It was also felt (although the question is an open,
empirical one) that follow-up on children identified by screening programs was low.
In the other states we visited, the messages were about the same.

OTHER PUBLIC HEALTH PROGRAMS

A number of other health-related programs have been identified and must have
some impact on handicapped children. Although their impact is extremely difficult
to assess, we note them nonetheless.

Comprehensive Health Care and Communicable Diseases

Three separate programs are known to emphasize comprehensive health care
and the improvement of prevention services, both relevant to handicapped children.
These are Communicable Disease Prevention and Control, Health Services Develop-

" Correspondence, Early and Periodic Screening Diagnosis and Treatment Program, Medical Ser-
vices Administration, July 31, 1973. Signed by M. F. Abdalla, Program Analyst, Office of Program
Planning and Evaluation. Data provided from same source.

" Interview, Illinois Children and Family Assistance, September 27, 1972.
23 Interview, Division of Medical Services, Division of Public Aid, Illinois, September 29, 1972.
24 Ibid.
25 Ibid.
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mentProject Grants, and Comprehensive Public Health ServicesFormula
Grants and Migrant Health Grants.

Communicable Disease Prevention and Control. 26 Headquartered in At-
lanta in the Epidemiology Program of the Communicable Diseases Center, this
program is responsible for national surveillance activities that included in 1971
reports on hepatitis, salmonellosis, influenza, and diptheria. Besides direct observa-
tion, the FY 1972 expenditure of some $1.709 million provided for consultation,
technical assistance, and training for each of the state health agencies.

Communicable Disease Control is also funded under Section 317 of the basic
Public Health Service Act, and some proportion of the $7.213 million of FY 1971
expenditures for a variety of immunization activities impacted on children."

Health Services DevelopmentProject Grants. 28 The concept of develop-
ing comprehensive health services at the local level has been embodied in this
particular program. New projects are developed and initially supported, some train-
ing is done, and priority has recently been given to constructing comprehensive
health centers. Project grants are made to the states directly by the Division of
Health Care Services of the Community Health Care Service in Health Services and
Mental Health Administration. In FY 1971 about $108 million was awarded in
support of 43 comprehensive health ser-. ice projects, including $30 million for 16
neighborhood health centers. Other projects funded in FY 1970 included $16 million
for rubella immunization; $19.3 million for 27 comprehensive health service pro-
grams; $12.8 million for rat control; and $25.5 million for chronic disease pro-
grams.29 Certainly some of these resources benefited handicapped children, but
estimating just what proportion that might be is difficult. The rubella prevention
program is the only one primarily and directly aimed at the problem of preventing
handicapping conditions. For women contracting rubella in their first trimester of
pregnancy, the chances of giving birth to a handicapped child are high: about a
15 percent chance of visual impairment; a 20 percent chance of hearing impairment;
a 5 percent chance of both deafness and blindness; and a 5 percent chance of mental
retardation or orthopedic impairment.3°

Comprehensive Public Health ServicesFormula Grants. 31 A related
program monitored by the Office of Program Planning and Analysis of the Com-
munity Health Service granted on the order of $90 million in FY 1971 to the states
for a wide variety of innovative and developmental services. The program gave some
preference to services for "high risk" populations, including the poor. It is impossible
to determine what fraction of the basic line goes to handicapped children, although
some of it obviously does.

Migrant Health Grants. 32 The Division of Health Care Services of Com-
munity Health Services, HSMHA, is also responsible for improving the "health

" Public Health Services Act, amended, sections 301, 311, 315, and 361-69.
" Additionally, some $16 million was expended for venereal disease control under provisions of this

program. Catalog of Federal Domestic Assistance, Update, Office of Manpower and Budget, November
1972, p. 186.1.

" PHS, Title III, Section 314(e), amended; P.L. 89-749; P.L. 90-174; and P.L. 91-515.
" Catalog of Federal Domestic Assistance, p. 156.
" D. E. Hicks, "Comparison Profiles of Rubella and Non-rubella Deaf Children," American Annals

of the Deaf Vol. 115, pp. 86-92, March 1970. See also, D. Calvert, Report on Rubella and Handicapped
Children, U.S. Department of Health, Education and Welfare, May 1969, pp. 1-6.

" PHS Act, Title III, Section 314(d), amended.
" P.L. 90-574, P.L. 91-209, arid 42 U.S.C. 242h.
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status of migratory seasonal workers and their families to that of the general
population."" Some proportion of the FY 1971 expenditures of about $14.0 million
benefited the children of migratory workers through organized family health clinics.
How many of those children are handicapped or how many handicapping conditions
were prevented as a result of those services is not known.

Construction

The so-called "Hill-Burton Program"" is one of the largest single Federal
sources of construction funds and has had as its stated objective the provision of
hospitals, public health centers, laboratories, outpatient facilities, emergency
rooms, neighborhood health centers, long-term care centers, rehabilitation facilities,
and related health facilities. It has been, in effect, the omnibus hospital construction
legislation. In this role, in FY 1971, some 450 separate projects providing around
10,000 new or modernized beds at a cost of $172 million were undertaken. Hand-
icapped children benefited certainly, but there is little reasonable basis for estimat-
ing what fraction of Hill-Burton money is directly attributable to this class of
individuals.

Dental Health "

A 1969 amendment to the Social Security Act was designed to promote the
dental health of preschool and school ;:ged children, particularly in low income
areas; $860,000 in grants were made to the state health departments in FY 1972.
The program has been in operation only two or three years and has stressed preven-
tion and identification of dental conditions. Some training of paraprofessional per-
sonnel has been undertaken, and funds for direct service (i.e. treatment) have also
been made available.

Veterans Administration

We were interested in the Veterans Administration as a source of information
on the development, testing, and provision of prosthetic devices, and hence paid
them a visit. We learned that the VA also runs a program for handicapped children
of veterans. Chapter 35 of the basic enabling legislation provides "Restorative Train-
ing" for the wives, widows, and dependents of those who have suffered service-
connected disabilities." It is especially Part 5 of Chapter 35 that allows the VA to
aid damaged, handicapped, and congenitally malformed children.

The VA has commendable provisions to inform these children that they might
have services provided. When the eligible child reaches age 13 a letter is sent to the
parent or guardian informing him of the benefits available under the code. The

" Catalog of Federal Domestic Assistance, p. 173.
" PHS Act, Title VI; P.L. 88-443 and P.L. 91-296.
'3 Social Security Act, amended, Title V, Section 510; P.L. 90-248. Health and Services for Mothers

and Children Under Title V, Social Security Act, 1969.
36 Title 38 U.S.C., Chapters 31, 34, 35, and 36 are the relevant pieces of legislation that have enabled

the VA to serve handicapped children. See particularly Chapter 35.
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Veterans Administration Regional Offices serve as the points of contact and provide
diagnostic and rehabilitation services in the main. "Damaged" children begin re-
ceiving benefits at age 14, and it was "estimated" by officials in the VA's Rehabilita-
tion and Educational Services Division that some 200,000 children had received or
were presently receiving such services." The program is designed to diagnose and
then rehabilitate the child; occupational objectives are foremost in the program.

In interviews with officials of the Prosthetics and Sensory Aids Division of the
VA, we learned that eligible children were receiving audiological diagnoses in some
35 clinics spread over the country and that hearing aids were being fitted and
P iluated if needed. We also learned that services for blind, eligible children were

eimarily given through three VA Hospitals (Palo Alto, New Haven, and Hines-
hicago), and that prosthetics are available from some. 20 specialized centers

throughout the country." It is even more problematic to assess the benefits that
have accrued to handicapped children as a result of the large-scale prosthetics
research, development and implementation program run by the VA, although there
is no doubt that some such impact exists.

We were unable to obtain any detailed popalation data on these children
beyond the approximation of the total number who were receiving services of all
varieties. Nor could we obtain any specific cost breakdowns.

The program that the Veterans Administration is running for handicapped
children is very special; its existence is not widely known and the integration of its
impact on the total needs of the handicapped population at large is extremely hard
to assess.

Department of Defense

Under provisions of P.L. 89-614, September 1966, the "Dependent's Medical
Care Act," health care benefits for dependents of servicemen are provided if they are
severely mentally retarded or have a serious physical handicap. According to a
deductible schedule based on the service member's rank and pay, the law provides
for up to $350 per month for diagnosis, inpatient, outpatient and home treatment,
training, rehabilitation, and special education, institutional care in public and pri-
vate nonprofit institutions, and transportation to and from these facilities. The
program is small compared with the mainline agencies and programs that we con-
centrate on, but it is indicative of the fragmentation that exists among divisions of
the Federal Government. An on-going and proper accounting of children served
under this and other highly specialized programs is clearly a Federal task, but no
one has yet taken up the task of collecting the data centrally or in any way that
would lend itself to analysis and programmatic evaluation.

Department of Interior/Department of Health, Education and Welfare

The Bureau of Indian Affairs of the Department of Interior transferred its
responsibility for providing health services to the Indian Health Service in Health

" Interview, Division of Rehabilitation and Educational Services, Veterans Administration, August
8, 1972.

" Interview, Division of Prosthetic and Sensory Aids, Veterans Administration, August 9,1972. Work
includes the evaluation of laser cane systems and reading devices for the blind as well as hardware for
orthopedic handicaps.
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Services and Mental Health Administration of DHEW." The program provides
some 51 Public Health Service Indian Hospitals, 79 health centers and school health
centers, over 300 other health stations, and contracts for services arrangements
with private and community hospitals. Eligibility is extended to the nearly one-half
million "American Indian and Alaska Natives," as determined by proximity to a
reservation or by community recognition and self-identification as "Indian." Some
proportion of the FY 1972 total expenditure of $154 million40 benefits handicapped
Indian children, but we made no effort to measure this exactly and merely note the
existence of yet another program benefiting a special category of handicapped chil-
dren.

STATE CRIPPLED CHILDREN'S SERVICE AND PUBLIC HEALTH
AGENCY SURVEY RESPONSES

The survey responses from Crippled Children's Services in the states were ex-
cellent, mainly because it is a single, coordinated program which maintains reasona-
bly good data. We collected responses from Departments of Public Health to elicit
opinions about other Maternal and Child Health Programs, but the results of that
inquiry are inconclusive and noncomparable; in effect, one must look at each state
separately and make assessments accordingly.

Problem Areas Noted by State CCS Program Administrators

Funding, or the lack of it, in the face of increasing caseloads and rising medical
costs, is the foremost problem cited in response to the questionnaire survey. The
replies from the questionnaire, summarized in Table 8.25, support the general points
on this subject made previously. It should be noted that replies on problems with
the CCS program were voluntary in response to an open-ended question in the
survey, and hence the respresentativeness and completeness of responses is open to
some question. It is nonetheless useful and important to take these cited problems
into accouil t in making a more general assessment of CCS. Specific comments illus-
trate the main points in Table 8.25.

Funding. "Traditionally this program has been inadequately funded and has
run out of funds by the time the fiscal year was half over," reported New Mexico.
"The reduction in funds has meant that applications have been reduced by 27
percent this year," and it has meant for South Carolina that "only applications for
persons in acute financial and medical need were solicited and accepted." On the
issue of coverage and available funds in Tennessee it was noted, "The finances
available to the Service are limited. Since the definition of a crippled child is so
broad, it sometimes becomes necessary to limit the program to certain diagnoses in
order to stay within available funds." And a final, representative, summary com-
ment from West Virginia: "In recent years . . . we have been faced with the problem
of attempting to provide services to a very rapidly increasing caseload with just as

39 42 U.S.C. 2001-2004a.
10 Catalog of Federal Domestic Assistance, p. 157.
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Table 8.25

PROBLEMS CITED IN SURVEY RESPONSES BY CCS PROGRAM ADMINISTRATORS

23 States
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California.

Colorado

Florida

Georgia

Idaho

Illinois

Iowa

Kansas

Minnesota

Missouri

Nevada

New Mexico

New York

North Carolina

North Dakota

Ohio

Pennsylvania

South Carolina

Tennessee

Virginia

Washington

West Virginia

Wyoming

Total 16 3 6 1 2 9 6 5 9 6 5 1

Total 28 37 10

aThe following 15 states
problems: Alabama, Alaska,
ka, New Jersey, Oklahoma,
the questionnaire: Arizona
shire, South Dakota, Utah,

responded to questionnaire, but did not voluntarily answer questions on
Connecticut, Hawaii, Indiana, Kentucky, Maine, Michigan, Montana, Nebras-

Oregon, Texas, and Wisconsin. The following 11 states did not respond to
, Arkansas, Delaware, D.C., Louisiana, Maryland, Mississippi, New Hemp-
and Vermont.
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rapidly increasing medical costs ... we do not feel the funding was increased suffi-
ciently to handle the broadening of the Program and expansion of services."

On Stability of Funding and Results. From Iowa: "Late knowledge of fund-
ing makes planning and operations very difficult." New York State feels the need
to stabilize the method of funding. In addition, allowance must be made for pro-
viding a mechanism which provides for rising costs and improvements in technology
which affect costs.

Personnel Increase. From Florida the need of more personnel to insure ade-
quate coverage is noted in the following terms, "If a full range of services were to
be provided to all citizens who need it, we would have to have more personnel and
resources." Minnesota's respondent stressed that they would like to "strengthen
follow-up care in the community through increased staffing."

Programs and Performance. As a collective class of specific problems, pro-
grams and performance accounted for the bulk of the complaints, although many
of the problems are clearly rooted in insufficient resources. Noted most frequently
were problems with the Federal guidelines, particularly who should be served, and
the lack of coordination between Federal and state levels of authority and responsi-
bility among related local programs. The issue of who to serve is a profoundly
difficult one having deep moral implications, and is not uniformly resolved by the
states. Depending on the time of the fiscal year, the number of children who are
currently in the queue awaiting services, and the specific selection mechanisms that
the individual state has worked out to make these choices, enormous disparity exists
(from state to state and within a single state at different times) between the classes
and numbers of children who will be served.

Guidelines and Eligibility/Coverage. Nevada has insufficient funding "to
provide and include the following conditions in the CCS program: neoplasms, endo-
crine and metabolic diseases, blood dyscrasias, hyaline membrane disease, severe
skin conditions, cystic fibrosis, and convulsive disorders." What happens to children
suffering from these disorders in Nevada was not mentioned. In Washington State,
"CCS provides medical care through the autonomous county ary7 District Health
Departments. No funding is availableto them directly for the nursing, consultative,
and clinical services provided." In South Carolina the me -;a1 dilemma was under-
scored when funds ran out, as was the case in 1971-1972 when hospitalization was
"curtailed" for 4.5 months and "Many children needing hospitalization during this
curtailment period were unable to receive such care."

Coordination. On the issue of coordination, one striking feature is that the
states who listed this as a problem are also the ones that have attempted to do
something about it by creating "agreements" among related service providing agen-
cies either by collapsing all resources as much as possible into a common "kitty"
from the CCS, MCHS, and 11=le XIX programs or by creating handicapped registers
and other information and accounting systems.

Iowa's CCS agency indicated, "Without a Federal coordinating council, it is not
easy to create state coordinating councils. The result is that some services are
reduplicated and some are not provided." Pennsylvania is trying to rationalize all
programs for the handicapped and recommends "Merger of all Federal funding for
medical problems of children into one agency, with sufficient capacity to conduct cost
analysis and impact evaluation of programs." To these ends, the Governor of Penn-
sylvania is to be commended for creating a Commonwealth Child Development
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Committee." In West Virginia the problem has reached the point where it is noted,
"There is great need for concentration of effort and cooperation of agencies and
programs to conserve medical manpower, better utilization of manpower and facili-
ties, resulting in improved services to the handicapped"; the problem is defined as
being largely federally created and results in "duplication of effort caused by new
'legislation providing funding in various directions."

Poor accountability was noted in several responses and revolves around the
problem of inadequate standards and procedures of data collection and analysis. It
is an issue cf some moment, given the current debate about special revenue sharing
and the need for evaluation control.

Accountability. The Missouri survey response indicated that "There is a
great need to reevaluate Federal statistical reportsoutdated; also some reports are
a nightmare to read and interpret." Pennsylvania's response pointed out that "The
cost-effectiveness of various programs is really not known. By and large, criteria to
evaluate the effect of public supported services on the lives of the handicapped are
not available."

And finally, one comment from Ohio captures the essence of the several notices
about the "political pressures" operating in the program; it also serves admirably
as a summary statement for this brief excursion into the survey responses on the
problems with the CCS program. "'Splintering' at service level must be stopped. It
occurs because Congress adopts funding for specific disabilities. There should be a
coordinated contribution by the Federal and state governments, and states should
have coordinated programs for 'handicapped youth'."

Notable Features of Selected CCS State Programs

We point out in Table 8.26 some notable program features that are worth more
detailed investigation in subsequent, in-depth investigations of the CCS program.
Several points are worth elaboration. Illinois and Oregon have located their Crip-
pled Children's program within the organizational superstructure of a state univer-
sity, and in both cases the results appear favorable. Several other states have made
good to excellent use of the research and medical care facilities of university medical
centers, and we would list Iowa and Minnesota as two representative examples of
this practice.

Program analysis of reasonably high quality, as evidenced by the detailed and
competently executed samples of work returned with the survey questionnaire, is
being done in Indiana, New York, Pennsylvania, Colorado, Washington, and several
other states. Future investigations of CCS (particularly if revenue sharing becomes
a reality) should determine what it is about the evaluation and analysis functions
in each of these states that makes them stand out from the average. Then efforts
should be made to try to replicate those positive features in as many other states
as possible.

Why does Colorado have a total registry for the handicapped, and what do they
do with the information contained in it? Are services more effectively provided in
Indiana because they have a detailed health-service index that allows some fairly
sophisticated analysis to support and precede the hard choices about who should be

41 Governor of Pennsylvania, Executive Directive *35. March 30, 1972.
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Table 8.26

SOME NOTABLE FEATURES OF SELECTED STATE CCS PROGRAMS

State Features

Alabama

California

Colorado

Connecticut

Illinois

Indiana

Iowa

Michigan

Minnesota

Nevada

New York

North Carolina

Oregon

Pennsylvania

South Carolina

Washington

West Virginia

Wisconsin

Wyoming

Relies exclusively on physician referrals

Depends on the medical (Medicaid) program for 50 percent of CCS
support

Maintains Registry of Handicapped Children; good accounting and
planning evident

CCS folded in with Department of Public Health

Good records; good accountability for individual children in
case load; university based

Good program analysis group; thorough plan

Good use of state university; lively and imaginative research
component; strong identification component

Coordinated plan, combination of CCS/MCHS/Title XIX resources
under one administrative umbrella; Register of Handicapped by
county

Thorough, comprehensive plan; strong outreach (identification)
component; proud of medical diagnosis activities

Concise handbook detailing CCS for participating physicians

Good plan based on demographic forecasts; clear statement of CCS
objectives; well-specified list of approved disorders

Central billing service for MCHS, CCS, and Chronic Diseases
(reduced administrative overheads)

University based; good research component

Integration and coordination of MCHS and CCS to get more care
for available resources; good plan

Child Evaluation Clinics--diagnosis, direction, and resources
planning for individual child

Good management information system support utilized; coordination
"agreement" between Public Assistance and CCS/DPH; good plan;
good use evident of University of Washington for research

CCS in Department of Welfare resulting in coordination of CCS
and Title XIX resources and programs

Thorough financial eligibility statements and procedures

Detailed plan; mobile teams to serve remote areas

served, for how long, and with how many resources? If such is the case, and we have
a strong suspicion that it is, then what might Federal officials do to promulgate the
analytic lessons that have been learned the hard way in Indiana so that all states
might benefit? We have already seen that Minnesota is identifying and serving
nearly four times as many multiply handicapped children as the national average,
why? Can whatever Minnesota is doing be replicated elsewhere to improve the
identification, diagnosis, and planning for services needed by multiply handicapped
children throughout the country? If the answer is 'yes," then Federal officials might
take some responsibility to see that what Minnesota and other states are doing
"right" for their children begins to be done "right" for children in all states.
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Summary Comments from In-Person State Interviews and Survey:
CCS Program

The following are general summary comments made to us about the CCS pro-
gram:

The level of funding has remained relatively stable in absolute dollar terms
over the past five years or so, has not kept pace with inflation generally, or with
the hyper-inflation of the medical market, and has resulted in reduced coverage
and aggravated the serious ethical issue ofselecting which handicapped children
to serve.
The national policy for the Crippled Children's Program is not clear; indeed the
state-to-state variability in the number of dollars devoted to differing numbers
of children having vastly different mixes of handicapping conditions is stagger-
ing.
CCS is not reaching even half of those who in all likelihood could benefit from
it and are entitled to the services it represents.
With several noted exceptions, individual children are not tracked to assure a
good match between the specific services required and the specific and changing
needs of the handicapped child.
Categorical coverage of specific diseases has been resorted to both in response
to Federal legislative pressure and to the need to make choices tAbout which
classes of disease should be covered with limited funds. The result has been
"faddish" and capricious cycles in covered diseases (where a child with disability
X in one state receives coverage, and a child in an adjacent state having the same
problems and an equally legitimate claim to services does not).
With several notable exceptions, planning and resource guidance information
for the families of CCS recipients is not well developed, and should be. It is
expecting too much of the parents of a handicapped child to know which special:
ist is best to treat their own child and where to get the resources (in addition
to CCS support) to which they are entitled and which might make the difference
between popper and inadequate care. This function, given the fact that the
market for this kind of information is imperfect at best, is readily performed by
states and localities, but only if some uniform demand for it is placed on them,
and that is a potential Federal job.
The CCS model is general purpose (or has become so with the addition of a
variety of handicapping conditions in the last ten years), well-run for the most
part, and probably should be considered for expansion and emulation. If other
mechanisms of assistance are not working and are collapsed or terminated, it
was suggested that the CCS delivery mechanism be considered as a viable,
well-tested alternative.

Problem Areas Noted by State Public Health Administrators. Of those
administrators completing the questionnaire, most did little more than present a
sample of the programs that they thought benefited handicapped children; very few
made any comments about problems or suggested ways the system might be im-
proved. Officials in ten states responded with specific comments about problems and
suggestions for improvement; an additional fifteen responded but did not volunteer
any comments.
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Of the ten responses with suggestions, noted were the need for coordination of
services and less fragmentation of programs. For instance, from Illinois we heard,
"MCH, Title XIX, and CCS are all competing for the same kids, but they [the
programs] are a mess to understand and figure out." In Oklahoma, the problem of
categorical programs was noted as well as the coordination issue: "There are just
too many categories; we need a 'Civil Rights for the Handicapped' to treat them just
like other people."

Eight state administrators wrote that they would like to comply with our re-
quest to fill out the questionnaire but for a variety of reasons they 'could not (i.e.,
staff problems, lack of data, too many other questionnaires).

Interviews with Public Health Administrators. The coordination of ser-
vices problem was central in the discussions we had with Department of Public
Health officials. MCHS programs stress screening for hearing and visual disorders;
however, there are implementation problems that are not reported in gross sum-
mary statistics. In Illinois, for instance, CCS has a small program for hearing disor-
ders and essentially none for vision; Children and Family Services runs the residen-
tial schools for the deaf and blind; Vocational Rehabilitation provides job placement
and training services for the visually and aurally impaired over age 16; the Office
of the Superintendent of Public Instruction (State Board of Education) is responsible
for training and special education and has been responsible for the school nurses
who have done screening in the past; and now the Department of Public Health has
been reassigned responsibility (largely because of MCHS money) to take over hear-
ing and visual screening. "School nurses are not particularly happy, and fear the
loss of their job." The Health Department is not staffed to do the whole job and still
depends on schools to screen in the predominantly rural and poor areas; and screen-
ing not done by the Department of Public Health directly must be monitored by
consultants to insure compliance with standards, but such consultants are hard to
get and are expensive. The result is that this one major programhearing and
vision screeningrequires an interagency coordination committee, but there is no
such committee and the likelihood that there ever will be one is "not high given the
vested interests in competing departments."42 We strongly suspect that this exam-
ple is symptomatic of many difficulties resulting from the piecemeal approach char-
acterized in the current provision of health-related services.

Insufficient resources, of course, is noted in many of the interviews as a basic
problem with MCHS programs at a state level. In Wyoming, for example, we were
told that 11 of the 23 counties do not have full time public health nurses and depend
for these services upon itinerant traveling nurses or on welfare case workers. De-
spite the fact that the Rehabilitation and Health Departments have incentives to
cooperate, they both maintain separate pools of medical talent, but cooperate on
cases that are unusually expensive. School nurses are autonomous from the Health
Department, are paid by the State Education bureaucracy and, with the exception
of providing vaccines, Public Health has little or no control over this health (screen-
ing, immunization, general care) function."

The separation of retarded children from regular public health channels was
discussed in our interviews in Massachusetts with the comment that in selected

42 Interview, Illinois Department of Public Health, September 26, 1972.
49 Interview, Wyoming Department of Public Health, October 11, 1972.
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health surveys of the resident retarded population it was discovered that "60 to 70
rercent have orthopedic problems, 40 to 50 percent have other medical problems.
This means that every child requires two or three speciality medical consultations."
It was suggested that they have not routinely been getting all the health services
needed. The program to screen children at birth was candidly assessed as "not well
done," and other preschool screening efforts were termed "random.""

PREVIOUS STUDIES AND DATA AVAILABILITY

Previous Studies

CCS programs have not been assessed in the same detail that, for example,
vocational rehabilitation programs have. And the lack of a strong research and
evaluation component in the basic MCHS program has been noted previously.

Some program analyses have been initiated by the individual states on behalf
of their own specific programs or have, rarely, been carried out by ad hoc advisory
committees on a nonroutine and not particularly detailed basis. In this latter catego-
ry, we noted earlier the work of H. W. Wallace et al.," and would add that while
the authors' intentions are well meant, there is little evidence presented in the
paper that would allow an interested outside observer to draw his own conclusions
about the efficacy of CCS programs. In the state-initiated category, we note the
following four interesting but rather specialized and nonaggregated examples.

1. John C. MacQueen and a number of colleagues in Iowa's State Services for
Crippled Children conducted a detailed survey of Iowa's handicapped children to
determine their precise nature and needs. The survey appears to have been carefully
done, is thorough, and policy related as illustrated by this concluding remark:

. the project staff' identified one outstanding need shared by all children
in the study groupthe need for coordination of the complex array of ser-
vices required by handicapped children and youth."

The report went on to recommend the creation of "Community Service Centers" to
cope with this significant, unmet need of all handicapped children. We commend the
report to the reader's attention and suggest that it is a viable starting point and
design for similar studies in other states. In attempting to measure the number of
handicapped children, the severity and degree of their various conditions, the extent
and probable duration of their dependency, and immediate and potential needs, the
Iowa researchers have essentially gotten to the heart of the largely unresolved and
pressing issues of who needs what kinds of services for how long. Stress is given to
services that we call "identification" and "direction."

2. Oregon has created a Policy Manual that details the CCS program in that
state in plain, easy-to-understand language so that a busy physician or a distraught

" 4 Interview, Massachusetts Department of Public Health, August 25, 1972.
4' Wallace, Cohen, and Siffert.
" J. C. MacQueen et al., Planning Comprehensive Services for Handicapped Children and Youth, Iowa

State Services for Crippled Children, Iowa City, Iowa, April 1972, p. 125.
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parent might learn quickly and accurately what CCS could do for the handicapped
child." It is a general model that may be worth widespread emulation. We did not
determine the extent of this document's distribution throughout the state and hence
have no idea of how well it has been received and utilized.

3. The journal, Tennessee Public Health, turned over an entire issue to CCS,"
but that effort was more descriptive than analytic and was clearly intended to
inform the health professionals of Tennessee about the details of the program.

4. Indiana's Division of Crippled Children's Services has created an imagina-
tive Health Problem Index that uses the operational data generated in the CCS
caseload to develop planning indices; these are used to order in a rational manner
the actual problems and potential costs confronting the CCS program in Indiana."
According to this index, accidents, poisoning, and violence (taken as a class) rank
first among etiologies demanding CCS attention and responsiveness, diseases of the
nervous system and sensory organs are second, diseases of the digestive system are
third, and diseases of the bones and organs of movement are fourth. The calculations
involved in making this ranking determination are not particularly complex and
involve direct consideration of prevalence and lost productivity, among other fac-
tors. This sort of initiative could be analyzed by responsible Federal officials and
more widespread use encouraged if the results in fact are shown to be improving the
quality and management of services.

5. The comments we received from officials in Missouri appear to describe the
more normal case of poor or nonexistent program evaluation. In those comments it
was noted that there are no good standards for evaluation and hence evaluations are
not done or are done differently in different states; there tare no good planning
standards and hence some states have respectable and useful plans while others
have none; and finally, reference was made to the lack of information in feedback
from the Federal Government, e.g., a "Federal audit to standardize hospital fee
schedules was conducted in Missouri last year, but we never saw the results."

There are literally hundreds of studies that have been conducted on small,
well-defined segments of the substantive areas encompassed by MCHS and CCS
programs. One must distinguish between a very narrow detailed study (e.g., one
study describing a prenatal care project in a given state for a limited period of time),
of which there are many examples, and a comprehensive review and analysis of all
projects in all states, of which there are few if any examples. The uncoupled, frag-
mented, and disjointed nature of the overall health service system is faithfully
reflected in the kinds and numbers of research studies about elements within the
system. One exception to this general characteristic is the Weckworth study men-
tioned earlier. Unfortunately, the results of that MCHS generated effort were not
available for inclusion in this report.

Another exception is a comprehensive study that looks at one service for one
type of disorder (e.g., prevention services for rubella), and we have found an excel-
lent example in the case of the Bio-dynamics report on the Rubella Immunization

41 Policy Manual for Crippled Children's Division of the University of Oregon Medical School, Oregon
State Systems of Higher Education, State of Oregon.

44 A. L. Faust and S. Stecher (eds.), "Crippled Children's Services," Tennessee Public Health, Vol. 20,
No. 3, July-September 19T1, entire issue.

49 W. E. Deacon, Development and Application of a Health Problem Index, Indiana State Department
of Welfare, Division of Services for Crippled Children, April 1972.
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Program.5° In taking a comprehensive look at all rubella programs, Bio-dynamics
ran into many of the same system and organizational phenomena that we have by
looking at a variety of programs for handicapped children. Among the many recom-
mendations made in that report, underlying themes stressed problems of coordina-
tion, lack of program evaluation, poor to nonexistent information about programs,
and personal and institutional problems with doctors, bureaucrats, and the served
population.

Data Availability

The germ of an excellent accountability system exists in the very detailed,
50-state reports used to produce the general summary document, Children Who
Received Physicians' Services under the Crippled Children's Program." But there
are problems associated with these data. When we began this study in March 1972
we made several visits to see responsible officials in Maternal and Child Health
Services and inquired directly about comprehensive data collected at the state or
local level about the CCS programs. We were not informed of these documents from
each state until some months later; while interviewing officials in Wyoming, they
showed us the working sheets they were using to prepare the upcoming year's totals.
Armed with the Federal form number, we returned to MCHS and requested all 50
state reports. We learned that MCHS had only the summary data we had been given
in March, and turns over the detailed data reports on a contract to computer
specialists at George Washington University who in turn produce the general sum-
mary document.

We can safely say that the Federal Government is conducting very little data-
based programmatic evaluation of the CCS program. Once the computer tapes of
detailed state reports have been transferred to the subcontractor at George Wash-
ington University and the summary document prepared, as far as we can determine,
only slight additional analysis is made of the information.

Maternal and Child Health Service: State Plan Analysis. As part of the
contract to George Washington University for its Operational and Demographic
Analysis for Maternal and Child Health Project, we obtained a computer listing of
all state plans for 1969. This information is summarized in the accompanying tables
to indicate the kind and quality of data that are available The basic information
carried in this file deals with the kinds of programs run in the states with MCHS
and CCS funds; which states are providing what kinds of services; and, by rearrang-
ing the information, total verbal pictures of all services provided for each state. The
information is reasonably detailed, but limited at the same time. Except for gross
total dollar values budgeted for all services for ea'h state, there is no indication of
how the dollars have been broken down by service, nor is there any indication of how
many individuals received the services, the kinds of handicapping conditions served,
the ages, and so forth. This is basically a listing of some 273 separate services and
activities according to the states providing each. It is four years old, but it is the most
up-to-date analysis available.

5° Bio-dynamics, Inc., Evaluation of the Rubella Immunization Program, for HEW/ASPE, Contract
No. HEW-OS70-153, June 30, 1971.

51 MCHS Statistical Series No. 3,1970. This report replaces NCSS Report CC-1 and reflects the switch
to computer based operations.
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The information in Table 8.27 shows the wide variety of services the states
provide under both the MCHS and CCS programs. It reinforces our earlier view and
finding on the difficulty of irnal-4T whole program assessments where the contribut-
ing elements are numerous and inconsistent across all units of observationin this
case, the states. On the issue of consistency, we searched through the data in Table
8.27 for all services or activities that are provided by 45 or more state programs,
taking both CCS and MCHS sponsorship together. There are only two such activities:
training of health personnelown; and services for errors of metabolismPKU
screening. When we looked for services provided in 40 or more state programs, we
found two more: well-child care and cleft lip and palate programs. Dropping to 35
state programs providing the same service, we found five more activities: training
of health personnelother; casefinding programsCCS; diagnostic CC services
comprehensive; speech therapy; and nutrition services.

The information in Table 8.27 has been condensed and summarized according
to the type of service provided a handicapped child or his family directlythe basic
functional categories adopted for this study. These data are represented in Table
8.28 according to source (either MCHS or CCS service) and activities. From this
translation of the 273 activity and service labels used in the summary of state MCHS
and CCS plans, it is quite evident that MCHS programs stress identification through
screening and registration mechanisms, and prevention via immunization and other
disease-specific programs. CCS is primarily concentrated on medical treatment and
direction, where diagnosis is the main means of providing the latter service.

Table 8.27

MCHS AND CCS PROGRAM SERVICES AND ACTIVITIES., 1969 SURVEY

?rogram Services and Activities

Number of State Programs

MCHS CCS Total

Definition of standards for facilities, maternity and/or nursery 16 16
Definition of standards for facilities, day care 8 8

Definition of standards for facilities, day care for infants 0
Definition of standards for facilities, day care for migrant infants 4 4

Definition of standards for facilities, day care for children 0
Definition of standards for facilities, foster home care 3 1 4

Definition of standards for facilities, crippled children's care 13 13
Definition of standards for appliances and appliance vendors 2 2

Definition of standards for infant and child health 3 3

Definition of standards for school health programs 10 10
Definition of standards for medical specialists 2 3 5

Definition of standards for dental specialists 0
Licensing or supervision of facilities, maternity and/or nursery 8 8

Licensing or supervision of facilities, day care 7 7

Licensing or supervision of midwives 10 10

Licensing or supervision of environmental health or facilities 7 7

Licensing or supervision of facilities, foster home care 3 3

Training of health personnel for emergency childbirth 2 2

Training and instructions for midwives 6 6
Training of health personnel, own 33 15 48
Training of health perionnel, other 32 5 37

Studies of maternal mortality 28 28
Studies of maternal morbidity 3 3



216

Table 8.27--Continued

Program Services and Activities

Number of State Programs

MCHd CCS Total

Studies of perinatal mortality
Studies of birth and fetal death information
Studies of neonatal mortality
Studies of infant mortality
Studies of illegitimacy
Studies of hyaline membrane disease
Studies of child abuse
Studies of handicaps
Studies of accidents
Studies of child hospital care
Studies of school health services
Studies of fluoridation treatment
Studies of hearing
Studies of birth defects
Studies of PKI1
Studies of rubella
Public education and information for maternal and child health care
Public education and information for maternal and child health services
Public education and information for crippled children's conditions and care
Public education and information for school health
Public education and information for school nutrition
Public education ant] information for crippled children's programs
Public educatiAn and information for occupational health recommendations
Specific services for maternity care, comprehensive
Specific services for prenatal care, comprehensive
Specific services for prenatal care, clinic
Specific services for prenatal care, special consultation
Specific services for prenatal care: unwed mothers
Specific services for prenatal care: lab studies, comprehensive
Specific services for prenatal care: lab studies, rubella test
Specific services for prenatal care: lab studies, rubella immunization
Specific services for prenatal care: lab studies, rubella register
Specific services tor prenatal care: lab studies, cervical cancer test
Specific services for prenatal care: lab studies, high risk mothers
Specific services for prenatal care: lab studies, blood tests
Specific services for prenatal care, teenage girls
Specific services for prenatal care, nursing care
Specific services for prenatal care, high risk mothers
Specific services for delivery care
Specific services for delivery anesthesia and analgesia
Specific services for delivery, emergency home service
Specific services for maternity, emergency medical care
Specific services for maternity, emergency transportation
Specific services for postnatal care
Specific services for infant formula
Specific services for high risk babies
Specific services for premature babies
Specific services for migrants, nursing
Specific services for genetics, counseling
Specific services for genetics
Specific services for expectant parent classes
Specific services for gonococcal conjunctivitis investigation
Specific services for maternity care mail notification program
Specific services for homemaker program
Specific services for ilome nursing
Obstetric nursing services
Sex and family life programs
Sex education program/
Family life education programa
Premarital blood test
Interconceptional care
Family health care referral services
Family health services migrant

17

7

2

4

1

2

3

1

3

4

1

2

1

1

22
9

7

5

2

33
8

28
5

7

7

6

1

3

3

2

3

6

7

4

1

2

2

2

20
2

10

27
6

11

5

22
1

5

1

8

1

3

7

9

2

1

3

13

14

1

1

5

1

17

8

2

0
4

2

2

0

3

1

3

4

2

2

1

1

22
9

13
7

5

14
2

33
8

28
5

7

7

6

1

3

3

3

2

3

6

7

4

1

2.

2

2

20
2

11

28
6

16
6

22

1

5

1

8

1

3

7

9

2

0
1

3
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Table 8.27--Continued

Program Services and Activities

Number of State Programs

MCHS CCS Total

Well child care
Infant and child care mail notification program
Childrens immunization clinic

43

6

32

43
6

32
Provision of immunization supplies 23 1 24
School health programs 31 31

Pediatric services comprehensive 11 2 13
Pediatric hospital services 3 3

Pediatric hospital services for crippled children 9 9

Pediatric clinic services 9 3 12
Pediatric clinic services for crippled children 8 8
Pediatric consultation services 7 5 12
Pediatric medical services for day care children 3 1 4
Pediatric screening of day care children 1

Pediatric medical services for foster home children 1 2 3

Pediatric screening of foster home children 1 2 3

Pediatric services for children with birth defects 2 4 6
Pediatric screening of children with birth defect's 3 1 4

Pediatric follow-up of children with birth defects 2 2

Pediatric home care for children with birth defects 1 1

Pediatric surgery for children with birth defects 3 3

Register of children with birth defects 3 1 4

Services for errors of metabolism, comprehensive 2 3 5

Services for errors of metabolism, PKU screening 44 5 49
Services for errors of metabolism, PKU register 10 1 11
Services for errors of metabolism, PKU care 16 6 22
Heritable metabolic disease screening (other than PKU) 9 2 11
Heritable metabolic disease treatment (other than PKU) 3 3 6
Pediatric screening headstart 7 7

Pediatric screening migrant 4 4

Pediatric treatment migrant 5 2 7

Pediatric services for children with communicative disorders 2 3 5

Poison control 8 8

Poison control information program 13 13
Poison control treatment center 6 1 7

Poison treatment 1 1

Adolescent health program 6 6
Accident prevention 7 2 9
Accident prevention information 9 9

Accident treatment
Comprehensive care for children 11

1

2
1

13
Comprehensive care for poverty children 8 1 9

Program for prevention of child abuse 2 2

Pediatric nursing service 1 1 2

Casefinding programs,CC 3 34 37

Program for prevention of crippling disease 1 1

Diagnostic CC services, comprehensive 1 36 37

Diagnostic CC services, emergency 3 3

Diagnostic CC services, X-rays 13 13

Diagnostic CC services, lab tests 11 11

Diagnostic CC services, planning health care program 0

Vocational CC rehabilitation 10 10

Special educational needs for CC 2 2

Comprehensive CC treatment 20 20

CC treatment clinics 1 18 19

CC treatment inpatient hospital 29 29

CC treatment outpatient hospital 19 19

CC treatment convalescent I 17 17

CC treatment home care 17 17

CC treatment physical therapy 1 29 30

CC treatment occupational therapy 17 17

CC rehabilitation care 9 9

CC social services 1 16 17

Social and emotional evaluation of CC family 4 4
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Table 8.27--Continued

Program Services and Activities

Number of State Programs

MCHS CCS Total

Housing for parents of hospitalized CC patients
Transportation to special CC centers
Homemaker services for families with CC patients
Provision of appliances and equipment
Register of children with crippling conditions
Education services for CC children
Summer camps for CC children
Provision of drugs for treatment
Orthopedic comprehensive service
Orthopedic diagnosis
Orthopedic treatment
Cystic fibrosis comprehensive service
Cystic fibrosis diagnosis
Cystic fibrosis treatment
Cerebral palsy comprehensive service
Cerebral palsy diagnosis
Cerebral palsy treatment
Convulsive disorders services
Cardiac conditions comprehensive service
Cardiac conditions examinations
Cardiac conditions surgery
Cardiac conditions care
Heart disease control
Rheumatic fever program
Rheumatic fever register
Plastic surgery
Endocrine disorders
Metabolic disorders
Urological disorders
Visual problems
Visual problems screening
Visual problems surgery

Meningomyelocoele and hydrocephalus program
Meningomyelocoele and hydrocephalus standards for care
Meningomyelocoele and hydrocephalus care
Diabetes program
Diabetes diagnosis
Diabetes treatment
Nephrosis program
Nephrosis tests
Nephrosis drugs
Nephrosis care
Severe burns
Developmental problems program
Developmental problems screening
Developmental problems care
Venereal disease programs
Oral cancer program
Mental health program
TB program
T3 diagnosis
TB treatment
TB screening
Castro- intestinal program
Neoplasm program
Chronic disease lab testing
Severe multiple handicapped children's program
Hemophilia program
Vision testing program
Vision testing, preschool
Vision testing, school
Vision testing, glaucoma
Eye care services

5 5

1 17 18
1 2 3

3 31 34

2 15 17

1 5 6

1 5 6

2 12 14

1 18 19

1 25 26

26 26
1 12 13

2 16 18

2 19 21

11 11

2 9 11

18 18

2 16 18
2 15 17
2 22 24

24 24

27 27

2 2

6 10 16

3 1 4

31 31
2 2

5 5

8 8

4 4

0

8 8

3 3

0
4

2 2

1 1

2 2

1 1

1 1

1 1

1 1

10 10
5 1 6

6 2 8

5 2 7

3 3

1 1

5 2 7

7 7

4 4

2 2

8 8

2 2

2 2 4

0

6 6

1 3 4

11 1 12

20 20

19 19
1 1 2

2 10 12
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Table 8.27--Continued

Program Services and Activities

Number of State Programs

MCHS CCS Total

Eye care services, school 1 1

Schools for the blind 3 3

Vision conservation program 6 1 7

Hearing testing program 12 3 15

Hearing testing, infants 10 1 11

Hearing testing, preschool 19 3 22

Hearing testing, school 20 3 23

Hearing testing, migrants 2 2

Intelligence testing for children with hearing defects 1 1

Hearing conservation 14 15 29

Provision of h.aring aids 7 19 26

Hearing therapy 5 20 25

Hearing diagnosis 11 10 21

Schools for the deaf 2 4 6

Surgery for children with hearing defects 1 7 8

Speech defect screening 7 4 11

Speech therapy a 26 35

Speech defect diagnosis 5 5 10

Intelligence testing for children with speech defects 1 1

Speech defect surgery 3 3

Dental care and screening 18 5 23

Dental care, school children 14 14

Dental care, handicapped children 4 15 19

Dental care, migrant workers' children 5 5

Dental care, pregnant women 1 1

Dental care, preschool children 1 1

Dental care, headstart 1 1

Dental health education 8 8

Dental health education, school 8 8

Dental health education, general 4 4

Program to encourage youth to enter dental profession 2 2

Support for community dental programs 3 3

Fluoride programs 6 6

Fluoride programs, topical 8 8

Fluoride programs, community 5 5

Fluoride programs, self application 5 5

Orthodontic program 2 23 25

Cleft lip or palate program 1 41 42

Nutrition services 30 5 35

Nutrition services, day care center 8 8

Nutrition services, school lunch 13 13

Nutrition services, school weight control 4 4

Nutrition services, other institutions 9 9

Nutrition services, head start 3 3

Nutrition services, comprehensive needs 1 1

Nutrition services, mental retardation children 4 4

Nutrition services, chronic disease children 4 4

Nutrition food services 1 1

Nutrition evaluation 3 3

Mental retardation program 4 3 7

Mental retardation screening 9 1 10

Mental retardation guidance 6 3 9

Mental retardation diagnosis 14 8 22

Mental retardation treatment 9 6 15

Mental retardation services 18 5 23

Mental retardation speech services 3 2 5

Mental retardation physical therapy services 2 2

Mental retardation hearing services 2 2 4

Neurological services 3 15 18

Neuromuscular conditions, services 1 1 2

Neurosensory conditions, services 1 1

SOURCE: George Washington University, "Operational and Demographic Analysis for Maternal and Child
Health Project," Computer Runs, December 1972.
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Table 8.28

CLUSTERS OF MCHS AND CCS SERVICES/ACTIVITIES CONVERTED
TO HANDICAPPED FUNCTIONAL SERVICE TYPES

Type of

Number of State
Services Provided

Handicapped Service MCHS CCS Total

Prevention 190 19 209
Identification 245 55 300
Direction 63 281 344

Counseling 6 9 15

Medical care 102 409 511
Education 3 12 15

Special training 21 26 47

Vocational training 0 19 19

Job placement 0 0 0

Sensory aids/equipment 10 50 60
Personal care 4 9 13
Recreation 1 5 6

Income maintenance 0 0 0

Research 53 3 56

SOURCE: Derived from Table 8.27.



9. RESEARCH: THE NATIONAL INSTITUTES OF HEALTH

OVERVIEW AND SUMMARY

The nature of the research performed by the National Institutes of Health
(NIH), makes it extremely difficult to impute exact impacts of specific programs on
the health and welfare of handicapped children. We indicate child-specific research
that is oriented toward reducing the incidence of handicaps in general, which, of
course, must also reduce handicaps among the young. The reader is warned, howev-

er, that items included and excluded as child-specific research are judgmental. These
items may or may not correspond exactly to lists drawn up by specific individuals
in any one of the member institutes, by officials in the Department of Health,
Education and Welfare, or by other interested and responsible participants or ob-
servers.

This section describes the NIH programs that are, most directly relevant to
handicapped youth. Estimating dollars that accrue directly to handicapped children
and flow through these member institutes is an extraordinarily difficult task. With
the single exception of the National Institute of Child Health and Human Develop-
ment (NICHD), the research is usually not child-specific. Instead, the work is disease-
specific, and hence difficult to associate with any specific population subgroup. Nev-
ertheless, we have conservatively estimated that some $60-65 million of NIH re-
search could be directly associated with handicapped children. The bulk of this
amount comes from NICHD and the National Institute of General Medical Services
(NIGMS). The following subsections, which are devoted to program descriptions,
discuss this total estimate. The NIH expenditures on research for and about hand-
icapped children are considerable, compared with the special education and voca-
tional rehabilitation research expenditures of $17 million and $7 million, respective-
ly.

The NIH present a clear example of our Catalytic model. While concentrating
primarily on the innovative and stimulative features of research, NIH also provide
some direct investments in facilities (e.g., genetic research and trauma centers).
These functions are rationalized by (1) information brokerage arguments, (2) the
importance of acquiring research economies of scale (both of talent and supporting
capital investments), (3) the linking of research with professi anal channels of com-
munication in order to evaluate and disseminate new knowledge, and (4) arguments
that emphasize making known the general beneficial nature of the NIH work to
citizens in every state.
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In terms of the policy-process categories that we described earlier in this report,
it is interesting to note that a variety of structural forms have evolved for each of
the member institutes even though the professional peer-review aspects of selection
and evaluation are more or less common to all institutes. However, the recent
external interest focused on the Institutes responsible for cancer and heart diseases
may be indicative of changes in what has been basically a research-oriented and
researcher-run operation.

One of our findings for this report concerns the estimation phase of the policy
process. During our interviews at NIH, it was not apparent that population require-
ments, as evidenced in demographically based estimates of the nature and changes
in the composition of the ha-.1clicapped population, are being effectively reflected in
the setting of research priorities. For example, there is little evidence that the
demonstrable changes in the character of the handicapped youth population to
include more congenital, multiple, and chronic conditions are being mirrored in
significant shifts in research budgets associated with these conditions. When popula-
tion characteristics are captured in the estimation process, it is primarily by con-
cerned researchers and apparently not by officials responsible for the research itself.
At some level of administrative responsibility, such calculations should be routinely
made.

The NICHD and NIGMS contribute the largest share of research directly aimed
at reducing the diseases and disorders of handicapped children. In NICHD, the
program most closely concerned with handicapped children is in the area of mental
retardation, while NIGMS has concentrated a large portion of its effort on genetic
diseases and trauma research. Other basic research efforts include

Sensory-neural studies under the auspices of the National Institute for Neuro-
logical Diseases and Stroke (NINDS).
Studies of congenital and developmental abnormalities and more specific dis-
eases of the eye by the National Eye Institute (NEI).
Cleft lip and palate work by the National Institute of Dental Research (NIDR).
Heart and lung studies, including the development of improved surgical and
prosthetic equipment, by the National Heart and Lung Institute (NHLI).
Studies of allergic, immunological, and infectious diseases, including venereal
disease and other bacteriological and viral infections, by the National Institute
of Allergy and Infectious Disease (NIAID).
Research on chronic renal failure and inherited diseases of metabolism, by the
National Institute of Arthritis, Metabolic, and Digestive Diseases (NIAMDD).

With very few exceptions, it is impossible to trace and impute directly the
research dollars spent on any specific segment of the handicapped youth population.
NIH programs do have impacts; but given the unpredictable nature of research, it
is very hard to calculate many direct and immediate payoffs from the work. Is the
work relevant or useful? Certainly. It is just that it is very difficult to keep a clean
accounting of the impacts.

In summary, our main observations are the following:

A very small fraction of the NIH health research is handicapped-child specific.
Of research on handicapped youth for all services, the NIH medical contribu-
tion is by far the largest.
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NATIONAL INSTITUTE OF CHILD HEALTH AND HUMAN
DEVELOPMENT (NICHD)

The NICHD, like the other NIH institutes, makes grants available to research
organizations, hospitals, health departments, institutions of higher education, and
other nonprofit organizations primarily for basic research and research training.
The five major programs of the Institute are (1) perinatal biology and infant mortal-
ity, (2) growth and development, (3) mental retardation, (4/ population and reproduc-
tion, and (5) adult development and aging. The first three deal directly with child
health.. In addition to grants, the Institute also supports research through the con-
tract mechanism.

In FY 1972, nearly $50 million was awarded in grants and contracts in the Child
Health programs of NICHD, as shown in Table 9.1, and an additional $6 million was
spent on intramural research, conferences, scientific information dissemination,
and other direct operations. By comparison, the estimated available funds for the
Child Health programs in FY 1973 will decrease to $53 million, and the Administra-
tion budget request for FY 1974 drops still further to $51 million. Meanwhile, the
number of grant applications received annually has been increasing more rapidly
than available funds, with the result that NICHD has been able to support a dimin-
ishing proportion of those who apply each year.'

As mentioned above, three of the programs of NICHD are directly concerned
with child health, but the greatest emphasis on handicapped youth is found in the
Mental Retardation program. The primary mission of this program is to develop and
support research aimed at preventing mental retardation, and when this is not
possible, to effect its amelioration. In FY 1972, the NICHD investment in mental
retardation grants and contracts totaled $19 million. A major aspect of the program
has been the development and implementation of 12 Mental Retardation Research
Centers, authorized by Congress in 1963. All of these Centers are now operational,
and core support for their administration, facilities, and program planning wan
$5.86 million in FY 1972. In addition to the core grants, many research and training
grants in these Centers support more than 600 investigators, representing a broad
range of basic, clinical, and applied sciences. They provide a resource for multidisci-
plinary and collaborative research between biomedical and behavioral scientists to
better understand the complex causes, pathogenesis and modes of prevention, treat-
ment, and amelioration of mental retardation.

Although the main emphasis in the Growth and Development an Perinatal
Biology and Infant Mortality programs is on the normal development of infants and
children, much of the research supported by both of these programs provides basic
knowledge which is ultimately essential for the treatment or prevention of various
handicapping conditions. In addition, both of these programs support some research
that is directly concerned with health problems which could result in permanent
handicaps.

The Growth and Development program supports research in the mechanisms
of biological growth, developmental immunology, developmental pharmacology, nu-
trition, physical growth, developmental behavioral biology, learning and cognitive
development, human communication and personality, and social growth. Currently,

' Letter from L. Freedman, Chief, Program Statistics and Analysis Branch, NICHD, to G. Brewer, The
Rand Corporation, June 7, 1973.
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Table 9.1

NATIONAL INSTITUTE OF CHILD HEALTH AND HUMAN DEVELOPMENT:
GRANTS AND CONTRACTS IN CHILD HEALTH, FY 1972

Mechanism of
Support Total

Perinatal
Biology and

Infant
Mortality

Growth
and

Develop-
ment

Mental
Retarda-

tion

A. Funds (in thousands)

ReJtarch grants $36,988 $10,321 $12,039 $14,628
Training grants 6,269 2,316 2,524 1,428
Fellowships 573, 279 248 45
RCP awards* 1,931 632 895 404

Total grants 45,760 13,547 15,706 16,506

Contracts 4,020 510 1,191 2,318

Total grants
and contracts 49,780 14,058 16,898 18,824

B. Number of Pr6jects

Research grants 551 224 228 99
Training grants 84 31 36 17
Fellowships 58 27 27 4

RCP awards* 80 26 37 17

Total grants 773 308 328 137

Contracts 34 10 8 16

Total grants
and contracts 807 .318 336 153

SOURCE: NICHD, Program Statistics and Analysis Branch,
June 7, 1973.

aResearch Career Program.

the program is developing an area of expanded emphasis in adolescence, as it has
been shown that there is relatively little hard information on the many crucial
biological and behavioral changes taking place during the adolescent years.

As -an example of research in growth and development which is directly con-
cerned with handicaps in childhood, several longitudinal projects are under way in
which the goal is to assess the severity and permanence of the effects of malnutrition
on physical and mental development. Another example is research related to learn-
ing disorders and dyslexia. These are known to be abnormalities of pattern percep-
tion, and as a means of elucidating the processes involved, research is being conduct-
ed to increase knowledge of the developmental maturation of brain function. NICHD
expenditures for grants and contracts for research and research training in child
growth and development amounted to $17 million in FY 1972.

The objective of the Perinatal Biology and Infant Mortality program is to pro-
mote a coordinated program of research and training that wiii enhance understand-
ing of pregnancy and maternal health, embryonic development, fetal growth, and
infant well-being through the first year of life. Efforts are directed toward, reducing
the country's infant mortality rate, ameliorating infant morbidity, and narrowing
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the gap between the identification of new knowledge and its incorporation into the
delivery of health care. Some of this research impacts directly on preventing hand-
icaps. Examples include research on the consequences of maternal complications
during pregnancy, such as toxemia and diabetes, as well as on factors adversely
affecting the development of the fetus in utero, such as malnutrition. Also relevant
is research on adaptation of the neonate to postnatal life, including the problems
engendered by such disorders as respiratory distress, hyperbilirubinemia, hypo-
glycemia, and erythroblastosis fetalis. In FY 1972, support for all programs in
perinatal biology and infant mortality amounted to $14 million.

A major point to be made about NICHD programs is that their overall impact
on handicapped children is general and not easily assessed, as is often the case for
research projects. It is known, for example, that better prenatal care and nutrition
will reduce prematurity and that reduced prematurity reduces the odds that chil-
dren will be born handicapped. However, it is a difficult proposition to assess the
direct results of any one of the research projects that NICHD undertakes.'

NATIONAL INSTITUTE FOR NEUROLOGICAL DISEASES
AND STROKE (NINDS) 3

A major program area of research grant support is in the communicative disor-
ders (hearing, language, and speech), amounting to approximately $10 million in FY
1973. A directed research program is also under way, at the early planning and
preliminary funding stage, on communication disorders. Interesting features of the
program include (1) the development of a means to test for hearing loss in early
infancy, (2) studies of diseases connected wit1,-, childhood hearing loss, (3) research
to improve hearing aids generally, (4) research tracing the implications of high fever
with hearing loss, and (5) investigations into the possibilities of developing other
sensory channels when the "ordinary" ones have become inoperative.

The perinatal research project in 14 collaborating institutions is stuckeng
neurological and sensory disorders in approximately 60,000 children. This project
was funded at $7.5 million in FY 1973, and is directly concerned with caring for
handicapped children who have cerebral palsy; congenital defects; brain damage;
minimal brain dysfunction; mental retardation; and hearing, language, and speech
defects.

Epilepsy has been a long-time interest of NINDS, and continuing work is in
progress to determine better surgical and chemical means for treating and correct-
ing this defect. In addition, a directed program of contract-support research is under
way in developing and field testing new anticonvulsant drugs. The epilepsy program
was funded at approximately $4 million in FY 1973.

In its broad charter to study diseases of the nervous and sensory systems,
NINDS is concentrating on the development of certain prostheses for the blind.
Roughly categorized, this research is concerned with (1) the neurological pathways
that produce sensations of sight, (2) determining how these pathways might be

2 Interview., L. Freedman, Chief, Program Statistics and Analysis Branch, and S. Mollies, Program
Analysis Section, NICHD, March 15, 1972.

3 Interview, Dr. 0. Malcolm Ray, Extra-Mural Programs, NINDS, March 15, 1972.
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replicated or stimulated when they are not functioning naturally, and (3) surgical
and chemical means for correcting deficiencies of these systems.

NATIONAL EYE INSTITUTE (NEI)

Under Title IV, Part F of the Public Health Service Act, the NEI had an es-
timated total research budget of $24.95 million in FY 1973. By category of disease,
$6.2 million was devoted to the retina and choroid, $3.7 million to sensory motor
disorders, $3.0 million to corneal diseases, $2.7 million to glaucoma, and approxi-
mately $530,000 to congenital and developmental abnormalities. The remaining
bulk of the budget was spread rather widely among a number of other disease
classes.*

The primary program emphasis of NEI is on basic research in anatomy and
biochemistry of the eye. Being phased out are Model Reporting Area programs,
which are state voluntary associations for the registry of the blind, on the grounds
that they "are just not valid and they certainly are not very reliable."° It is extreme-
ly hard to assess the child-specific portion of NEI's effort. At the least, $530,000 is
being spent on congenital defects; determining the proportion of the more basic and
general work that impacts on children depends on the assumptions one makes about
the proportion of children in the total population who will not be afflicted as a result
of research-based improvements in eye health.

NATIONAL INSTITUTE OF DENTAL RESEARCH (NIDR)

As indicated in our discussion of the Crippled Children's Service, cleft lip or
palate are relatively frequent handicaps in the general population. NIDR estimates
that between 6000 and 7000 children are born annually with cleft lip/palate and
that corrective surgery and rehabilitative services for those individuals totals some
$100 million per annum. NIDR support for research into cleft lip/palate and other
related malformations and disorders amounted to approximately $2 million in FY
1970.°

NATIONAL HEART AND LUNG INSTITUTE (NHLI)

The Medical Applications Prognzm of NH:f1 is concentrating some $10.0 million
on devices to detect, prevent, and treat medically handicapping conditions of the
heart and lung. For example, research and development is being financed for (1) a

4 U.S. Department of Health, Education and Welfare, Justifications of Appropriation Estimates for
Committee on AppropriationsFY 1973, Vol. IV, p. 146 (hereafter cited as Justifications of Appropriation
Estimates).

Interview, Staff of the Program Planning Division, NEI, March 16, 1972.
Memo from Mr. Bruce Carson to the Assistant Secretary for Health and Scientific Affairs, March

3, 1972.
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heart-assist pump, (2) improving oxygenation equipment to aid in open heart surg-
ery, and (3) artificial prosthetic devices to replace diseased and/or damaged portions
of the heart. While the research is not child-specific, the equipment under develop-
ment will be used in the care and treatrr&nt of many children having heart and lung
disorders.

NATIONAL INSTITUTE OF ALLERGY AND INFECTIOUS
DISEASES (NIAID)

NIAID supports work that ;.3) directed toward discovering methods for controll-
ing allergic, immunological, and infectious disease problems. Major programs and
centers for allergic diseases are in operation, but the number of children who are
served and who benefit from these efforts is not readily estimable. General research
into bacterial and staphylococcal infections is also under way with NIAID support,
which is estimated to total $1.795 million for FY 1973. Drug resistance mechanisms,
venereal diseases, and viral infectious diseases are each specifically considered in
the NIAID budget, and each doubtless has some impact on the reduction of hand-
icaps to children; the exact impact, however, is impossible to determine. It is inter-
esting to note that with venereal disease reaching epidemic proportions among the
nation's youth (as well as adults), the total budget for research for this class of
diseases is $500,000 in FY 1973.7

NATIONAL INSTITUTE OF ARTHRITIS, METABOLIC AND DIGESTIVE
DISEASES (NIAMDD)

The NIAMDD makes grants for a variety of research enterprises, several of
which have some direct bearing on handicapped children and youth. For instance,
NIAMDD supports work in orthopedics (mostly related to arthritic conditions),
diabetes, and "other inherited diseases of metabolism," in which cystic fibrosis is the
one most directly related to children, although a variety of diseases and syndromes
are presently being studied with an eye to the development of preventive techniques.
Endocrinology, including digestive diseases and studies of nutrition are also carried
out under NIAMDD auspices.

Under the Kidney and Urologic Diseases segr tent of the NIAMDD budget, some
$10.162 million was earmarked for studies in FY 1973. Chronic renal diseases are
classed with several other degenerative urological diseases, and all are being at-
tacked with a total estimated research budget of $10.162 million in FY 1973. One
child suffering from chronic renal failure requires, by a conservative estimat, about
$25,000 per year to sustain life. This means that only 150 to 200 children can be
supported for the same amount of money that the NIAMDD budget devoted to
research on this problem. Or, put another way, it is surprising how little money is

' U.S. Department of Health, Education and Welfare, Justifications of Appropriation Estimates, pp.
13.22.
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being spent on investigating the causes and cures of the disorder as compared with
the staggering amounts that are being spent on its treatment.

NATIONAL INSTITUTE OF GENERAL MEDICAL SCIENCES (NIGMS)

The programs of NIGMS are extremely varied. However, the research on pre-
vention and treatment of trauma, genetically caused handicaps, and improvements
in anesthesiology are the three classes of work that apply directly to the population
of handicapped children.

Beginning in 1971, the establishment of 12 genetic research and training cen-
ters, at an average cost of $600,000, was authorized in medical centers throughout
the country. (Einstein College of Medicine in New York is one such center.) These
centers are working in four broad program areas including (1) the identification of
carriers of genetic disease, (2) mapping of human chromosomes, (3) genetic control
of the human cell, and (4) establishing a bank of human cell culture lines to enhance
the practice of genetic medicine. It is estimated by NIGMS that "one out of every
250 newborn babies have major chromosome defects that lead inevitably to mental
retardation, sterility, or serious physical abnormalities."8 Work for genetics and
genetics centers was funded at a rate of $33.5 million in FY 1973.

The trauma program focuses on ways to minimize or prevent the crippling
effects often found in victims of automobile accidents or those who are severely
burned. It is estimated that trauma (primarily as a result of accidents) claims the
lives of more children between the ages of 1 and 14 than the next six leading causes
of death combined. Some fraction of the estimated total of $8.3 million in the FY
1973 Clinical Sciences budget went for trauma research and centers.

Another specific program within NIGMS's budget for General Clinical Sciences
is directed toward improving procedures for helping premature infants suffering
from acute respiratory distress. The exact amount of this cannot be determined from
the budget, but is something less than the total $2.17 million that was allocated for
Anesthesiology and Diagnostic Radiology Centers taken together.9 In total, the
portion of the NIGMS's annual budget primarily relevant to handicapped youth is
at least $33,500,000.

p. 61.
o Ibid., pp. 61,68.



10. MENTAL HEALTH AND MENTAL RETARDATION
PROGRAMS FOR HANDICAPPED YOUTH

OVERVIEW AND SUMMARY

The proliferation of different Federal programs supporting services to mentally
ill or retarded youth has mostly been discussed in earlier sections, along with other
programs that are aimed at the general population, or at all types of handicapped
persons, rather than specifically at the mentally handicapped. In this section, we
present an overview of programs aimed primarily at the mentally handicapped;
discuss the Federal role in those programs; present available descriptive data, in-
cluding estimates of program expenditures and number of persons served; and,
finally, discuss problems cited by state mental health and mental retardation agency
administrators. Unlike previous sections of this report, research and data availabili-
ty are not discussed in a separate subsection but are integrated throughout.

Programs primarily providing services to the mentally handicapped are es-
timated to have assisted over 700,000 youth aged 0-21 in 1970. Total expenditures
in this area for youth were at least $898.2 million in 1970, of which the Federal share
was $74.7 million, or 8.4 percent. The breakdown of these figures, shown in Tables
10.1 and 10.2, indicates that the expenditures were predominantly for residential
inpatient care of the mentally retarded (54 percent) and the mentally ill (30 percent).
However, the greatest number of youth were served in outpatient facilities for the
emotionally disturbed and mentally ill. Of Federal programs, the two largest were
the Developmental Disabilities program, primarily serving retarded persons, and
the NIMH Community Mental Health Center (CMHC) program. A breakdown of the
estimated expenditures by type of handicap is shown in Table 10.3; the retarded or
otherwise developmentally disabled received the largest share with 61 percent.

There is no clearly defined Federal role nor are there even well-understood
goals underlying the provision of services to the mentally retarded and mentally ill
populations of children and youth.

With respect to the mentally retarded, even the basic diagnosis of "mental
retardation" is a fundamental operational problem. For example, in the Mental
Retardation Clinics operated under the auspices of the Maternal and Child Health
Service, nearly half of those referred and then medically diagnosed were not mental-
ly retarded at all. In the case of the Rehabilitation Services Administration's Devel-
opmental Disabilities program, we found the definition issue, not having been re-
solved in the basic legislation, was referred by the Secretary to a study group for

229
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Table 10.1

ESTIMATED MENTAL HEALTH AND RETARDATION PROGRAM EXPENDITURES FOR
HANDICAPPED YOUTH, 1970

Program

Eve ditures

Federal Total

Residential care of the mentally retarded
Inpatient care of the mentally ill
Outpatient care of the mentally ill

(except Community Mental Health Centers)
NIMH (including C) C)
Developmental disabilities (FY 1972)
President's and Secretary's Committees
on Mental Retardation (FY 1971)

49,000,000
25,000,000

660,000

$479,529,000
267,000,000

64,000,000
54,000,000
33,000,000

660,000

Total $74,660,000 $898,189,000

.SOURCE: For data sources and estimation methods, see "Programs for Men-
tally Retarded, Emotionally Disturbed, and Mentally Ill Children," in this
section.

Table 10.2

ESTIMATED NUMBER OF HANDICAPPED YOUTH RECEIVING MENTAL HEALTH
AND RETARDATION SERVICES, 1970

Number of
Handicapped

Program Youth

Residential mental retardation care . 103,073
Inpatient care of the mentally ill (FY 1969) 149,000
Outpatient care of the mentally ill (FY 1969) 570,000
Developmental disabilities (FY 1971) 88,000

SOURCE: For data sources and estimation methods, see
"Programs for Mentally Retarded, Emotionally Disturbed, and
Mentally I11 Children," in this section.

Table 10.3

ESTIMATED EXPENDITURES FOR MENTAL HEALTH AND RETARDATION PROGRAMS
FOR YOUTH BY TYPE OP HAND;CAP, 1970

Handicap
Estimated

Expenditures

Mentally retarded, developmentally disabled $549,189,000
Emotionally disturbed, mentally ill 349,000,000
Total $898,189,000

SOURCE: For data sources and estimation methods, see "Pro-
grams for Mentally Retarded, Emotionally Disturbed, and Mentally
Ill Children," in this section.
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deliberation. On this score, we do not fault those responsible for the various pro-
grams, but merely note that the issue is a terribly difficult one having grave implica-
tions for program planning, funding, and evaluation.

It is hard to plan when information is in short supply, orenonexistent, but this
is the case for practically every program we observed touching the lives of mentally
handicapped children and youth.

The question of cost is also thorny, but here at least there are some data, much
of which indicate that the general skyrocketing of medical expenses has also impact-
ed on mentally retarded children, irrespective of whether they are inpatients or
outpatients, although the impact on the former is far greater than on the latter. The
cost factor is one of the major elements (humanitarian concern for better care and
alternatives to a mental institution being others) that accounts for the trend away
from institutionalization and toward outpatient care for the mentally retarded.

Mentally retarded people in hospitals account for the greatest expenditures,
even though only about 1 in 25 of the mentally retarded youth receives residential
inpatient services. Since 1950, the institutionalized and mentally retarded portion
of the total population for all ages has grown only slightly. The proportion of youth-
ful residents has grown, however, especially those under age five, whose inpatient
rate per 100,000 of their cohort's population nearly quadrupled between 1950 and
1970. The average costs per patient-day for maintaining persons in institutions
basically tripled between 1960 and 1970, reaching a figure of $12.70. These costs vary
considerably across the states; five states spent less than $7 per patient-day in 1970,
while six states spent over $15.

Of the mentally ill youth served, 21 percent are inpatients, while 66 percent are
served in psychiatric outpatient clinics, 11 percent are served in Community Mental
Health Centers, and 2 percent are served in day treatment centers. The trend to
lessen the ratio of inpatients to outpatients noted for all ages of the mentally ill
combined is not mirrored in the child and youth subset of the population, where it
has remained relatively stable or even increased slightly. Costs have not remained
constant, particularly for the institutionalized mentally ill, who in 1970 numbered
some 150,000 in the 0-21 age range and whose inpatient maintenance costs totaled
at least $267 million.

In our overall investigation of Federal programs for the mentally retarded and
ill, we were struck with the extent to which effort is dispersed throughout the
government; nonetheless, there are several Federal programs that concentrate on
these populations, and we examined them in some detail.

The National Institute of Mental Health has six distinct program areas which
have some direct impact on these populations. (1) The Community Mental Health
Centers program is the largest; (2) child-specific mental health research is the next
largest; followed (in descending order of total expenditures, not necessarily by the
fraction that is child-specific) by (3) mental health training grants; (4) St. Elizabeths
Hospital; (5) mental health fellowships; and (6) hospital improvement grants.

A second focus is the Developmental Disabilities Services and Facilities Con-
struction Act which is the responsibility of the Rehabilitation Services Administra-
tion and was in FY 1972 funded at $49.54 million, some portion of which benefited
children and youth.

The following summarizes our observations about mental health and mental
retardation programs for handicapped youth:
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The Federal share of the total expended on programs primarily intended for the
mentally handicapped is not large.
Population and cost data are not well known, even by those having direct opera-
tional responsibility for programs. High quality evaluation is practically nonex-
istent, but given the poor status of primary data on the populations, that is to
be expected. In short, no one really knows who is doing what to whom and with
what effect.
Coordination among the baffling array of programs for the mentally retarded
and ill is more bureaucratic rhetoric than actuality.
Research is neither large-scale nor is it generally child-specific. As compared
with estimated expenditures for maintenance of the population of more than
$800,000,000 per year, and the lack of knowledge, the total of all research seems
quite low.
Is service provision inadequate? Many say so. The problem of funding is perva-
sive, as it has been for nearly all of the services and programs that we report
on. One result of increased budgetary pressures at the state and local levels has
been the closure of state institutions for the mentally handicapped. Rather than
an alternative to institutionalization, the community based programs have
become increasingly a replacement where the question remains whether such
shifts result in less costly or rather less visible expenses.
Is service provision inequitable? Probably, but data to assess the nature and
extent of inequity are not readily available.

ROLES AND GOALS

In no other area is there more confusion about the appropriate Federal role as
there appears to be with respect to the mentally retarded and ill. Literally all of our
characteristic role models exist in some Federal mental health or mental retarda-
tion program, but each exists only partially and none is developed sufficiently well
that it dominates. The amorphous character of the system is partly explained just
in terms of the sheer number of functionally disparate agencies that have programs
affecting mentally retarded and ill children.

The Direct Operations model is, for instance, partially evident at St. Elizabeths
Hospital. For the mentally ill and some few retarded in their CMHC in Washington,
D.C., this is a prime source of direct service, and it is located administratively within
the National Institute of Mental Health. But then there exist partial examples of
the Controllership model too. There is the Community Mental Health Center pro-
gram, whose funds are basically provided from Federal (NIMH) sources, whose
guidelines and policies aee set down in Federal offices, whose research component
is even separately mandated with Federal funds, but whose services are delivered
by the states and localities. A form of the Special Revenue Sharing model exists to
a certain extent in the Developmental Disabilities program, whose annual budget
of $50 million or so primarily benefits state planning and coordinating bureaucra-
cies, but the evaluative Plus of this type of model is practically absent. Another form
of Special Revenue Sharing, but with some degree of the evaluation Plus, also exists
in the Maternal and Child Health Service's Mental Retardation Clinics. The Catalyt-
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is model is embodied to some degree in the research and training efforts of NIMH,
in some of the research efforts of the Rehabilitation Services Administration, and
in some of the activities sponsored by the Bureau of Education for the Handicapped
in the Office of Education. However, there appears to be little real coordination
among these assorted research efforts.

In fact, if any one model of the existing system exists at all, it is one that we
did not characterize: the "Disorganization" model.

Health Services and Mental Health Administration (HSMHA) has, one might
imagine, some direct substantive reason to be preeminent among competing bureau-
cracies, but we find that the Social Rehabilitation Service, the Social Security Ad-
ministration, and even the Office of Education all have more resources to bring to
bear on the mentally retarded segment of the overall population than does HSMHA.
While each has more dollars, each also has far less direct and substantive commit-
ment to provide services to the mentally retarded and ill populations; such is simply
not the main order of business for any of them.

Functions, lacking any clearly stated objectives or well-delineated authority,
are likewise numerous and underdeveloped. There is some research and develop-
ment going on, but, even using liberal estimates of its extent, the total effort is
clearly less than the unanswered questions, the size, or even the maintenance costs
of the afflicted population would suggest to be adequate. Seed money projects are
being run in many programs, but none alone, or even in the aggregate, appears to
be solving the problems. Demonstrations, attended with much rhetoric and political
fanfare, abound; but, given the poor state of basic information, no one really knows
how well these eilbrts have fared or whether they are worth more widespread
adoption.

There have been large investments in services, hospitals, manpower and re-
search; but any investment strategy that may exist has not worked well in the sense
that there is no way of determining the dividends paid by these investments, or
whether another mix of investments might not have done the job as well or better.

Rationales are at least as numerous as the dozens of programs and agencies
dispensing services to the mentally retarded and mentally ill; but no one of them
emerges as the clearly dominant justification for these services.

The policy process responsible for the legislation, programs, and the overall
system serving the mentally retarded and ill is also underdeveloped. Because re-
search and development efforts are small on a scale relative to needs, not coordinat-
ed to any large degree, and detached from the many and varied agencies meting out
services to the population, the initial or invention phase of the process is embryonic.
Estimation is largely nonexistent because insufficient data are available to begin
making much more than crude estimates about the needs of the population. Selec-
tion remains an isolated, basically political process, generally unsupported by factu-
al information about the relative needs and demands of the population. Implementa-
tion has a few isolated bright spots; but, in the overall perspective, who really knows
what is working well, and why? Evaluation is a piecemeal proposition not closely
related to the prior phases of the policy process, e.g., invention, estimation, and
selection. And where evidence of termination exists, as in the case of state mental
hospital closures, choices appear to have been made as much for budgetary reasons
as for the impacts the closures will have on the specific, afflicted populations.
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PROGRAMS FOR MENTALLY RETARDED, EMOTIONALLY
DISTURBED, AND MENTALLY ILL CHILDREN

Previous sections have described agencies providing services to children with
any type of physical or mental handicap. Special education, 'public welfare, and
vocational rehabilitation agencies serve all handicapped persons; Maternal and
Child Health and Crippled Children's Service programs also have disease categories
and coverage for both physically and mentally handicapped. This section discusses
agencies primarily serving persons commonly labeled mentally retarded or mental-
ly ill.

Mental Retardation

Mental retardation is a pervasive and quite common problem in all societies.
Defining the terms that describe the disorder is at best a problematic undertaking
and at worst an impossible one.' Reacting to a variety of descriptors of mental
retardation (e.g., age at onset, IQ, mental age, educability), an attempt by the Ameri-
can Association on Mental Deficiency to combine the concepts of functional profi-
ciency and measured intelligence seems a reasonable enough place to begin:

Mental retardation refers to subaverage general intellectual functioning
which originates in the developmental period and is associated with impair-
ment in adaptive behavior.2

Notwithstanding definitional (and other) problems, the 1970 White House Con-
ference on Children, using estimates made by an earlier Presidential Committee,3
stated that in 1970 there were about 2.5 million mentally retarded children in the
United States under the age of 20. Of these, some 75 percent were mildly retarded
(educable), 15 percent were moderately retarded (trainable), 8 percent were severely
retarded (many trainable), and 2 percent were profoundly retarded (unable to care
for themselves).' This estimate squares reasonably well with work done by Ronald
W. Conley in his pioneering effort on measuring the economics of mental retardation
programs. Conley considers a wide variety of data in estimates of mental retarda-
tion, disaggregated by age,5 which are 679,000 children aged 04, and 1,916,000 aged

I The definition problem is thorny to say the least. We; are not about to resolve it here, but recommend
that the interested reader consult the following representative works: R. Heber, "Mental Retardation:
Concept and Classification," in E. R. Trapp and Paul Himelstein (eds.), Readings on the Exceptional Child
Appleton-Century-Crofts, New York, 1962, pp. 69-81; American Association on Mental Deficiency, A
Manual on Terminology and Classification in Mental Retardation, Monograph Supplement to the Ameri-
can Journal of Mental Deficiency, 1961; and E. A. Doll, "The Essentials of an Inclusive Concept of Mental
Deficiency," American Journal of Mental Deficiency, Vol. 46, 1941, pp. 214-219.

AAMD, A Manual on Terminology.
The President's Committee on Employment of the Handicapped, Report, Washington, D.C., n.d.

(reference to Chart 87). Another important source book is Joint Commission on Mental Health of Chil-
dren, Crisis in Child Mental Health: Challenge for the 1970s, Harper and Row, New York, 1969.

4 White House Conference on Children 1970, Profiles of Children, Government Printing Office, Wash-
ington, DC., 1971, p. 51.

A prelimiaary report is contained in R. W. Conley, "An Assessment of the Economic and Non-
Economic Costs and Benefits of Mental Retardation Programs," in J. S. Cohen et al., Benefit-Cost Analysis
for Mental Retardation Programs: Theoretical Considerations and a Model for Application, Institute for
the Study of Mental Retardation and Related Disabilia.s, Ann Arbor, Michigan, 1971. The definition of
mental retardation used was basically an IQ of less than 70. Conley's complete work will be published
in mid-1973.
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5-19, for a total of 2,595,000 aged 0-19. It is important to note that these estimates
are for the total young retarded population, not those identified and receiving ser-
vices, a considerably smaller figure, as we shall see momentarily.

The 1970 White House Conference also estimated that of the 100,000 to 200,000
babies born each year who are mentally retarded, one-fourth of their disorders are
linked to genetic abnormalities, infections of the mother during early pregnancy,
birth accidents, postnatal infections, or trauma. "In the remaining cases, inadequa-
cies in prenatal and perinatal health care, nutrition, child rearing and social and
environmental opportunities are suspected as causes of retardation."6 That is not
a great deal of information with which to formulate policy, but it is representative
of the current state of knowledge about the root causes of mental retardation, an
area clearly needing much more systematic attention.'

Budget Allocations for Mentally Retarded Persons of All Ages

In 1970, the Secretary's Committee on Mental Retardation calculated total
obligations for mental retardation activities for all age groups throughout the De-
partment of Health, Education, and Welfare.8 Summary data presented in Table
10.4 break down the $557.7 million spent by HEW in FY 1970, and attest concisely
to the grossly fragmented authority and responsibility that presently exist in pro-
viding services for the mentally retarded. A similar picture could be shown for each
of the other types of handicaps. The Social and Rehabilitation Service (SRS) leads
the five major segments of HEW in expenditures for FY 1970, with a total estimated
for all SRS accounts of $287.9 million. Of this total, grants to states for medical
assistance ($100.0 million), income maintenance ($79.2 million), and basic state
vocational rehabilitation grants ($54.5 million) were the largest components of as-
sistance to the mentally retarded. Income maintenance represented all of the Social
Security Administration's $145.1 million share. The Office of Education added $71.4
million, the bulk of which came from funds under Title I of the Elementary and
Secondary Education Act, Health Service's a:d Mental Health Administration
ranked fourth overall with a total expenditure of $31.2 million. And the National
Institutes of Health added some $21.5 million, nearly half of w77,ich was for research
on child health.

It is important to note that the expenditures are for persons of all ages. Most
of the items in Table 10.4 have already been discussed specifically for children in
earlier sections under general types of service agencies. Several programs have not
been mentioned before, however, because they are provided through agencies
primarily serving the mentally impaired, and we shall cover these after examining
the composition of the mentally retarded and mentally ill populations of children.

White House Conference, Profiles of Children.
One's expectation that research into the causes and cures for mental retardation would be likewise

diffuse is borne out by examination of the pertinent programs of institutes in the National Institutes of
Health and Health Services and Mental Health Administration.

Secretary's Committee on Mental Retardation, Mental Retardation Activities of the Department of
Health, Education and Welfare, U.S. Department of Health, Education and Welfare, January 1971.
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Table 10.4

U.S. DEPARTMENT OF HEALTH, EDUCATION AND WELFARE: OBLIGATIONS FOR
MENTAL RETARDATION ACTIVITIES, FY 1970 AND 1972

On S thousand)

Activity 1970

1972
Budget

Estimate

Health Services and Mental Health Administration

Services
Comprehensive Health Planning and Services 525 0

Maternal and Child Health and Welfare 12,990 12,990

Total 13,515 12,990

Training
Mental Health Research and Services 441 400

Comprehensive Health Planning and Services 50 0

Maternal and Child Health and Welfare 14,765 19,336

Total 15,256 19,736

Research
Mental Health Research and Services 600 0

St. Elizabeths Hospital 0 0

Nationa: Health Statistics 0 0

Maternal and Child Health and Welfare 1,842 1,600

Total 2,442 1.600

Construction
Hill-Burton 0 0

Other
Mental Health Research and Services (abstracts) 0 0

Grand total 31,213 34,326

National Institutes of Health

Training
Neurology and Stroke Activities 6,171 4,676

Child Health 1,471 1,431

Total 7,642 6,107

Research
Neurology and Stroke Activities 4,795 4,974
Child Health 9,089 11,879

Total 13,884 16,853

Grand total 21,526 22,960

Office of Education

Services
Title I, ESEA, Educationally deprived children 33,000 35,600

Title III, ESEA, Supplementary centers 3,650 4,900
Education for the Handicapped Act, Part B 9,200 10,160
Education for the Handicapped Act, Part C. Section 623 590 950

Vocational Education Act, Part B 11,500 11,500
Total 57,940 63,110

Training
Education for the Handicapped Act, Part D 10,391 10,500
Education Professions Development Act 1,400 1,400

Total 11,791 11,900

Research
Cooperative Research Act 76

Education for the Handicapped Act, Part E 1,602 1,600
Total 1,678 1,600

Other
Library Services and Construction Act 15 30

Grand total 71,424 76,640

Social Security Administration

Inczme Maintenance
Estimated Benefit Payments from Trust Funds 143,000 176,800
Trust F,Ind Obligations Incurred to Adjudicate

Claims of Beneficiaries 2,100 2,500
Grand total 145,100 179,300
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Table 10.4--continued

Activity 1970

1972
Budget

Estimate

Social and Rehabilitation Service

Services
Rehabilitation Services and Facilities

Basic State Grants 54,500 74,100
Innovation 223 0
Expansion Grants 108 144

Facility D-provement Grants 3,600 3,400
Formula Grants for the Developmentally Disabled 0 5,608
Services for the Developmentally Disabled 20,172 18,975
Total 78,603 102,227

Grants to States for Public Assistance
Child Welfare Services (a)

Medical Assistance 100,000 100,000

Special Programs for the Aging
Foster Grandparents Program 5,800 5,000
Title III Community Grant Programs 100 50

Total 5,900 5,050

Total (services) 184,503 207,277

Training
Rehabilitation Services and Facilities
Vocational Rehabilitation 1,282 290
Services for the Developmentally Disabled 3,359 4,600
Health Services Activities 113 0

Total 4,754 4,890

Research and Training
Research and Training Centers 902 950

Total (training) 5,656 5,840

Research
Research and Training

Research and Demonstrationsc 1,216 695

Social and Rehabilitation Activities Overseas (special
foreign currency program) 300 400

Total (research) 1,516 1,095

Construction
Rehabilitation Services and Facilities
Formula Grants for the Developmentally Disabled 0 5,607
Construction of University Affiliated Facilities 0 0

Construction of Community Service Facilities 16,870 0

Rehabilitation Facilities and Construction Grants 123 0

Total 16,993 5,607

Total (construction) 16,993 5,607

Income Maintenance'
Grants to States 79,200 116,700

Grand total 287,868 336,519

Office of the Secretary

Secretary's Committee on Mental Retardation (111) 110

President's Committee on Mental Retardation 580 650

Total 580 760

GRAND TOTAL, ALL FUNDS 557,711 650,505

SOURCE: Secretary's Committee on Mental Retardation, Mental Retardation Activities of
the Department of Health, Education and Welfare, Department of Health, Education and Welfare,
Washington, D.C., January 1971, pp. 71-75.

aData not available.
b Includes Child Welfare Training Programs.

cIncludes Child Welfare Research and Demonstration and Special Programs for the Aging,

Title IV, Research and Demonstration.
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Institutions Serving the Mentally Retarded

The 1970 Annual Census of Patients in Public Institutions for Mentally Retard-
ed, prepared by SRS, indicates that while the rate of new admissions per 100,000
population is relatively stable or slightly decreasing for all age cohorts (Table 10.5),
both the percentage representation and the rate per 100,000 for all those under age
19 is increasing; furthermore, it is more pronounced for those aged 5 or less (Table
10.6). As of the 1970 census, one in every twenty-five, or 99,053, of the total estimated
number of mentally retarded persons aged 21 or less in the United States was

Table 10.5

NUMBER, 'PERCENT DISTRIBUTION, AND RATE PER 100,000 POPULATION OF
FIRST ADMISSIONS TO PUBLIC INSTITUTIONS FOR THE MENTALLY

RETARDED: UNITED STATES, 1950-1970

Year Total

Age at Admission

<5 5-9 10-14 15-19 20-24 25-34
35 and
Over

Number

1950 10,960 1,743 2,337 2,557 2,022 729 780 792

1955 12,092 2,266 3,086 2,825 1,913 611 668 723

1960 13,534 2,264 3,734 3,532 2,312 507 455 730

1965 15,008 2,031 4,486 4,155 2,659b 639 440 598

1970a 12,063 1,668 3,405 3,114 2,378 422c 468 588

Percent

1950 100.0 15.9 21.3 23.3 18.5 6.7 7.1 7.2

1955 1100.0 18.7 25.5 23.4 15.8 5.1 5.5 6.0
196E 100.0 16.7 27.6 26.1 17.1 3.7 3.4 5.4
1965 100.0 13.5 29.9 27.7 17.7 4.3 2.9 4.0

1970a 100.0 13.8 28.2 25.8 19.7 3.7 3.9 4.9

Rate Per 100,000

1950 7.3 10.7 17.6 22.9 19.4 6.6 3.3 1.2

1955 7.5 12.4 18.0 21.2 18.0 6.5 2.8 1.0

1960 7.6 11.1 19.9 20.8 17.8 5.0 2.0 1.0

1965 7.8 9.9 21.9 21.9 15.9 5.1 2.0 0.7
1970a 6.0 9.5 16.7 15.1 8.4

d
8.4

d
1.9 0.7

SOURCE: U.S. Department of Health, Education and Welfare,
Public Institutions for the Mentally Retarded--Trends in Caseload,
Manpower, Expenditures, Social and Rehabilitation Service, July
1968 (updated to 1970).

aData for 1970 in this table and Table 10.6 are based on 1970
Annual Censua of Patients in Public Institutions for Mentally Re-
tarded. 1970 data shown in other tables in this chapter are
based on another survey. Therefore, there are minor discrepan-
cies in the numbers.

b
For 1970 age 15-20.

cFor 1970 age 21-24.
d
For 1970 age 15-24.
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Table 10.6

NUMBER, PERCENT DISTRIBUTION, AND RATE PER 100,000 POPULATION OF
RESIDENTS IN PUBLIC INSTITUTIONS FOR THE MENTALLY RETARDED:

UNITED STATES, 1950-1970

Year Total ,5 I 5-9 1

Age at End of Year

10-14 15-19 I 20-24 25-34
35 and
Over

UuMber

1950 128,145 1,949 7,146 13,922 18,912 16,785 27,962 41,469
1955 143,548 3,617 11,643 17,429 19,769 15,739 27,897 47,454
1960 163,730 3,474 14,512 23,744 25,727 18,101 27,459 50,713
1965 187,305 3,933 17,457 28,797 32,419b 22,370 28,741 53,588
1970a 187,177 7,198 21,474 29,247 36,373 19,062e 27,727 46,096

Percent

1950 100.0 1.5 5.6 10.9 14.7 13.1 21.8 32.4
1955 100.0 2.5 8.1 12.1 13.8 11.0 19.4 33.1
1960 100.0 2.1 8.9 14.5 15.7 11.0 16.8 31.0
1965. 100.0 2.1 9.3 15.4 17.3 11.9 15.4 28.6
1970a 100.0 3.9 11.5 15.6 19.4 10.2 14.8 24.6

Rate Per 100,000

1950 85.3 11.9 53.7 124.9 181.6 151.6 118,8 64.1
1955 88.4 19.8 67.9 130.6 1.115.7 167.3 118.4 67.2
1960 91.9 17.1 77.2 139.8 19749 177.1 123.6 66.2
1965 97.6 19.2 85.1 151.9 194.1 178.8, 132.8 66.0
1970a 92.8 41.9 108.0 140.6 161.1' 161.1' 112.7 54.4

SOURCE: U.S. Department of Health, Education and Welfare, Public
Institutions for the Mentally Retarded--Trends in Caseload, Manpower,
Expenditures, Social and Rehabilitation Service, July 1968 (updated to
1970).

a
Data for 1970 in this table and Table 10.5 are based on 3.970 Annual

Census of Patients in Public Institutions for Mentally Retarded. 1970
data shown in other tables in this chapter are based on another survey.
Therefore, there are minor discrepancies in the numbers.

b
For 1970 age 15-20.

cFor 1970 age 21-24.

'For 1970 age 15-24.

resident in a public institution.a At a daily expenditure rate of $12.70 per resident
patient,") the estimated annual expenditure rate is $459,233,000 for mentally re-
tarded youth.

State mental hospitals sometimes serve the mentally retarded as well as the
mentally ill, and there too the trend seems reasonably well established that in the
past 20 years the percentage distribution of adults is slowly but steadily decreasing

° Estimate based on linear interpolation of data shown in Table 10.6.
1° U.S. Department of Health, Education and Welfare, Residents in Public Institutions for the Mental.

ly Retarrled, Current Facility Reports, July 1, I969-June 30, 1970 Social and Rehabilitation Service,
1971. Some small but undetermined percentage of these funds are from Federal sources. In addition, some
small but again undetermined percentage may also be reported in education budgets.
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while that of children is increasing (see Table 10.7). An estimated total of 4015
mentally retarded persons aged 21 or less were served in state mental hospitals in
1970." Using the average total annual measurable cost of $505512 per person served
in 1970 leads to an estimated annual expenditure rate of at least $20,296,000 for
mentally retarded youth in state mental hospitals.

Table 10.7

NUMBER AND PERCENT DISTRIBUTION OF. RESIDENT PATIENTS DIAGNOSED
AS MENTALLY DEFICIENT IN STATE MENTAL HOSPITALS BY AGE:

UNITED STATES, 1950-1970

YearTotal <15 15-24 25-34 35-44 45-54 55-64 65+

Number

1950 48,226 582 4,636 9,337 10,520 10,362 7,639 5,150
1955 47,620 481 3,526 8,584 10,599 10,601 7,997 5,833
1960 43,486 424 3,271 6,782 9,627 9,892 7,907 5,583
1965 35,727 748 4,101 5,526 8,210 8,942 7,360 4,840
1970 30,327 1,147 4,097 4,168 5,038 6,249 5,405 4,223

Percent

1950 100.0 1.2 9.6 19.4 21.8 21.5 15.8 10.7
1955 100.0 1.0 7.4 18.0 22.3 22.3 16.8 12.2
1960 100.0 1.0 7.5 15.6 22.1 22.7 18.2 12.8
1965 100.0 1.9 10.3 13.9 20.7 22.5 18.5 12.2
1970 100.0 3.8 13.5 13.8 16.6 20.6 17.8 13.9

SOURCE: Unpublished data from National Institute of Mental
Health, HSMHA, reproduced in Secretary's Committee on Mental Re-
tardation, Mental Retardation Activities of the Department of
Health, Education and Welfare, U.S. Department of Health, Educa-
tion and Welfare, Washington, D.C., January 1971, p. 38.

Data for private institutions are quite sketchy, and the only informational
reporting requirement that routinely generates data merely notes the number of
facilities in each state and crudely identifies the types of programs available. As
indicated in Table 10.8, in 1969 there were 708 private facilities offering services for
the mentally retarded throughout the United States; California (250), Ohio (43), and
Pennsylvania (43) together accounted for nearly half of the total. Four states report-
ed no private institutions at all: Alaska, Arkansas, Idaho, and Wyoming.

State Cost Factors for the Institutionalized Mentally Retarded. On a
national average, daily maintenance expenditures for the mentally retarded in
public institutions have nearly tripled since 1960.'3 While the growth rates have

" Estimate based on linear interpolation of data shown in Table 10.7.
" Conley, p. 79.
" Kenneth McCaffree, "The Cost of Mental Health Care Under Changing Treatment Methods," in

H. &hulberg et al. (eds.), Program Evaluation in the Health Fields, Behavioral Publications, New York,
1969, pp. 452-457, provides a brief, well-rounded discussion of costing problems.
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Table 10.8

PROGRAMS OFFERED IN PRIVATE FACILITIES FOR THE MENTALLY RETARDED BY STATE AND TYPE of PROGRAM, 1969

State
Total

Facilities

Facilities
Offering
All Six

Programs a

Facilities Offering Programs fer:

Educable
Children

Trainable
Children

Profoundly
Retarded
Children Adults

Woca-
is otAl

1106041,
itation

Medical
Rehabil-
itation

Facilities
Offering
Other

Programs

Facilities
with No
Programs
Offered

United States 708 11 178 222 139 125 97 55 128 238
Alabama 1 --- --- --- --- --- --- --- --- 1Alaska--- --- --- --- --- --- --- --- --- ---
Arizona 7 --- 3 5 4 1 1 I --- ---Arkansas-
California

--
250

---

8

---

66
---
78

---
55

--_

43

---

25

---

23

---

57

---

77

Colorado 4 --- 1 1 1 --- --- --- --- 3

Cu6necticut 7 --- 1 --- 3 --- --- --- --- 3

Delaware 4 --- 2 4 3 --- --- --- ---
D.C. 2 --- 2 1 1 1 --- --_ 1 ---
Florida 14 --- 6 7 2 2 2 1 2 5

Georgia 1 --- --- 1
--- --_ --- --- _-- ---

Hawaii 21 --- --- --- --- J 3 2 2 12Idaho--- --- --- --- --- --- --- --- ---

Illinois 44 --- 5 5 6 14 5 2 2 22

Indiana 6 --- --- --- --- --- --- 1 2 3

Iowa 16 --- 2 2 2 5 1 1 3 7

Kansas 6 --- --- --- --- 1
--- 1 1 4

Kentucky 1 - -- 1 1 ---
1 1 --_ 1 - --

Louisiana S --- 3 4 1 1 2 --- --- - --

Maine 16 --- 1 1 1 2 1 1 2 12

Maryland 6 1 3 5 3 1 3 1 1 - --

Massachusetts 6 --- 5 4 1 1 2 1 1 - --

Michigan 14 --- 4 5 --- 1 1 --- 2 6

Minnesota 24 --- 7 8 4 4 2 1 3 9

Mississippi 1 --- _-_ --- ---
- --

--- --- _-_

Missouri 18 --- 3 6 2 3 3 1 4 6Montana1 --- _-- --- --- --- _-- --- --- 1

Nebraska 3 --- --- 1
_-_ --- --- 1

---
1

Nevada 3 - -- - - --
_-_

1
--- - -- 1 1

New Hampshire 3 --- 1 2 --- --- --- 1 --- I

New Jersey 16 --- 5 7 4 1 5 1 3 4

New Mexico 2 --- --- 1 - -- --- --- --- 1 1

New York 29 1 14 12 5 5 7 2 5 8

North Carolina 6 --- 1 1 3 2 --- --- --- 1

North Dakota 1 - -- --- - -- --- --- --- --- 1 ---

Ohio 43 --- 3 7 10 8 4 3 10 15

Oklahoma 10 -.- 3 3 5 2 2 --- 1 3

O,egon 7 --- 2 3 --- 2 1 --- --- 3

Pennsylvania 43 --- 19 24 10 5 10 3 9 8

Rhode Island 2 --- --- 1 1 --- - -- - -- _-_ 1

South Carolina 1 1 1 1 1 1 1 1 --- -

South Dakota 1 --- --- --- --- --- --- --- --- 1

Tennessee 7 --- 1 3 1 - -- 1 1 1 2

Texas 25 --- 4 7 5 4 2 1 3 10

Utah 11 - -- --- 1 1 5 1 1 3 2

Vermont 2 --- --- --- --- 1
_-- --- --

1

Virginia 6 --- 3 5 --- 2 4 1 3 - --

Washington 5 --- 1 --- --- 1 1 1 2 2

West Virginia 1 --- - -- --- --- - -- --- --- __-

Wisconsin 6 --- 5 5 4 1 6 1 1 - --

Wyoming --- --- --- --- --- --- --- --- ---

SOURCE: Unpublished data from the National Center for Health Statistics' 1969 survey of the Master Facility Inventory.

aExcludes other programs.



242

climbed steadily upward in all states, not all state growth rates have conformed to
the average (Table 10.9). First consider the five states with the highest average daily
rates in 1970: California ($16.38), Georgia ($15.92), Colorado ($15.73), Pennsylvania
($15.38), and Kansas. ($15.26). (Alaska is a special case and also the most expensive
at $35.62; we disregard it for the purposes of calculating trends and rates of change.)
The 1960 group average for these five states was $5.01 per day per patient; this figure
was $15.73 in 1970, an increase of 214 percent. On the other hand, consider the five
states having the lowest daily rates in 1970: Mississippi ($4.61), South Dakota
($6.28), Alabama ($6.37), Idaho ($6.53), and North Dakota ($6.62). The 1960 group
average for these states was $2.61 per day per patient; this figure was $6.08 in 1970,
an increase of 133 percent. Costing services to mentally retarded children is difficult;
figuring out what not providing thew services will in time cost society is next to
impossible.

MCHS Mental Retardation Clinics. The Maternal and Child Health and
Crippled Children's Service programs of the Health Services and Mental Health
Administration currently support in whole or part some 154 mental retardation
clinics in which some 60,800 children received diagnostic and counseling services
during FY 1971. Male patients outnumbered females at a consistent rate of 3 to 2
in all age categories, the 5- to 9-year-old cohort was the most frequently served (45.1
percent of the total), and the median age of those receiving services was 7.2 years
(Table 10.10).14

When one looks at Mental Retardation Clinics supported partially or fully by
MCHS in FY 1971, according to the states providing the services, Pennsylvania with
three clinics is serving the most children, some 4913. New York with three clinics
serves 4555, and Indiana with three serves 4309.

Washington State operates the most clinics (14), North Carolina is second (11),
and California and Virginia are tied at third (10) (Table 10.11).

New patients are referred to the clinics most frequently by private physicians
(31.7 percent of the total); schools are second (18.4 percent); hospitals are third (16.5
percent); and public health services are fourth (9.0 percent). In states where this
pattern did not hold, the dominant variation reversed schools and private physicians
as the most prevalent referral source (Table 10.12).

New patients are classed in Table 10.13 according to the primary diagnosis of
causative condition. Of the 27,988 new referred patients, only 49.1 percent were
classified as mentally retarded. What this demonstrates quite clearly is the profound
difficulty that exists in determining what mental retardation means in operational
terms and then matching the appropriate and needed services accordingly. The
problem of definition and classification of those served is exacerbated in the case of
those who were medically classified." As noted in Table 10.14, 32.2 percent of the
new patients were diagnosed as "Uncertain causefunctional reaction alone mani-
fest"; and an additional 16.9 percent were diagnosed as "Unknown causestructur-

14 Expenditures and youth receiving these services have already been counted under the appropriate
MCHS and CCS headings in Sec. 8.

" The classification of mentally retarded or mentally ill is not to be taken casually. See T. Szasz, Law,
Liberty, and Psychiatry, Macmillan, New York, 1963; 0. G. Simmons, The Mental Patient Comes Home,
John Wiley, New York, 1963; and a host of others who have been deeply concerned with the labeling
problem and its various, mostly unpleasant, side effects. An excellent empirical case detailing the prob-
lems of public opinion and mental health is presented in H. J. Halpert, Public Opinions and Attitudes
Toward Mental Health, Public Health Service Publication No. 1045, Washington, D.C., 1963.
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Table 10.9

DAILY MAINTENANCE RIFINDITURES PER PATIENT UNDER TREATMENTa IN PUBLIC INSTITUTIONS
FOR THE MENTALLY RETARDED, 1960 AND 1970

State 1960 1970

United States 4.20 11.64
Alabama 2.53

b
6.37

Alaska --- 35.62
Arizona 2.73 7.32
Arkansas 3.99 8.86
California 6.33 16.38
Colorado 4.47 15.73
Connecticut 5.20 12.69
Delaware . 4.71 11.78
D.0

b
7.08 11.82

Florida 5.03 10.75
Georgia 3.61 15.92
Hawaii --- 11.84
Idaho 3.69 6.53
Illinois 3.03 13.53
Indiana 3.86 12.09
Iowa 3.46 14.35
Kansas 6.37 15.26
Kentucky 9.74
Louisiana 3.53 10.86
Maine 4.21 13.97
Maryland 4.67 11.38
Massachusetts 4.33 11.96

Michigan .. 5.60 12.67

Minnesota 4.09c 12.01
Mississippi 1.63 4.61

3.23 9.75
Montana 2.90 8.08
Nebraska 2.34 7.39
Nevada
New Hampshire 4.49 7.75
New Jersey 4.09

b
10.75

New Mexico 4.84 12.35
New York 4.27c 12.08
North Carolina 4.09

b
10.91

North Dakota 3.03 6.62

Ohio 3.97b 8.12
Oklahoma 11.42
Oregon 3.33 11.53
Pennsylvania 4.25 15.38
Rhode Island 4.67 15.01

South Carolina 2.35 6.80

South Dakota 2.16 6.28
Tennessee 2.47 10.92

Texas 3.00 8.67
Utah 2.85 10.48

Vermont 3.61 9.79

Virginia 3.43 7.20

Washington 5.55 14.89

West Virginia 3.93 11.49

Wisconsin 5.73 14.11

Wyoming 4.14 8.00

SOURCE: U.S. Department of Health, Education and Welfare, Public Institutions
for the Mentally Retarded--Trends in Caseload, Manpower, Expenditures, Social and
Rehabilitation Service, July 1968 (updated to 1970).

a
Patients under treatment is defined as the resident patients at the beginning

of the year plus total, admissions.
b
Estimated.

Data underestimated as one institution reported only by number of patients un-
der care and not corresponding maintenance expenditures.
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Table 10.10

NUMBER AND PERCENT OF PATIENTS SERVED IN MENTAL RETARDATION CLINICS
BY THEIR STATUS AND AGE

Age Group

All Patients New Patients Other Patients

Total Percent Total Percent Total Percent

All ages 60,859 100.0 27,988 100.0 32,871 100.0
Under 6 months 772 1.3 598 2.1 174 0:5
6-11 months 1,193 2.0 832 3.0 361 1.1
1-2 years 5,903 9.7 3,400 12.1 2,503 7.6
3-4 years 10,353 17.0 5,325 19.0 5,028 15.3
5-9 years 27,422 45.1 12,058 43.1 15,364 46.7
10-14 years 12,031 19.9 4,705 16.8 7,376 22.4
15-17 years 2,146 3.5 743 2.7 1,403 4.3
18-20 years
Median age

989
7.2

1.6
---

327
6.6

1.2
---

662
7.7

2.0
---

SOURCE: U.S. Department of Health, Education and Welfare, Men-
tal Retardation Clinic Servicee, 1971, Maternal and Child Health
Service, 1972.

al reactions manifest." In other words, 49.1 percent of the 79.6 percent who were
medically classified had unknown causes. It appears that research is needed into
possible ways of improving basic data collection on the reasons for patient's mental
retardation and in time into the basic causes of retardation itself.

When the generic categories of causation are further broken down into the
specific medical classifications (Table 10.14), we find that the largest group ("Uncer-
tain cause-functional reaction alone manifest") breaks down principally into the
vague and unilluminating categories of "Other," 13.13 percent, and "Cultural-
familial," 8.78 percent. For the second most prevalent generic classification, "Prena-
tal influence," congenital causes were the most reported at a total of 9.76 percent,
and Mongolism was second at 8.15 percent. The "Other" category of "Unknown
cause-structural" is as nonilluminating as "Other" for "Uncertain cause-func-
tional." In the case of "Trauma," anoxemia at birth was the most frequently report-
ed cause at 5.76 percent.

The difficulty in diagnosing retardation is further emphasized by data present-
ed in Table 10.15. Of the new patients referred in FY 1971, 38.9 percent were
reported as having "No retardation in measured intelligence." Combining this sub-
group with "Borderline" (20.5 percent) accounts for 59.4 percent, well over half of
the total new referred patients whose level of intelligence was determined.

Many youth are being served under the Mental Retardation Clinic program, but
who they are, what they are suffering from, and what they actually need are all at
best imperfectly known. One may conjecture that referral, or the direction service
and function, is not well developed.

Emotional Disturbance and Mental Illness

Population Characteristics. Overview data on services for the emotionally
disturbed and mentally ill of all ages for 1955, 1968-69, and 1971 are presented in
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Table 10.11

NUMBER OF PATIENTS SERVED IN MENTAL RETARDATION CLINICS
BY STATUS AND STATE, FY 1971

State
Number of
Clinics

Number of Patients New as a
Percent
of TotalTotal New Other

United States 154 60,859 27,988 32,871 46.0
Alabama 2 1,389 587 802 42.3
Alaska 1 122 102 20 83.6

Arizona 2 884 512 372 57.9

Arkansas 1 592 444 148 75.0

California 10 1,475 783 692 53.1

Colorado 6 1,309 821 480 62.7
Connecticut 4 424 339 85 80.0
Delaware 1 336 153 183 45.5
D.C. 3 969 405 564 41.8

Florida 2 1,418 553 865 39.0

Georgia 3 687 431 256 62.7Guam--- --- --- --- ---

Hawaii 1 278 138 140 49.6

Idaho 1 591 148 443 25.0
Illinois 3 1,173 618 555 52.7

Indiana 3 4,309 1,854 2,455 43.0

Iowa 2 783 548 235 70.0

Kansas 1 2,330 1,001 1,329 43.0

Kentucky 2 953 607 346 63.7

Louisiana --- --- --- --- - --

Maine 2 222 88 134 39.6

Maryland 1 913 653 260 71.5

Massachusetts 3 948 502 446 53.0

Michigan 4 2,927 1,078 1,849 36.8

Minnesota 2 593 282 311 47.6

Mississippi 2 558 249 309 44.6

Missouri 3 781 542 239 69.4

Montana 1 36 18 18 50.0

Nebraska 1 420 193 227 46.0

Nevada 2 786 264 522 33.6

New Hampshire --- --- --- --- - --

New Jersey 7 1,304 925 379 70.9

New Mexico 2 618 259 359 41.9

New York 3 4,555 1,059 3,496 23.2

North Carolina 11 2,679 1,40) 1,272 52.5

North Dakota 1 157 104 53 66.2

Ohio 6 2,553 787 1,766 30.8

Oklahoma 2 643 404 239 62.8

Oregon 5 1,000 448 552 44.8

Pennsylvania 3 4,913 1,437 3,476 29.2

Puerto Rico 1 2,383 820 1,563 34.4

Rhode Island 1 1,082 457 625 42.2

South Carolina 1 194 132 62 68.0

South Dakota -__ --- --- ..-- -

Tennessee 3 1,506 683 823 45.4

Texas 6 2,440 1,518 922 62.2

Utah 3 405 262 143 64.7

Vermont 1 250 97 153 38.8

Virgin Islands --- --- --- --- - --

Virginia 10 2,487 1,088 1,399 43.7

Washington 14 1,654 948 706 57.3

West Virginia 2 555 301 254 54.2

Wisconsin 3 1,275 939 336 73.6

Wyoming --- --- --- l --- ---

SOURCE: U.S. Department of Health, Education and Wel-
fare, MentuZ Retardation Clinic Services, 2971, Maternal
and Child Health Service, 1972.
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Table 10.12

NUMBER OF NEW PATIENTS IN MENTAL RETARDATION CLINICS BY SOURCE OF REFERRAL AND STATE, FY 1971

State Total
Private

Physician

Public
Health
Agency

Crippled
Children's
Program

Mental
Health
Agency Hospital

Welfare
Agency School

Other
Community
Agency Other

United States 27,988 5815 2532 548 524 4630 1370 5148 1530 2891
Alabama 587 206 79 19 8 18 34 144 47 22
Alaska 102 25 18 0 6 5 5 23 1 19
Arizona 512 92 77 11 8 38 43 127 53 63
Arkansas 444 100 103 33 4 30 54 82 20 18
California 783 178 113 20 61 103 67 64 29 148
Colorado 821 185 44 6 14 239 43 120 72 98
Connecticut 739 123 27 7 9 44 41 35 26 27
Delaware 153 100 10 6 1 2 5 17 9 3

D.C. 405 53 54 3 3 52 4 107 13 116
Florida 553 174 33 17 1 41 36 79 23 149
Georgia 431 80 96 21 9 27 24 104 41 29Guam--- --- --- --- --- --- --- --- --- ---
Hawaii 138 13 32 19 2 1 5 39 . 3 24
Idaho 148 24 30 16 3 0 4 37 28 6

Illinois 618 111 18 37 19 203 47 95 21 67

Indiana 1,854 940 76 9 15 385 39 304 36 50

Iowa 548 279 4 14 3 16 41 121 15 55

Kansas 1,001 135 3 25 4 476 8 237 34 79

Kentucky 607 148 261 20 6 22 5 88 27 30
Louisiana--- --- --- --- --- --- --- --- --- - --

Maine. 88 67 14 1 0 2 2 1 1 0

Maryland 653 18 8 0 2 576 2 6 11 30

Massachusetts 502 237 10 0 35 23 7 90 23 77

Michigan 1,078 514 27 8 19 334 0 94 20 62

Minnesota 282 26 12 9 1 0 38 91 43 62

Mississippi 249 86 39 -0 1 1 16 34 34 36

Missouri 542 145 6 4 0 274 16 46 37 14

Montana 18 16 1 0 0 0 0 0 0 1

Nebraska 193 75 2 3 6 43 8 20 6 30

Nevada 264 31 61 2 15 0 38 42 27 48
New Hampshire --- --- --- --- _-- --- --- --- --- ---

New Jersey 925 341 24 37 9 31 90 201 57 135

New Mexico 259 42 35 1 1 1 29 89 17 44

New York 1,059 197 76 31 40 181 65 184 130 155

North Carolina 1,407 346 327 16 49 49 71 341 47 161

North Dakota 104 46 5 0 2 0 8 24 13 6

Ohio 787 381 31 4 12 134 7 60 73 85

Oklahoma 404 181 82 1 1 65 21 11 3 39

Oregon 448 85 32 0 19 .',0 20 192 21 69

Pennsylvania 1,437 785 16 21 23 49) 20 35 26 20

Puerto Rico 820 16, 80 33 24 51) 24 470 9 114

Rhode Island 457 309 9 2 4 119 0 5 7 2

South Carolina 132 81 24 16 0 0 8 1 2 0

South Dakota 0 0 0 0 0 0 0 0 0 0

Tennessee 683 275 56 4 6 79 52 82 81 48

Texas 1,518 694 60 6 37 159 64 367 67 64

Utah 262 25 15 0 0 10 3 186 2 21

Vermont 97 46 5 6 2 1 5 13 7 12

Virgin Islands --- --- --- --- --- --- --- --- --- ---

Virginia 1,088 329 204 15 4 129 39 229 51 88

Washington 948 180 101 8 7 61 51 204 57 279

West Virginia 301 118 36 27 7 16 4 72 3 13

Wisconsin 939 157 56 0 22 89 152 133 157 173

Wyoming 0 0 0 0 0 0 0 0 0 0

SOURCE: U.S. Department of Health, Education and Welfare, Mental Retardation Clinic Services, 1971,
Maternal and Child Health Service, 1972.
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Table 10.13

NUMBER AND PERCENT OF NEW PATIENTS MENTALLY RETARDED,a THOSE NOT
MENTALLY RETARDED, AND THOSE NOT DETERMINED

AS TO MEDICAL CLASSIFICATION

Medical Classification

Number
of New

Patients

Percent
of All
New

Patients

Percent
of Those

Medically
Classified

Number of new patients 27,988 100.0 - --

Classification not determined 5,705 20.4 - --

Classification determined 22,283 79.6 100.0
Not mentally retarded 8,539 30.5 38.3
Mentally retarded 13,744 49.1 61.7

Mentally retarded/primary diagnosis of
condition causing or associated
with mental retardation 13,744 100.0 - --

Infection 851 6.2 3.8

Intoxication 440 3.2 2.0
Trauma or physical agent 1,611 11.7 7.2

Metabolism, growth, or nutrition 517 3.8 2.3

New growths 182 1.3 0.8

Prenatal influence 3,397 24.7 15.2

Unknown cause with structural re-
actions manifest 2,316 16.9 10.4

Uncertain cause with functicinal re-
action alone manifest 4,430 32.2 19.9

SOURCE: 71.S. Department of Health, Education and Welfare, Mental
Retardation Clinic Services, 1971, Maternal and Child Health Service,
1972.

a
By primary diagnosis of condition causing or associated with men-

tal retardation.

Table 10.16. Inpatient care as a proportion of total care decreased from 77.4 percent
in 1955 to 39.1 percent in 1971. Of the total care in 1955, some 48.9 percent was
accounted for by state and county mental hospitals; by 1971 this had decreased to
18.1 percent. Not only has the trend to outpatient care been pronounced, but the
impact of the Community Mental Health Centers, carrying some 79.1 percent of the
1971 caseload, is significant.

Cost considerations certainly must be taken into account as one component
underlying the trend noted in the type of facility providing care. The total daily
expense for each patient in nov-Federal psychiatric hospitals in 1950 was $2.43; in
1960 it had climbed to $4.91; and by 1970 the figure was up to $16.63.16

The concept of cost as associated with mental illness presents some theoretical
and practical difficulties well beyond the scope and purpose of this report. However,
in a thorough consideration of these problems, Rashi Fein, in 1958, judged that the
total direct and indirect costs of mental illness in the United States were in the

"3 U.S. Department of Commerce, Statistical Abstract of the United States 1972, Washington, D.C.,
1972, p. 74, table: "Hospital Expense per Patient Day: 1950-1970." Comparable rates for all hospitals in
each of the three periods were as follows: 1950 = $7.98; 1960 = $16.46; and 1970 = $53.95.
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Table 10.14

NUMBER AND PERCENT OF MENTALLY RETARDED NEW PATIENTS MENTAL RETARDATION CLINICS
BY MEDICAL CLASSIFICATION AND SUBGROUP, FY 1971

Primary Medical Diagnosis of Condition Causing
or Associated with Mental Retardation

Patients

Number Percent

Total mentally retarded 13,744 100.00

Infection 851 6.19
Prenatal infection 372 2.71

Postnatal cerebral infection 479 3.49
Intoxication 440 3.20
Toxemia of pregnancy 163 1.19
Other maternal intoxications 51 0.37
Bilirubin encephalopathy (Kernicterus) 120 0.87
Post-immunization encephalopathy 14 0.10
Other 92 0.67

Trauma or physical agent 1,611 11.72
Prenatal injury 192 1.40

Mechanical injury at birth 291 2.12
Anoxemia at birth 792 5.76
Postnatal injury 336 2.44

Metabolism, growth, or nutrition 517 3.76
Cerebral lipoidosis, infantile 18 0.13

Other disorders of lipoid metabolism 24 0.17

Phenylketonuria . 142 1.03

Other disorders of protein metabolism 33 0.24

Galactosemia . 16 0.12

Other disorders of carbohydrate metabolism 27 0.20

Arachnodactyly 6 0.04

Hypothyroidism .. 73 0.53

Gargoylism (Lipochondrodystrophy) 31 0.23

Other 147 1.07

New growths 182 1.32

Neurofibromatosis . 85 0.62

Tri4eminal cerebra:: angiomatosis 10 0.07

Tuberc,os sclerosis 59 0.43

Ini:racranial neoplasm, other .. 28 0.20

Prenatal influence 3,397, 24.72

Cerebral defect, congenital 989 7.20

Cerebral defect, congenital associated with primary
cranial anomaly 352 2.56

Laurence-Moon-Bledl syndrome 9 0.07

Mongolism 1,120 8.15

Other . 927 6.74

Unknown cause--structural reactions manifest 2,316 16.85

Diffuse sclerosis of brain 40 0.29

Cerebral degeneration 39 0.28

Prematurity 866 6.30

Other 1,371 9.98

Uncertain cause -- functional reaction alone manifest 4,430 32.23

Cultural-familial 1,207 8.78

Psychogenic, associated with environmental deprivation 585 4.26

Psychogenic, associate(' with eAotional disturbance 554 4.03

Psychotic (or major personality) disorder 279 2.03

Other 1,805 13.13

SOURCE: U.S. Department of Health, Education and Welfare, Wntal hptardato..
:d7:, Maternal and Child Health Service, 1972.
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Table 10.15

NUMBER AND PERCENT OF NEW PATIENTS IN MENTAL RETARDATION CLINICS
BY INTELLIGENCE LEVEL, FY 1971

Intelligence Levels Number Percent

New patients, total
Not determined

27,988
6,709

Total determined 21,279 100.0b

Intelligence level
No retardation in measured intelligence 8,270 38.9
Borderline retardation -1c 4,357 20.5

Mild retardation -2 3,779 17.8
Moderate retardation -3 2,605 12.2
Sever retardation -4 1,479 7.0
Profound retardation -5 789 3.7

SOURCE: U.S. Department of Health, Education and Welfare,
Mental Retardation Clinic Services, 1971, Maternal and Child
Health Service, 1972.

aLevel of deviation in measured intelligence and retardation
in measured intelligence.

b
Percents do not add to 100 due to rounding.

c-1 is minus one.

neighborhood of $3.0 billion per year." However, this estimate is not disaggregated
for children and youth.

Overview data on services for mentally ill children are shown in Table 10.17 and
indicate some significant differences in the type of facilities providing services to
children and youth as compared with the population at large. Although the trend
for all ages of patients has been toward fewer inpatients as a proportion of the total
population served in the age group, this is not the case for the child subset of the
population. In fact, there was a slight increase, from 15.1 percent to 20.7 percent,
over the period from 1966 to 1969. Still, the majority of children are served through
psychiatric outpatient facilities, and at 66.3 percent of the total this is considerably
greater than for the general population's use of these services at a rate of 40.1
percent. The relative use of inpatient care has not declined for the 0-21 age group,
particularly for state and county mental hospitals (the class of facilities where the
most marked decline occurs for the total population).

Estimated total expenditures in 1970 for inpatient care of handicapped children
is $267 million, assuming that the per-day figure of $16.63 in non-Federal psychiatric
hospitals is valid for young patients, and assuming that the average days in mental
hospitals is the same for a child as it is for the average person."

17 Rashi Fein, Economics of Mental Illness, Basic Books, New York, 1958; these numbers are not
"hard," as attested to in this caveat: "The large differences between the estimates contained in this study
and some of the popular estimates of the costs of mental illness certainly bear witness to the fact that
one should approach published data on costs with a high degree of caution." P. 125.

18 Unpublished data of the American Hospital Association of Chicago, reported in Statistical Abstract
of the United States 1972, indicate a 1970 rate per 1000 population of 862 total days in mental hospitals.
Thus, the 203,211,926 United States residents spent an estimated 175.2 million patient-days in mental
hospitals in 1970.
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Table 10.16

MENTAL ILLNESS, ALL AGES: PATIENT CARE BY TYPE OF FACILITY,
1955-1971

(In thousands and percentages)

Type of Facility 1955 1968 1969 1971

Outpatient
Psychiatric outpatient 379 1507 1603 1668

(22.6) (44.7) (43.9) (40.1)

Community mental health centers NA 272a 373a 797a

--- (8.0) (10.3) (19.1)

Day treatment services NA NA kA 75
___ --- --- (1.8)

Total outpatient 379 1779 1976 2540

Inpatient
State & county mental hospitals 819 792 767 754

(48.9) (23.4) (21.0) (18.1)

Private 123 118 124 145

(7.3) (3.5) (3.4) (3.5)

General hospitals (with psychiatric
service) 266 559 535 556

(15.9) (16.5)- (14.7) (13.3)

Residential treatment centers NA NA NA NA

Veterans Administration 88 134 187 169

(5.3) (3.9) (5.1) (4.09)

Community mental health centers (a) (a) (a) (a)

Total inpatient 1296 1602 1613 1624

Total all facilities 1675 3381 3589 4164

(100.0) (100.0) (100.0) (160.0)

SOURCE: 1955, 1968, and 1969 data from U... Department of Commerce,
Statistical Abstract of the United States 1972, p. 76. (Derived from

U.S. Department of Health, Education and Welfare, Statistical Note 23,

Public Health Service, April 1970, and Statistical Note 58, Public

Health Service, January 1972.)
1971 estimates from Mrs. Shirley Willner, co-author of Statistical

Note 23, Biometry Division, NIMH, March 21, 1973 telephone conversa-

tion.
NOTE: Estimated. Includes resident patients at beginning of

year or those on active rolls of outpatient clinics, plus those ad-

mitted during year.

aThe total CMHC caseload, both in and outpatient, is listed un-

der the outpatient category.
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Table 10.17

MENTAL ILLNESS, AGED 0-21: PATIENT CARE EPISODES BY TYPE
OF FACILITY, 1966, 1968, 1969

(In thousands and percentages)

Type of Facility 1966a 1968a 1969b

Outpatient
Psychiatric outpatient 399 526 477

(84.9) (77.0) (66.3)

Community mental health centers NA 52c 80d
--- (7.0) (11.1)

Day treatment services NA NA 13
--- --- (1.8)

Total outpatient 399 578 570

Inpatient
State & county mental hospitals 27 26 54

(5.91 (4.0) (7.5)

Private 8 7 11
(1.7) (1.0) (1.7)

General hospitals (with psychiatric
service) 28 32 53

(6.0) (5.0) (7.5)

Residential treatment centers 8 26 21
(1.7) (4.0) (3.4)

Veterans Administration NA NA 2
--- -_- (0.3)

Community mental health centers NA (c) 8

--- --- (1.1)

Total inpatient 71 91 149

Total all facilities 470 669 719

. (100.0) (100.0) (100.0)

SOURCE: 1966 data from Beatrice Rosen, Morton Kramer,
Richard Redick, and Shirley Willner. Utilization of Psychi-
atric Facilities by Children, U.S. Department of Health, Edu-
cation and Welfare, NIMH, Mental Health Statistics, Series B,
No. 1, 1968.

1968 data from White House Conference on Children, Pro-
files of Children,' 1971, p. 105, Table 50'i and the National
Health Education Committee, Inc., What are the Facts About
Mental Illness in the United States?, New York, 1971.

1969 data came from Shirley Willner in telephone conver-
sation of March 21, 1973.

aData are computed for 0-18 only.
b
Data are for 0-21-

c
Combines both in and outpatient care.

dOutpatient only.
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Estimates of the rates per 100,000 population for various age cohorts and sex
receiving clinical outpatient care are given in Table 10.18. As a class of facilities,
outpatient care accounts for two-thirds of the children receiving services. As con-
trasted with the rates for all ages, which doubled between 1959 and 1965, the totals
for all children under 18 years of age did not increase as rapidly. Table 10.19
presents comparative information for rates of change of age cohorts of both sexes
versus the totals for all ages and for the proportion of males to females in each cohort
at the 1965 date. Note that the growth rate in number of children receiving Outpa-
tient Psychiatric Clinic service is less than the growth rate for adults. Males consist-
ently outnumber females among those who receive services by nearly two to one.
Disregarding sex-linked causes of mental illness, this consistent overrepresentation
should be investigated more thoroughly to determine whether sex discrimination in
the identification and provision of services exists."

Table 10.18

ESTIMATED NUMBER OF PATIENTS UNDER CARE AND TERMINATIONS PER
100,000 POPULATION,a OUTPATIENT PSYCHIATRIC CLINICS:

1959, 1965, AND 1968

Year

Patients Under Care Terminations

Total
All

Ages

Total
Under
18 Years

Under
10

Years
10-17
Years

Total
All
Ages

Total
Under
18 Years

Under
10

Years
10-17
Years

Both sexes
1959 286.0 327.0 224.0 493.0 161.9 197.0 135.8 292.7
1965 561.6 538.1 347.4 805.1 281.1 294.0 189.8 439.7

Males
1959 356.0 427.0 292.0 639.0 196.3 257.1 177.8 381.3
1965 644.4 703.9 472.0 1029.4 312.8 384.5 258.1 562.0
1968 348.0 748.0

Females
1959 220.0 224.0 151.0 337.0 129.1 134.6 92.1 200.9
1965 483.5 366.7 218.2 574.0 251.2 200.3 119.0 313.8
1968 153.0 482.0

SOURCE: U.S. Department of Health, Education and Welfare, Outpatient
Psychiatric Clinics-Annual Statistical Report Data on Patients, 1959-
1965, Public Health Service, National Institute of Mental Health.

a
Rates are computed on the basis of July 1 civilian population, U.S.

Bureau of Census, Current Population Reports Series P-25.

We attempted to ascertain current total expenditures for outpatient services for
mentally disturbed and mentally ill youth by several contacts with various NIMH
personnel. We were unable to locate anyone there who was able to provide or knew

" Two evaluations of institutions and current practices for the mentally ill must be noted and
recommended: the first, D. L. Rosenhan, "On Being Sane in Insane Places," Science, Vol. 179, Jan. 19,
1973, pp. 250-258, for the graphic information it presents with respect to the classification and general
powerlessness of the institutionalized mentally ill; and the second, P. H. Hoch and Joseph Zubin (eds.),
The Evaluation of Psychiatric Treatment, Grune and Stratton, New York, 1964, fur the excellent job it
does of collecting into one place a variety of competent professional views on the difficult subject of
psychiatric evaluation.
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Table 10.19

COMPARISON OF CHILDREN RECEIVING SERVICES IN OUTPATIENT PSYCHIATRIC
CLINICS BY SEX AND AGE COHORTS BETWEEN 1959 AND 1965

Age

Change Factor of
Rate per 100,000
in Population

Male/Female
Ratio

Total all ages 1.96
Under 18 1.64 1.91
Under 10 1.55 1.95
10-17 1.63 1.79

SOURCE: Derived from Table 10.18.

of good data on non-Federal expenditures. The most current data available were for
1971 for CMHCs, which are described in detail later in this section. We estimated
total outpatient expenditures for mental health treatment of youth aged 0-21 to be
approximately $84 million, multiplying the total 1969 youth care episodes by the
average estimated cost per episode for CMHCs in 1971. Data for 1968 for free
standing outpatient clinics regarding operating expenditures per patient2° are with-
in 22 percent of the expenditure rate for CMHCs in 1971. Therefore our estimate
of total outpatient services to mentally ill children is probably of the correct order
of magnitude.

The American Association of Psychiatric Clinics for Children has made esti-
mates of the sources of funds for these clinics." The cost of operating psychiatric
clinics for children, the source of funds, and the difference in costs for the years 1955
and 1965 are shown in Table 10.20. Increased costs per clinic are general, and the
greatest increase comes from government sources.

Information presented in Table 10.21 gives a view of the situation for the two-
thirds of the youth served in outpatient psychiatric facilities, comparing various age
cohorts according to primary diagnosis. Here again, the "Other" category is consist-
ently the largest noted.

The concern for better and more detailed information is supported and elaborat-
ed on by Eveoleen Rexford in these pointed comments."

As a nation we have not been able to look honestly at the scope of the
problem of emotional disturbance in children and youth nor at the size and
quality of the resources available to cope with these children. We have not
developed the systematic surveys, the categories of conditions, the conceptu-
al models, nor the adequate reporting and analyzing systems to know where
we are.

However concerned we may be about the lacunae in our information regard-
ing emotionally disturbed children identified by psychiatric facilities, the

20 C. A. Taub, Expenditures per Patient in Free Standing Outpatient Psychiatric Clinics -1968, Statis-
tical Note 22, Office of Program Planning and Evaluation, NIMH/HEW, April 1970.

21 As reported in J. W. Moss, Background Paper on Special Programs for Handicapped Children and
Youth for the 1970 White House Conference on Children and Youth, U.S. Department of Health, Educa-
tion and Welfare, December 1970. (Mimeo.)

22 Eveoleen Rexford, as quoted in Crisis in Child Mental Health, pp. 257-258.
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Table 10.20

DOLLAR VALUE FOR SOURCES OF FINANCIAL SUPPORT FOR A MEDIAN
PSYCHIATRIC CLINIC, 1955 AND 1965

Source of Funds

1955 1965

Percent Amount Percent Amount

Fees 12 7,200 13 $ 21,700
Community Chest, United Fund, etc. 31 18,600 14 23,600
Federal and state 26 15,600 44 74,300
Others 31 18,600 29 49,000

Total 100 $60,000 100 $168,600

SOURCE: American Association of Psychiatric Clinics for Children,
Children and Clinics, Washington, D.C., 1968, p. 13 (as reported in
J. W. Moss, Background Paper on Special Programs for Handicapped Chil-
dren and Youth for the 1970 White House Conference on Children and
Youth, U.S. Department of Health, Education and Welfare, December 1970,
mimeo).

total situation may be far more serious. Many of the children residing in
correctional institutions, welfare homes, state schools, and foster homes
undoubtedly suffer from emotional and behavioral disturbances. They may
be labeled dependent, neglected, delinquent, or retarded and there is no way
under present circumstances to include them in a comprehensive mental
health survey. Each grouping of institutions has its own nomenclature and
its own programming. There are those who believe that the reform schools
and correctional institutions of the country are the sites of the same neglect
of mentally disturbed young individuals as the state hospitals' back wards
were of adults.

Some Federal Programs for Mentally Retarded
and Mentally Ill Children

Attaining reasonable services for mentally retarded and mentally ill children
and youth depends delicately on knowing the size and composition of the afflicted
populations and then providing and coordinating the appropriate services for those
populations, including research, diagnosis, counseling, treatment, and other types
of assistance. This objective is an admirable one, complicated and thwarted by
sketchy demographic and expenditure information and by the multiplicity of exist-
ing programs.23 Many of these have been discussed in previous sections. Here we
concentrate on the National Institute of Mental Health, including the functions it
provides in executing the Community Mental Health Centers Act, its research and
training activities, and the operation of St. Elizabeths Hospital; on the Rehabilita-
tion Services Administration's concern for the provision of services under the Devel-
opmental Disabilities Services and Construction Act; and on the roles played by the
President's and Secretary's Committees on Mental Retardation.

23 Secretary's Committee on Mental Retardation, Mental Retardation Financial Assistance Pro-
grams, U.S. Department of Health, Education and Welfare, July 1971, lists no less than 54 separate
programs run by a variety of agencies having some relevance to mentally retarded individuals.
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The National Institute of Mental Health. NIMH is responsible for seven
distinct program areas that have some direct impact on handicapped children and
youth: (1) Community Mental Health Centers, (2) Mental Health Research, (3) Hos-
pital Improvement Grants, (4) Fellowhips, (5) Training Grants, (6) St. Elizabeths
Hospital, and (7) Scientific Communication and Public Education.

Community Mental Health Centers: In the last twenty years there has been a
distinct trend to shift the locus of service delivery from residential institutions to
the communities in which the served populations reside. This trend in mental health
care has been accompanied by a considerable body of scholarship" and by several
significant pieces of legislation." In the latter case, NIMH has become a prime
executor of provisions of the Mental Retardation Facilities and Community Mental
Health Centers Construction Act," whose multiple objectives are all aimed at creat-
ing a network of local centers for the distribution of mental health services. The Act
provides for resources (1) to establish the initial operation of Community Mental
Health Centers through a flexible grant mechanism to meet a portion of the costs
of professional and technical personnel, (2) to provide a share of construction funds
(one-third to two-thirds of costs and more if the site is located in a designated poverty
area), and (3) to generally improve the organization and allocation of mental health
services at the local level. Each of the centers created under this Act provides limited
inpatient care, outpatient care, 24-hour emergency service, partial hospitalization,
consultation, and some education. The guidelines under which NIMH is assisting
states also stipulate that "centers are encouraged to develop rehabilitation services,
training activities, and research and evaluation programs."" To accomplish these
considerable objectives, a total of $478.9 million has been expended for the program
since its inception in 1965 to develop some 452 centers, of which 300 or so were in
whole or part operational at the end of 1971.28 In FY 1971, staffing grants totaled
$90.04 million. In FY 1972 staffing grants amounted to $135.1 million and construc-
tion grants were estimated at $9.8 million for FY 1973.29 The Federal share ranges
from 90 percent down to 45 percent, but typically in 1971 was on the order of 75
percent.

In 1971, services were being provided to about 797,000 individuals of all ages;
in 1969 an estimate of the number of children and youth aged 0-21 was made

24 The trend is documented earlier in this section.
Reasons often cited for this shift in service emphasis include the need to provide an alternative to

hospitalization, provision of services to low income groups, and the need to integrate various forms of
care at the local level; see H. G. Whittington, Psychiatry in the American Community, International
Universities Press, New York, 1966, for the historical viewpoint and a setting of the context.

General literature reporting on selected aspects of the trend include: A. R. Foley et. al., The Communi-
ty Mental Health Center, An Analysis of Existing Models, Joint Information Service, American Psychiat-
ric Association, Washington, D.C., 1964; R. M. Glasscote et al., Partial Hospitalization for the Mentally
111 A Study of Programs, Joint Information Service, American Psychiatric Association, Washington, D.C.,
1969; and George James, "The Present Status and Future Development of Community Mental Health
ResearchA Critique from the Viewpoint of Community Health Agencies," Annals of the New York
Academy of Sciences, Vol. 107, May 23, 1963.

25 P.L. 88-164, P.L. 89 -105, P.L. 90-31, P.L. 90-574, P.L. 91-211, P.L. 91-513, and P.L. 91-515.
26 42 U.S.C. 2681-2687.
" U.S. Department of Health, Education and Welfare, J...stifications of Appropriation Estimates for

Committee on Appropriations, FY 1973, Washington, D.C., 1972, Vol. 1, p. 40 (hereafter cited as Justifica-
tions of Appropriation Klimates).

28 Ibid.
29 Office of Manpower and Budget, Catalog of Federal Domestic Assistance: Update to 197:3 Washing-

ton, D.C,, 1972, p. 166. Continuity with Hill-Burton construction resources partially accounts for this
rather small sum for construction.
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indicating that 87,800 were being served including 7700 as inpatients and the re-
mainder as outpatients.3° While we are assured that the 1969 breakdown is the most
recent available, it obviously does not reflect developments in the CMHC program
over the-last four years." Apparently there are no accurate answers to ow^ straight-
forward questions, "How many children and youth were served in CMHCs in 1972,
and what did it cost?"

Under a separate provision of the basic Act,32 some $10.0 million was expended
in FY 1972 for a Child Mental Health Program to stimulate innovative approaches
expanding the range of services offered children through the CMHC vehicle. For
that money, 32 separate projects were funded in FY 1973 for a variety of specific
purposes, all of which are child-oriented."

HEW's Office of Child Development and NIMH have announced plans to inte-
grate Headstart children into the facilities and services provided under the CMHCs.
Emotionally disturbed, mentally retarded, and physically handicapped Headstart
children (especially those in the first two categories) will be eligible.

Mental Health Research: It has only been in the last 15 to 20 years that
scientific inquiry into the areas of child personality and behavior has progressed to
the point where a distinct professional specialty is recognizable. The character and
style of research programs sponsored by NIMH are as follows:

Much of the work has been investigator initiated.

Research interests have been richly diverse, and research attention has been
diffuse and subject to periodic realignments as areas of specific interest waxed
and waned.

Child-centered (as contrasted with the generic, human-centered or even disease-
specific) research has not been treated as a separate domain until quite recently,
and then only as "add ons" to ongoing efforts.

Because child mental health is not yet a precisely defined specialty, it is very
difficult to assign from among the total research program of NIMH particular
proportions that are child-specific. Nonetheless, there are certain guidelines in the
current budget and in previous investigations of this problem.

Mental Health Research. Grants" amounted to a total of $82.47 million in FY
1972 and were estimated at $86.47 million in FY 1973.35 About 1485 separate
projects were funded (including 192 so-called "Small Grants" not exceeding $5,000)
to respond to the broad-scale objectives of creating new knowledge about human

JO CMHC population data were provided by Ms. Shirley Willner, Biometry Division, NIMH, telephone
conversation, March 21, 1973. See also Table 10.16, above.

A 1968 figure of 52,000 children and youth aged 0-18 has gained popular currency; see, for example,
White House Conference on Children, Profiles of Children, p. 108, Table 50. The need for more timely
data, however, particularly for as large and important a program as this, is underscored by the dated
reference to the subject population contained in the FY 1973 Budget Justifications. See Justifications of
Appropriation Estimates, p. 52: "In 1968, approximately .. . 52,000 [children] were patients in community
health centers."

32 Community Mental Health Centers Act, Part F, Section 271.
Justifications of Appropriation Estimates, p. 52.
Public Health Service Act, 301 (d); P.L. 78-410.

38 Justifications of Appropriation Estimates, pp. 20-25.



mental diseases, of doing clinical research, and of applying the results of this knowl-
edge to actual mental health problems. NIMH's Divisions of Special Mental Health
Problems and Extra-Mural Research Programs have primary responsibility for the
child-specific portion of the overall research program. Four specific lines in the
budget appear to pertain to children directly. The Early Child Care segment
amounted to $2 million in FY 1973, Crime and Delinquency added $4.1 million,
Child Mental Health Research (not to be confused with the Child Mental Health
portion of Community Mental Health Centers) had $1.5 million of the inclusive
Mental Health Services line of $9.089 million earmarked, and some portion of the
$2.18 million that was expended for Metropolitan Problems must have had an
impact on children." Fortunately, others have been concerned about the matter and
have ventured estimates of the amount going for child-related work.

Reporting in early 1971, the Ad Hoc Committee on Child Mental Health made
the observations that only $10.23 million of the total $77.75 million research budget
for FY 1970 could be directly attributable to "Primary Child Mental Health Sup-
port." Even when the definitions were relaxed to include this as a secondary catego-
ry of interesti.e., the words "Child-Children" or "Adolescence-Adolescent" ap-
peared somewhat less prominently in the project summarythe total increased to
only $14.23 million or some 18 percent of the total research budget.37 The difficulty
of assigning current proportion! to child-related investigations was emphasized by
various members of the pertinent NIMH staffs in interviews.38 Assuming, for the
sake of illustration, that the proportions reported by the Ad Hoc Committee have
increased slightly to an even 15 percent for primary research and 20 percent for both
primary and secondary combined (the increase would partly account for recently
added marginal increments that are distinctly child-specific), this would mean that
of the total FY 1972 expenditure of $82.47 million for research grants, an estimated
$12.4 million and $16.5 million were spent in each category, respectively.

A contrast is evident between these estimates and the stated goals of NIMH as
reported in the current budget justifications: "Activities directed at improving the
mental health of children carry the highest priority for NIMH. "39 Specific details
were spelled out in the narrative describing Child Mental Health Research Pro-
grams in terms that would appear to apply across the board:

Coordination of children's services, particularly at the level of the community
mental health facility.
Expansion of preventive programs, also via the community mental health cen-
ter vehicle.
Development of means to reduce hospitalization of children.
Supporting mental health-oriented day care, nursery, and kindergarten pro-
grams.
Improving referral services for minorities, emphasizing the community health
center's role.

" Catalog of Federal Domestic Assistance, p. 170.
" Ad Hoc Committee on Child Mental Health, Report to the DirectorNational Institute of Mental

Health, Department of Health, Education and Welfare, Public Health Service, Washington, D.C., 1971,
pp. 25-26.

38 We also queried the Scientific Information Exchange at the Smithsonian for project descriptions,
but had little success with the cost issue because budgetary data are not supplied with project descrip-
tions.

" Justifications of Appropriation Estimates, pp. 23-24.
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. Creating special services for the adolescent dropout and drug user.

This is a large and admirably intentioned list of tasks. One must wonder just how
far $12.5 million or even $16.5 million will go in beginning to satisfy it?

Hospital Improvement Grants: Designed to improve the care and treatment of
the mentally ill in state hospitals, Mental Health Hospital Improvement Grants"
are small, special purpose, and project-oriented. Projects average about $83,000
(with a maximum annual grant of $100,000 allowed over a period of ten years), and
total support for the program was $6.9 million in FY 1972 and FY 1973. All states
but one have these grants, responsibility for which as of 1972 was transferred to the
HEW Regional Offices." Some benefit accrues to handicapped children (the mental-
ly ill and emotionally disturbed who are inpatients fbr the most part), but the
amount is not measurable.

Mental Health Fellowships: A manpower training component of NIMH's mul-
tifaceted role is contained in the Mental Health Fellowship program, which in FY
1972 and FY 1973 was funded at a level of $8.7 million." Two basic classes of award
are made, research development for established professionals and fellowships for
pre- and post-doctoral students. Of the 657 total awards made in FY 1973, 35 percent,
or 230, were directly related to child mental health problems, and 29 were in other
specialized areas having some relationship to children and youth." A rough esti-
mate of child-related fellowships, using simple proportions, would therefore be $3.6
million.

Mental Health Training Grants: To cover a portion of the costs incurred by
educational institutions in training mental health professionals in an assortment of
fields, and to provide stipends to those receiving the training, the Training Grants
program has been established and funded in FY 1973 at a level of $96.35 million."
Of this total, Behavioral Sciences with $24.28 million lead the fields, followed, in
descending order of resources, by Psychiatry ($20.473 million), Social Work ($12.678
million), Experimental and Special ($7.743 million), and Psychiatric Nursing ($7.259
million). There is no information that would enable a breakdown by child-specific
expenditures to be made; however, currently some preference has been given to
those preparing for careers in child mental health."

St. Elizabeths Hospital: Organizationally placed within NIMH in 1969, St.
Elizabeths Hospital provided treatment and rehabilitation services for some 3300
inpatients and 2650 outpatients of all ages in 1972. Through its Division of Clinical
and Community Service, the hospital also operates a Community Mental Health
Center for the southeast sector of Washington, D.C., and conducts mental health
research and training programs. The total obligation in FY 1973 was estimated at
$55.86 million, of which the Federal share totaled $28.27 million."

4° Public Health Service Act, Section 303(a) (2). Section 303(a) (1), Mental HealthHospital Staff
Development Grants, is related.

" Of the 302 eligible state mental hospitals, some 179 had received grants.
" Catalog of Federal Domestic Assistance, pp. 169-170.
43 Justifications of Appropriation Estimates, pp. 3C-37. The Division of Manpower and Training

Programs (Behavioral Sciences Training Branch) is the responsible section of NIMH.
44 Catalog of Federal Domestic Assistance: Update to 1972, pp. 169-170.
4° Justifications of Appropriation Estimates, p. 32. The Division of Manpower and Training Programs

and a variety of its constituent branches have responsibility.
4° Justifications of Appropriation Estimates, pp. 78-95, at pp. 81, 85. The balance of operating expenses

is mainly obtained from "Non-Federal sources," i.e., receipts and reimbursements for care.
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St. Elizabeths reflects the general trends to reduced inpatient loads, shorter
median stays, and reduced median times since admission. Over 2000 individuals
have been cut from the average annual inpatient caseload in the last several years;
the median stay for all ages for those patients discharged in 1971 was three months
(down from an eleven-month figure in 1967); and the median time spent since
admission was, for those on the rolls at the end of 1971, 5.3 years (down from 9.5
years in 1967)."

The number of children and youth served by St. Elizabeths is not large. Besides
a children's ward with a 30-bed capacity, the bulk of the 0-24 age group is served
in the Community Mental Health Center. In FY 1972, a total of 696 individuals aged
0-24 were served, but St. Elizabeths has made no breakdowns by inpatients and
outpatients. Nor is it known what fraction of the total is accounted for in the CMHC
contribution." A special program devoted to the mental health of the deaf is a
particularly interesting aspect of St. Elizabeths operation; it serves a select group,
averaging about 47 persons of all ages."

Scientific Communications and Public Education: Funded at $7.298 million in
FY 1972 and FY 1973, this program operates both the National Clearinghouse for
Mental Health Information (NCMHI) and the National Clearinghouse for Drug
Abuse Information. The primary objective of the program is to provide public infor-
mation about all mental health activities; hence it is responsible for literally thou-
sands of pamphlets, brochures, articles, and other media. Its contribution to hand-
icapped children is not estimable.

Developmental Disabilities. The Rehabilitation Services Administration of
the Social and Rehabilitation Service has been given prime responsibility to admin-
ister the Developmental Disabilities Services and Facilities Construction Act." We
discuss this Act in terms of the definitions of "developmental disabilities" contained
in it, its purposes, and its main programs, and provide a summary of a recently
completed evaluation of the program.

The basic Act defines developmental disabilities in the following terms:

. . . a disability attributable to mental retardation, cerebral palsy, epilepsy,
or another neurological condition of an individual found by the Secretary to
be closely related to mental retardation or to require treatment similar to
that required for mentally retarded individuals, which disability originates
before such individual attains age eighteen, which has continued or can be
expected to continue indefinitely, and which constitutes a subst6ntial hand-
icap to such individuals.5'

Because the original Act does not identify other neurological handicapping condi-
tions except mental retardation, cerebral palsy, and epilepsy, a number of requests
to expand the number of eligible categories were made in 1971 and 1972, end the
Secretary referred the matter to a study group for advice." A second, related difficul-

17 Ibid., p. 88.
'° Data obtained in telephone conversation with Mrs. Lyles, Biometry Division, St. Elizabeths Hospi-

tal, March 22, 1973.
41 Justifications of Appropriation Estimates, pp. 88-89.
5° P.L. 91-517; 42 U.S.C. 2661. The Act dates from October 30, 1970, when it became a law.
" Guidelines for Services and Programs for Developmentally Disabled Persons, U.S. Department of

Health, Education. and Welfare, Social and Rehabilitation Service, Rehabilitation Services Administra-
tion, Division of Developmental Disabilities, May 1972, p. 1. The appropriate legal source for the citation
is 42 U.S.C. 2691, Title IV, Section 401 (1).

62 Federal Register, Vol. 37, No. 176, Sept. 9, 1972, p. 18424.
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ty arose over the meaning of "substantial handicap," and this issue has been re-
solved in the following manner: "Services provided in a particular community under
this Act will depend on the needs and existing resources of that. community."53

The Act is intended to provide services, facilities, and manpower training via
three basic program mechanisms: (1) formula grants to statesfor administration,
planning, services, and construction, (2) service projectshospital improvement,
rehabilitation service projects, and initial staffing, and (3) university-affiliated facili-
ties concentrated mainly on the tr-,dning of service and research personnel."

To accomplish these programs, some $49.54 million was expended in FY 1972
and $44.46 million was estimated for FY 1973.55 However, these expenditure levels
are well below the amounts authorized, which were $105 million and $130 million
for the corresponding years." This difference was noted in the 1972 Secretary's
Budget Memo, ": . . and if the President's goals for mental retardation ... are to be
reached, the appropriation must be significantly Increased.75' Nonetheless, FY 1972
expenditures were held to the $49.54 million figure; of this total, $21.715 million
went for state formula grants, $21575 million for rehabilitation service projects,
and $4.250 million for university affiliated facilities.

State grants"' are designed to help coordination and planning activities at the
state level to improve the flexibility and responsiveness of services delivered to the
developmentally disabled. As a result, State Planning and Advisory Councils are
required, as is a National Advisory Council on Services and Facilities for the Devel-
opmentally Disabled. Evaluation money at the rate of 1.0 percent of this program,
or about $200,000 in FY 1972, is likewise required. It was estimated that 43,000 were
served in FY 1972. Most state grants were in the $400,000 range, but three states
exceeded the million-dollar markCalifornia ($1.387 million), Pennsylvania ($1.115
million), and Texas ($1.067 million)."

Service projects, which are also matched,'" included $10.075 million for initial
staffing, $7.0 million for service projects, and $6.5 million for hospital improvements
in FY 1972,62 a year in which some 132,000 persons were served and around 10,000
received training under these projects."

University affiliated facilities included 34 centers, whose "core" support was
partly financed, and stressed demonstrations and interdisciplinary training for
professionals to serve the developmentally disabled. The average grant was around

" Guidelines for Services and Programs for Developmentally Disabled Persons, p. 2,
14 Justifications of Appropriation Estimates, Vol. VI, "Social and Rehabilitation Service," p. 163.
51 Ibid.
l° P.L. 91-517, Title I, Part C, Section 131, "Authorization of Appropriations."
" Secretary's Budget Memo, Office of the Secretary, Department of Health, Education and Welfare,

Washington, D.C., March 1972, p. 17. (Mimeo.)
" The Federal share of the match for services was 75 percent in FY 1972, 70 percent in FY 1973, and

up to 90 percent for areas designated as poverty areas by the Secretary. For construction projects, the
range was up to two-thirds for regular grants and up to 90 percent for poverty areas.

" Justifications of Appropriation Estimates, Vol. VI, p. 122.
" The top three state recipients were closely fqllowed by Ohio ($937,000), Illinois ($851,000), and

Michigan ($768,000). Justifications of Appropriation Estimates, Vol. VI, pp. 172473.
°' The Federal share ranges between 66 and 90 percent, but averages somewhere arosnd 75 percent

for the 670 separate projects funded in FY 1972.
" Catalog of Federal Domestic Assistance, p. 341.
" Justifications of Appropriation Estimates, Vol. VI, p. 126.
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$125,000 /year /center, and it has been estimated that 15,000 received some training
in FY 1972.64

Developmental disabilities is best regarded as a supplemental program aimed
specifically at a difficult subset of the handicapped population that often haS been
slighted or for which more detailed planning and orchestrating of available services
and resources were needed at the sta.: and local levels. The total estimated number
served in FY 1972 is approximately 175,000, some consklerable proportion of which
is children and youth aged 0-21. The total of Federal and matching resources expend-
ed was on the order of $66.0 million in FY 1972.65

While a full-scale review of this program is beyond the serve of this report,
others have recently begun the assessment task in depth." On reading the Larson-
Weichers evaluation, one is struck with the image that the ijevelopmental Disabili-
ties program is but one more colored chip in the kaleidoscope of Federal programs
for the handicapped. Problems with standards, coordination, basic definitional is-
sues, and hence data are very much at the forefront of the evaluators' attention.
Coordination between levels of government and within the individual statesa
major objective of the programis noted as a chronic problem. Other problems
mentioned by Larson and Weichers include inadequate Federal leadership to estab-
lish program goals, poor control apparatus, and weak technical assistance; laCk of
money; lack of local capacity ,19 care for the served population; inability of estab-
lished state advisory councils to provide effective leadership; short-term funding
with the resultant lack of continuity and planning; and lack of analyses and evalua-
tions of program effectiveness.

President's and Secretary's Committees on Mental Retardation. Two im-
portant groups are constituted to provide both policy and program assistance and
expertise at the highest levels of the Executive Branch." These committees make
significant contributions in the areas of increasing public awareness, coordinating
governmental units serving the mentally retarded, and evaluating operations from
a strategic perspective. Perhaps the most subtle contribution of each committee is
the fact that it is compelled to view the whole spectrum of services provided to an
identified target population from a comprehensive point of viewa rare and heroic
undertaking given the complicated and ponderous nature of the overall system.

For the $550,000 expended on the President's Committee in FY 1972,66 a variety
of policy studies and papers were produced of the kind characterized by earlier,

" Ibid., pp. 127-128. Construction authorized under this segment of the Act was beir_g phased out in
FY 1972 and accounted for only $31,000 of the $4.281 million actually expended here; no construction
funds were budgeted in FY 1973.

43 We are unable to find hard information on how many aged 0-21 are in fact served under this
program. Richard Walker, statistician in Program Evaluation, Division of Developmental Disabilities,
Rehabilitation SenrEces Administration, indicated to us that these data are "not available." (Telephone
conversation, March 23,1973.) Lacking some reliable information from those responsible for the program,
we have made an arbitrary estimate that half of the 175,000 total were aged 0-21, and that half of the
$66.0 million gross expenditure for both Federal and matching sources benefited children too. We prefer
not to make arbitrary estimates, but the current state of the data makes it necessary.

" C. W. Larson and J. Weichers, Survey of Operation of the Developmental Disabilities Services and
Facilities amstruet.i-- .4ct of 1970 (P.L. 91 -517) in States, Department of Health, Education and Welfare,

Administration, October 31, 1972 (study document).
" The Prosiqo.p.t's Committee is authorized under Executive Order 11280, May 11, 1966.

tutted in Table 10.4 above; see also Catalog of Federal Domestic Assistance, p. 698, for a fuller
description of activities.
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much read efforts such as MR 69: Toward Progress: The Story of a Decade and MR
70: The Decisive Decade. 69

An attempt to estimate and integrate all Department of Health, Education and
Welfare expenditures for the mentally retarded was made by the Secretary's Com-
mittee on Mental Retardation in 1971.7° While the effort was only partly successful,
the perspective takeni.e., comprehensive for a target populationwas quite in-
sight provoking. The coordination, fragmentation, and information deficiencies that
we frequently note throughout this report were obvious in the Committee's 1971
report as well; $110,000 was expended on the Committee in FY 1972."

PROBLEMS CITED BY MENTAL HEALTH ADMINISTRATORS

Thirty-two states responded to our survey of mental health agencies with de-
scriptive material on their programs. Of those, half volunteered information on
problems they face in providing services to mentally handicapped youth. As with
other agencies we surveyed, the inadequacy of present funding levels was the prob-
lem most frequently cited. Other areas of concern to several states were the lack of
coordination among programs; the need for more program data, planning, and
evaluation; and the need for more community based facilities. A summary of the
problems cited is contained in Table 10.22.

Insufficiency of Funds

Lack of resources was the problem cited most often, and typically in two ways:
(1) funds generally are not available to serve all those with a need, and (2) funds for
specific subsets of the mentally handicapped, or funds for specific types of facilities,
are especially lacking. For example, after officials in Massachusetts indicated the
general problem of funds, one went on to say:

The greatest problem area, to my knowledge, consists of two kinds of multi-
handicapped people. The first is multi-handicapped, profoundly or severely
retarded babies f..r whom this Commonwealth has too few resources. The
State Schools are over-crowded, with long waiting lists and there are only
two private nurseries which can take care of these babies. Both nurseries,
of course, are always full even though they have expanded over the last few
years.

The second group of people needing and lacking resources are the eino-
tionally disturbed retarded who seem to fall between resources geared to
treating only emotional problems or only retardation problems.

Coordination of Various Programs

Coordination has been cited as a problem many times by officials in a variety

8e Both documents are available from the GovernMent Print,ng Office.
r° Secretary's Committee on Mental Retardation, Mental Retardation Activities of the Department

of Health, Education, and Welfare, Department of Health, Education and Welfare, Washington, D.C.,
January 1971.

" Table 10.4 above.
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of agencies, but it is perhaps best summarized iJir the response we received from the
Texas Mental Health Mental Retardation Agency:

One of the most pressing and difficult issues in Texas and other areas may
be termed as a lack of effective and integrated service delivery systems for
persons with mental health, mental retardation and related problems....
To maim- matters worse, these often become conflicting and competitive....
As a result, the intended client receives inadequate service or no service at
all. Such a condition also has a geographic dimension, as competing systems
often do not follow a systematic and orderly growth plan, thereby concen-
trating services in certain areas at the expense of other areas.

Data, Planning, and Evaluation

Many of those responding to but not completing our survey indicated they
would like to assist the study but that they did not have the information on services
to youth that we requested. Oregon pointedly tied the lack of service coordination
with insufficient planning:

Funds must be assigned for planning purposes; the present attitude which
prevails is that money spent on planning takes away from services. Without
sufficient money available for planning, fragmentation is certain to contin-
ue.

A Major Issue Surfacing and Searching Resolution

The closure of mental hospitals was a central issue in three of the states that
we visited (California, Massachusetts, and Illinois). It appears to be a major issue
that will not be easily resolved. We signal it as an area requiring particular analytic
attention in the coming years and one which is particularly deserving of coordina-
tion and research at the Federal level.

While the issues are complex, the general trend to reduce the size of state
mental health residential facilities seems well established. This decision is often
taken for a .variety of reasons, and hastened to reduce overstressed state budgets.
However, there is some question whether such moves result in less costly, or merely
less visible, outcomes. In California, for example, two pieces of legislation designed
to provide an alternative to the state mental hospitals have had the effect of induc-
ing closure and a rapid egress of patients from these facilities. The so-called "Short-
Doyle" program has turned out to be more of a replacement than an alternative to
the state hospitals, as shown in the summary accounts in Table 10.23. While the
issues are too complex for detailed analysis in this report, we recommend that the
cited literature is a reasonable place to begin appreciating the multiple implications
of this surfacing trend.72

" ENKI Corporation, A Study of California's New Mental Health Law, Chatsworth, Calif., 1972;
California State Assembly, Interim Committee on Ways and Means, Subcommittee on Mental Health
Services, The Dilemma of Mental Health Commitments in California, 1966; Department of Mental
Hygiene, State of California, The New California Mental Health Act, 1969; State of California, Welfare
and Institutions Code, Div:sion 5, Section 5001; S. Steven Rosner, !The Rights of Mental Patients --The
New Massachusetts Law," Mental Hygiene, Winter 197!.' pp. 117-119.
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Table 10.23

CALIFORNIA STATE MENTAL HEALTH BUDGET

Fiscal Year
Local Programs
(Short-DGyle)

State Hospitals
for Mentally Ill

Total Budget
for Direct
Services

Local
Program
Total

(2)

1966-1967 $ 18,600,733 $116,143,640 $135,344,373 15.9
1967-1968 23,901,030 111,997,251 135,888,2r1 21.4
1968-1969 27,500,000 111,860,999 139,360,9' i 24.6
1969-1970 53,387,173 112,786,924 166,174,0517 32.1
1970-1971 72,436,000 109,928,921 182,364,921 39.1
1971-1972 104,140,684 107,307,958 211,448,642 49.2

SOURCE: A Study of California's New Mental Health Law, ENII
Corporation, Chatsworth, California, 1972, pp. 48-50.



PART 3

NEXT STEPS IN THE RESEARCH

This part briefly discusses our next reportthe evaluation of programs for the
auditorially and the visually impaired youth.



11. FUTURE ANALYSIS

POLICY ISSUES AND OPTIONS: RESEARCH APPROACH

This report focuses on existing Federal and state programs serving all types of
mentally or physically handicapped youth, and our descriptive overview of those
programs and many of their problems. Our next report will focus more narrowly on
auditorially and visually handicapped youth, using information from this report and
other sources to analyze alternative future Federal policies for imprc- 7,'g services
to them.

Our basic research approach is policy-analytic, as described in Sec. 1. In the next
phase of this research, we shall take a comprehensive look at current and prospec-
tive programs and policies aimed at the target population of sensorially handicapped
youth. Our evaluation effort will concentrate on alternative policies to alleviate the
identnrA problems and on the Federal role as it relates to those recommended
policies. Evaluating each alternative policy demands a multi-method research ap-
proach: no single methodology will suffice.

Our evaluation framework is based on a set of multiple criteria for measuring
policy outcomes. Defined in terms of the goals of various different service system
participants, these criteria include measures of current resource consumption, equi-
ty, future economic effects, and effects on the quality of life of the handicapped
individual. These criteria will form the basis of a "scorecard" for evaluation and
comparison of alternative future government policies. Six basic questions shape our
research approach:

What are the problems in the present system of government programs for serv-
ice to youth with hearing or vision handicaps, and what are their service needs?
We have discussed the present (benchmark) system and its problems. The next
report will further describe these and other problems and service needs as they
concern sonsorially impaired youth.
What are the objectives of various participants in the system? Section 4 dis-
cusses the diverse objectives of the handicapped population, individual govern-
ment officials, specific agency programs, and "society." Our next report will
contain survey results on the specific goals and objectives of fanni:ies with sen-
sorially impaiiNI youth.
What criteria are useful in evaluating and comparing policy options in terms
of different objectives? The last part of this report discusses the set we plan to
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utilize, including measures of current resource consumption, equity, future eco-
nomic i-ifects, and effects on the quality of life of the handicapped individual.
What policy options exist for improving services and alleviating the current
system's problems? In addition to the base case option of not changing the
present system, the following illustrate groups of policy issues and options that
may be considered:

A system of locally or regionally based centers providing comprehensive
needs-assessment, diagnosis, direction, and periodic needs-reevaluation ser-
vices each youth.
Readjustment of the mix of services delivered, increasing the provision of
underdeveloped but effective services.
Emphasis on a prevention strategy for particular etiologies.
Emphasis on early identification and service strategy for youth with certain
types and degrees of handicaps.
Emphasis on (1) vocational rehabilitation strategy, or (2) on an income
maintenance strategy for certain subpopulations of the handicapped.
Emphasis on (1) quality services to relatively few, e.g., the severely hand-
icapped or those most able to benefit from service, or (2) minimal services
to many.
Adoption of incentives to reduce the geographic and age inequities in serv-
ice delivery.
Provision of sufficient resources to meet the service needs of all sensorially
impaired youth.
A potentially feasible increase in resources, e.g., 50 percent.
Changes in the institutional structure at the Federal level, without in-
creased resources.
An improved Federal role in data collection and program effectiveness
evaluation:
A Federal role in a program area patterned after one of the Catalytic,
Special Revenue Sharing -plus, Controllership, Direct Operation or other
characteristic models.

What are the implications(in terms mainly of costs and effects) of adopting eact
different policy option? Recommended criteria will be utilized to the extent that
data permit in evaluating each policy option and, as appropriate, analyses will
be conducted separately for various subpopulations of sensorially impaired
youth. Where reliable data are not available, we will depend en more subjective
data or on professional expert opinion to measure effects. We plan to use a
variety of methods for obtaining information on criteria for policy options. For
example, a cost model will be developed to assess resource criteria, to indicate
the impacts on various sources of funds, and to estimate costs over the lifetime
of handicapped youth. Economic criteria will be assessed using benefit-cost tech-
niques. Impacts on the handicapped person's quality of life will depend on
methods of estimating the number of persons with various degrees of sensory
impairment and nondependency and on eliciting participant preferences; about
100 families with sensorially impaired youth will be queried. Where project staff
members lack expertise, such as in making assessments about various medical



-26§

treatment outcomes, we will rely on expert consultants. For example, the impact
of a medical prevention strategy on the cost, size, and dependency of the hand-
icapped population can be assessed by using the costs and probabilities of success
of various medical preventive services, a lifetime benefit-cost model, and various
estimation techniques. Not all options will merit full analysis. Some will be
shown to be clearly inferior after making only "back-of-the-envelope" calcula-
tions; others will be analyzed but, for assorted reasons, may not become recom-
mendations in our next report; and others, the most promising, will be analyzed
with respect to the various roles HEW might fulfill in creating a better service
system. Section 3 of this report elaborates on the policy process and serves as
a key structural reference for these recommendations, i.e., where should what
kinds of adjustments be made by whom?
Which of the analyzed policy options should be implemented at the Federal
level, and what role should HEW play?These are questions best answered by
HEW and other Federal officials, but this study will present policy options,
evaluated as well as possible in terms of the various criteria, and discuss the
relative merits of each. Periodically while preparing our final report, which will
be an assinilation of findings about the analyzed policy options, we plan to issue
supplementary notes about each of the individual options.

The research approach and evaluation framework we have adopted are general-
ly useful to analyze programs for many different populations, not just those for
sensorially handicapped youth. Auditorially and visually handicapped youth have
been selected at HEW's request because (1) their handicaps are more readily iden-
tified and classified, (2) their handicaps can severely affect every aspect of their lives,
(3) a wide range of services and programs already exist ;yr them with varying
effectiveness, (4) the data appeared more readily available for these handicaps, and
(5) the program objectives, effectiveness, and benefits appeared more easily assessa-
ble than those for other handicapping conditions such as emotional disturbance.

To reiterate, the scope of this entire research project is necessarily large all1
comprehensive, because the prograths and problems of seri, ing handicapped youth
are also large and comprehensive. Because this is an overview sttedy utilizing availa-
ble data, it cannot answer all questions, but it does generate a good deal of new
information and perspective.

CRITERIA: MEASURING PERFORMANCE

The evaluation criteria we intend to use are designed to show major policy
effects, yet they are small enough in number to be manageable. Sperific criteria
should permit comprehensive evaluation, yet be as measurable as possible on each
of four objective dimensions, discussed below: current resource consumption, equity,
future economic effects, and effects on the individual handicapped person. These
basic types of criteria will be utilized assess the implications of alternative policies
on the service system, the handicapped population, and the public in general. To
compare the different effects of various services and policies, we have attempted to
select criteria that can be used as common denominators. Because the needs and



270

ability to benefit from services differ for various handicapped subpopulations, these
criteria must be applied separately for each subpopulation and for each service
whenever feasible. Subpopulations are defined by such factors as age, degree and
type of handicap, socio-economic status, and geography. Typical questions that
might be raised are, how successful are alternative policies for meeting the needs
of the handicapped? And how many resources do various policies consume?

These criteria will be refined and supplemented as necessary. The lack of data
is, as usual, the greatest deterrent to evaluating programs for handicapped youth;
consequently, it may not always be possible to use the criteria exactly as presented
here, and in such cases, we shall attempt to construct and use indirect or proxy
measures. Assessments of data quality and availability are presented in earlier
sections of this report.

Criteria of Current Resource Consumption. Although resource consump-
tion could be measured strictly in dollar terms, we also consider facilities and
personnel because of their long lead times. In analyzing finances, we attempt to
specify both total annual expenditures for a program and the cost per youth served.
Disaggregation of data by service and subpopulation is important to understand
whose resources are being tapped (e.g., Federal, state, the handicapped person, and
his family) to serve which segments of the handicapped population, and to be able
to weigh service effects against costs.

Criteria of Equity. To measure how "fairly" a serrice is distributed among
various subpopulations and to measure unmet needs, we consider whether and how
much of a needed service the individuals in each subpopulation receive. Because each
individual's needs and abilities to benefit from each service differ, equity does not
mean that equivalent amounts of each service are necessarily provided each in-
dividual. Rather, equity involves two types of criteria: the percentage of the sub-
population needing service that actually receive it; and the variance among sub-
populations in the quantity of services received. If satisfactory data are not available
on service effectiveness, however, service quantity measures are sometimes used as
proxies for the more desirable output measures. For example, the effectiveness of
prevention programs is commonly assessed by counting the number of people immu-
nized against a potentially handicapping disease.

Criteria of Economic Effects. We consider three criteria of economic effects
(of service provision) on both the individual and various governmental levels by
asking questions such as the following whenever possible: What is the expected net
change in the present value of expenditures for all future government assistance to
the handicapped person throughout his lifetime? For income maintenance? For all
other services? What is the expected net change in the present value of the hand-
icapped person's future earnings?And what is the expected net change in the present
value of future taxes to be paid over the handicapped person's lifetime?

Criteria of Effects on the Handicapped Person. In addition to economic
effects, other important humanitarian service benefits are considered. Services may
influence characteristics of the handicapped population in the following ways, which
translate into four types of criteria:
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1. Number of persons with various degrees of sensory ability:1
a. Blind
b. Partially-sighted
c. Deaf
d. Hard of hearing
e. Both a hearing and a vision handicap
f. Normal hearing and vision

2. Number of persons with various degrees of personal nondependence:2
a. Self-care
b. Family carecare within family
c. Community-based carecare provided by agencies such as foster homes or

halfway houses
d. Confined carecare in institutions such as hospitals or long-term nursing

homes

3. Number of persons with various degrees of economic nondependence
a. Earnings and property income, including private insurance, investments

and pensions
b. Work-related transfer payments, including social insurance
c. Income-conditioned transfer payments

4. Attitude of handicapped youths' families on their post-service overall quality of
life:
a. Harmful effect on quality of life
b. No effect
c. Slightly beneficial effect
d. Beneficial effect
e. Very beneficial effect

Considering the variety of possible program effects, one must use multiple cri-
teria to evaluate p;; icy alternatives. Real choices are so complex that consolidating
a set of criteria in6 one overall effectiveness measure is both inappropriate and
misleading.

Viewing all criteria for a single policy provides a good overview of the costs and
effects of that policy; looking at a single criterion for several alternative policies
enables one to compare and contrast alternative policies by that one measure. In
general, however, the policy that is best by one measure will not necessarily be best
by another. This highlights a difficult methodological problem: How is one criterion
weighed against another in arriving at recommendations? Multidimensional prefer-
ence theory is insufficiently developed to provide a general solution; consequently,
trade-offs among alternative policies on various criteria must be made on a case-by-
case basis. Still, the normal process of making value judgments in decisionmaking
is enhanced by making objectives, criteria, and trade-offs explicit rather than by
ignoring or considering them only implicitly. Data on some of these criteria are

' 1l4ore detailed scales of function ability will be used whertl appropriate and feasible.
2 Scales of notidependence used are those specified in Secretary of Health, Education and _Ifare,

Planning Guidance Memorandum-1972, February 15, 1972.
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highly subjective; however, our approach is to try to incorporate. all important
factors explicitly, rather than including only those for which quantitative measures
are available.

Criteria Relevant to Only One Type of Service. Until now we have dis
cussed criteria appropriately used to evaluate a variety of services. Criteria in the
following list are each relevant to only one type of service, and because they are, they
do not permit comprehensive service evaluation and hence shall be used in a supple-
mentary fashion. For each criterion presented in Table 11.1, it is implicit that
whenever possible a comparison would be made between data for persons receiving
a service and those not receiving it.

Table 11.1

SINGLE SERVICE EVALUATION CRITERIA

Type of Assistance/Service Criteria

Prevention of handicapping conditions Number of persons per 100,000
population initially acquiring
each type handicap as compared
with a base year.

Identification Percentage of the handicapped
population individually iden-
tified by the service system.

Direction Percentage of those identified
who are receiving a preferred
mix of services.

Medical or surgical treatment Probability of various changes
in degree of handicap.

Income maintenance Percentege of handicapped whose
family income f.s above each of
a set of specified levels.

Education Average levels of various types
of achievement.

Specialized training Percentage of trainees achiev-
ing various levels of functional
ability (e.g., in mobility, !speech,
use of appropriate sensory aids,
activities of daily living).

Vocational training Percentage of trainees contin-
uously employed for at least 30
days following completion of
training.

.L )b placement , Percentage of oneu0oyed handi-
capped persons successfully
placed.



Appendix A

PREVALENCE ESTIMATES AND DEFINITIONS
OF HANDICAPPING CONDITIONS

This appendix has a dual purpose: to define in more detail the various handicap-
ping conditions that are used throughout the report; and to review various estimates
of the prevalence of handicapping conditions. Our prime observations are that (1)
definitions presently used in the service system are not the same across various
agencies, if the agency defines the handicap at all; (2) the stated definitions are
almost never clear; and (3) reliable data on prevalence are generally not available,
which results in divergent estimates by different services.

From the standpoint of this HEW-sponsored research, handicapped youth
broadly include those with a significant physical or mental impairment that results
in the need for special services not required by "normal" youth. Because this study
is concerned with the government's policy of providing services, handicap is defined
in terms of the need for services. Types of handicapped youth included are those
generally called visually or auditorially or speech impaired, crippled or other health
impaired, mentally retarded, emotionally disturbed, or learning disabled. Types not
included are those whose problems tend to be imposed by conditions in society,
rather than by a physical or mental disability, viz., the "disadvantaged" youth.

Estimates of the number of handicapped youth vary widely depending on the
definition used, the data believed, and the type of service needed. While we are not
fully satisfied with the reliability of the estimates we present in Table Al, we are
confident that they represent the correct order of magnitude of those requiring at
least some of the special services described in this report. These estimates are
plausible and widely used, but some of the other estimates discussed in this appendix
have the same attributes. The definitions used for each handicap are specified as
precisely as they can be later. Note that of the 83.8 million aged 0 to 21 youth in
the United States in 1970, over 9 million are handicapped. Even taking into account
the difficulties of making precise estimates without a comprehensive census of the
handicapped population, the figures indicate clearly the tragic proportions of the
problem.

Not a great deal of effort in this appendix is directed toward finding the "best"
single definition of a handicapping condition, since we believe that a singie definition
of a handicap for every type of service is inappropriate. Our objective here is to
discuss the commonly used definitions. First, handicapping conditions usually have

273
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Table Al

ESTIMATED NUMBER OF HANDICAPPED YOUTH AGED 0-21 IN 1970

Type of Handicap Number, of Youth

Visual impairment
Partially sighted
Legally blinda

Hearing impairment
Deaf
Hard of hearing

193,000
180,000
45,000

490,000
50,000

440,000
Speech impairment 2,200,000
Crippling or other health impairment 1,676,000
',1ental retardation 2,800,000
Emotional disturbance 1,500,000
Learning disability 740,000
Multihandicapped 50,000

Totvi 9,550,000

a
Including 32,000 partially sighted.

multiple dimensions. A person may be handicapped in one dimension and not in
another. For example, the usual definition for being legally blind is that corrected
visual acuity is no better than 20/200 in the better eye, or the angle of vision
subtended is no greater than 20°. This particular test, however, does not measure
vision over all ranges of distance. Therefore, many of the legally blind will have the
capability to see things close up such as books, and hence are not really "blind" for
many of the important functions of evsryday life. From a standpoint of service
policy, which this report deals with, the definition of handicap for eligibility for
service ideally should be based on need or functional capability as well as ability to
benefit from the service. Thus, ttie definition of handicap used should depend on the
type of service to be given. Operationally, this means that a set of uefinitions is
needed for each type a handicap, rather than a single definition. This is true even
if one can describe functional capability in terms of degree of physical limitation.

Given that one wants to measure the severity of a handicapping condition,
another problem is where to draw the line between the handicapped and normal
populations. In defining the mentally retarded, for example, an IQ of 75 or below is
sometimes used to distinguish the mentally retarded from the normal population.
It is not clear, however, why a child with an IQ of 74 needs different educational
services, for example, than a child with an IQ of 80. With mental retardation as with
all other handicaps there is a continuum in the degree of the severity of a handicap,
and the handicap can be measured on different dimensions (e.g., IQ and adaptive
behavior for the mentally retarded). Definitions that are one-dimensional and pure-
ly binary in naturethe child is either handicapped or he is notare very blunt and
inadequate instruments for measuring a handicapped child's need for service.

Finally, the severity of a handicapping condition depends upon the environ-
ment in which the child and later the adult finds himself. That is, whether or not
you need services depends on your functional needs. The loss of a leg may not be a
significant handicap in the classroom, but E:ay be in many job situations calling for
physical activity. Therefore, a child may not be handicapped in the eyes of the
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educator, but could Le handicapped as viewed by the vocational rehabilitation
counselor.

Because of these difficulties in developing definitions, we delineate our assump-
tions about the handicapping condition and its prevalence so that those who disagree
can alter our estimates to arrive at their own conclusions. Table A2 gives some
different estimates of prevalence in youth of various handicapping conditions. The
most noticeable characteristic of these estimates is the wide variation among
sources; the high estimate differs from the low estimate by a factor of 6. The differ-
ences noted are partially due to varying definitions used. Those differences and
breakdowns within the categories of impairment (e g., hard of hearing versus deaf)
will be discussed in following subsections. Note that two of the estimates indicate
a very small fraction are multiply handicapped, implying a small amount of double
counting in some of the other estimates.

In interpreting estimates of the precentage of the handicapped population
served by various government programs, one should keep in mind the uncertainty
about the size of that population. Any conclusions must be tempered by the quality
of information in this area.' It was not within the scope of thio study to analyze the
relative merits of each set of estimates. We do note that the relatively recent (1970)
estimates of prevalence used by the Bureau of Education for the Handicapped
(column b) are comprehensive, were made after a review of multiple studies of
incidence, and have received wide usage.

This appendix takes up each handicapping condition in the order listed in Table
Al, and discusses its definition and the estimates of its prevalence. We discuss the
first impairment in greatest detail, since the various types of definition and estima-
tion problems are common to most other impairments and need not be discussed
repeatedly.

VISUAL IMPAIRMENT

Data on the incidence of visual impairment in youth are probabl- the best
among the various disabilities. This stems from several factors: visual impairment
is relatively easy to detect, a standard measure of "legal blindness" exists, and more
widespread screening is done for it than for most other handicaps. The dichotomous
definition of legal blindness does not allow the separation of the various functional
capabilities among the visually impaired, and it stands to reason that services
should not be the same for all those categorized as "blind." In fact, many of the
legally blind are not and do not consider themselves blind, and services that are
directed at the totally blind will not train the person who has residual vision to use
that vision to best advantage. Therefore, a definition such as that for legal blindness
gives some indication of who needs service, but is not sufficiently refined to indicate
the type of service required, and does not include all those needing service. For much

' More research 311 needed and is being undertaken in this area, such as the extensive survey described
in Sec. 5 being undtytaken by Professor S. Z. Nagi of Ohio State University. His work attempts to
ascertain not only health status but also the amount and type of government service an individual is
receiving. This study, however, will or.ly cover adults 18 years of age and over.
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Table A2

ESTIMATES OF THE PREVALENCE OF HANDICAPPING CONDITIONS IN YOUTH

(In percent of total youth population)

Handicap

Estimate

(a) (b) (c) (d) (e) (1) (g) (h) (i) (j) (k)

Mentally retarded 2.300 2.300 1.480 2.25 6.30 7.000 1.54

Auditorial impairment 0.575 0.575 0.080 2.10 1.00 0.203 0.95 0.10 0.585

Speech impairment 3.500 3.500 2.400 5.00 4.50 1.300 1.30 3.60 5.000

Visual impairment 0.090 0.100 0.020 0.08 0.35 0.200 0.06 0.057 0.05 0.054

Emotionally disturbed 2.000 2.000 0.050 3.00 5.00 2.600 2.00

Crippled 1.000 0.500 0.028 0.50 0.35 0.180 0.21

Learning disabled 1.000 0.026 5.00 7.00 2.200 1.12

Other health impairment 1.000 (1) 0.50 0.050 (1)

Multihandicapped 0.060 0.07

Total 10.465 10.015 4.080 18.43 24.50 13.730 8.69

a
R. P. Mackie, H. Williams, and P. P Hunter, Statistics of Special Education for Exceptional Chil-

dren .7nd Youth, 1957-1958, USOE Bulletin No. 0E-35048-58, 1963, as reported ir. R. A. Rossmiller. J. A.
Hale, and L. E. Frohreich, Educational Programs for Exceptional Children: Resource Configurations and
:o,ets, National Educational Finance Project, Special Study No. 2, Department of Educational Administra-
tion, University of Wisconsin, Madison, Wisconsin, August 1970.

b
Estimated for age 5-19 youth in 1969. U.S. Department of Health, Education and Welfare, Handicapped

:hillren in the U.S. and Special Education Personnel Required--1968-1969 (est.), Bureau of Education for
the Handicapped, August 1970.

c
Estimate developed from information contained in 1969-80 Summary of Special Education Services of

I-Yurzu for Special Education, Division for Handicapped Children, Wisconsin Department of Public Instruc-
tion, 1970 (mimeo) as reported in Rossmiller, op. cit., p. 122.

d
Estimates developed by the North Dakota State Department of Public Instruction as reported in De-

scription of Special Education Program 1972-1973, submitted to the Bureau of Education foe the Handi-
capped.

eEstimates developed by the Nebraska State Department of Education as reported in Description of
Special Education Program 1972-1973, submitted to the Bureau of Education for the Handicapped.

(Actual number of children in Alabama identified as needing special education service through teacher
referral divided by the number of children 5-17 according to the 1970 U.S. Census. The number of iden-
tified children is taken from Alabama Five-Year Plan Program for Exceptional Children and Youth, State
Department of Education, Montgomery, Alabama, August 8, 1972. Note that the number reportedly identi-
fied is often higher than other estimates of the total handicapped youth in the population.

8U.S. Department of Health, Education and Welfare, National Health Survey, Prevalence of Selected
Impairments, July 1963-June 1965, Public Health Service, p. 9.

h
Kenneth Trouern-Trend, Blindness in the United States, Travelers Research Center, Hartft.d, Conn.,

1968.

iRossmiller, op. cit., p. 121. This is the estimate used in the Rossmiller study after c review
of other prevalence data.

JEstimated Statistics on Blindness and Vision Problems, National Society for the Preventiyn of Blind-
ness, Inc., New York, New York, 1966.

kDerived from estimates in Human Communications and Its Disorders- -An Overview. A repo:' 'of the Na-
tional Advisory Neurological Diseases and Stroke Council of the National Institute of Neuri7egical Dis-
eases and Stroke, National Institutes of Health, U.S. Department of Health, Education and V"Lfare,
Bethesda, Maryland, 1969.

)Included with crippled.
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more detailed discussions of definitions and incidence rates than we present here,
to the Trouern-Trend study cited earlier and to a report by the National

Society for the Prevention of Blindness, Inc.,2 and one by the Organization for Social
and Technical Innovation, Inc."

The usual definition of legal blindness is that a person's visual acuity fbr distant
vision does not exceed 20/200 in the better eye, with best correction; or his visual
acuity is more than 20/200 but the widest diameter of his field of vision subtends
an angle no greater than 20'. Within this category of legal blindness the quality of
vision varies widely.

After considering many data sources, the National Society for the Prevention
of Blindness' indicates that the best data available suggest about 1 child in 4 of
school age in the United States needs eye care; about 1 in 500 is partially sighted
(i.e., uses sight as a chief channel of learning, including 42 percent of legally blind
children and those with acuity after correction of better than 20/200 but less than
20/70'1; and about 1 in 2000 (0.054 in 100) is legally blind.

Other estimates were shown in Table A2. The data indicate that the education
agencies in the states are reporting a higher incidence of visual impairments than
the National Health Survey and the Model Reporting Areas for Blindness Statistics.
This is primarily due to differences in definition. One need not be legally blind to
be visually handicapped in terms of the education process. North Dakota, for exam-
ple, classified children with only 20/70 vision in the better eye after corrections as
partially sighted. As we indicated earlier, the handicap definition should depend on
how vision relates to the service, e.g., the education process. It is easy to see that the
sole use of the classification of legal blindness is misleading in terms of prescriptive
action that the schools or other service agencies must take.

Table A3 presents estimates of the percentage of the legally blind with various
degrees of vision. Only a relatively small fraction (16 percent) are totally blind.

Some previous estimates of the prevalence of blindness have assumed that it is
not distributed randomly but is in Fact related to such things as income and race.'
If this is true, the use of average U.S. rates for individual states could be misleading.

Using the NSPB prevalence estimates, and the fact that there were 83.8 million
youth aged 0-21 in the United States in 1970, implies that in 1970 there were about
21 million youth who required eye care; 45,000 legally blind youth; and 168,000
partially sighted youth, of whom perhaps 20,000 were legally blind. If one defines
partially sighted to include measurable acuity less than 20/70, with correction, then
there are perhaps 180,000 partially sighted youth, of whom 32,000 are legally blind.

HEARING IMPAIRMENT

Hearing losses may be grouped into two broad categories: deafness, or sense of

Estimated Statistics on Blindness and Vision Problems, National Society for the Prevention of
blindness, New York, New York, 1966.

" Blindness and Services to the Blind in the U.S., OSTI Press, Cambridge, Mass., 1971.
Estimated Statistics on Blindness and Vision Problems.
The approximate acuity with correction at which it becomes possible for the person to read ordinary

newsprint.
" Kenneth TrouernTrend, Blindness in the United States, Travelers Research Center, Hartford,

Conn., 1968, p. 5.
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Table A3

DE;REE OF VISION: AGES 5-19

Percent

Absolute blindness 16
Light perception 14

Light projection
Less than 5/200 8

5/200 but less than 10/200 6

10/200 but less than 20/200 12

20/200 26
Field restriction 1

Unknown 16

SOURCE: Kenneth Trouern-Trend, Blindness in the
L/n:ted States, 1968. These figures represent the
degree of vision of those registered in the Model
Reporting Areas in 1965.

hearing that is nonfunctional for the ordinary purposes of life; and hard of hearing,
or a sense of hearing that causes difficulty with such things as understanding speech,
but which is at least partially functional. For a more detailed discussion of defini-
tions and sources of prevalence data than we present here, refer to the NINDS
report.' According to that report, "Deafness has never been defined to the satisfac-
tion of all authorities," and "... the task of ascertaining how many deaf persons
there are in this country has never been accurately performed." We would add that
the quality of the statistics on the hard of hearing is considerably worse than that
for the deaf. The NINDS report suggests that the most widely accepted definition
of deafness is as follows:

Those in whom the sense of hearing is nonfunctional for the ordinary pur-
poses of life. This general group is made up of two distinct classes based
entirely on the time of the loss of hearing. a) The congenitally deaf: those
who are born deaf. b) The adventitiously deaf: those who were born with
normal hearing but in whom the sense of hearing becomes nonfunctional
later through illness or accident.8

A more detailed and specific classification was used in the 1960-1962 U.S. Public
Health Service Health Examination Survey. The breakdown of hearing loss is based
on the decibels (dB) of sound loss in the 500 to 2000 Hertz range, which covers most
of the speech range. The average hearing level in the better ear is divided into four
ranges with the associated functional interpretation:

. 41-55 dB: Frequent difficulty with normal speech
56-70 dB: Frequent difficulty with loud speech

National Advisory Neurological Diseases and Stroke Council of the National Institute of Neurologi-
cal Diseases and Stroke, Human Communication and Its DisordersAn Overview, National Institutes of
Health, U.S. Department of Health, Education and Welfare, Bethesda, Maryland, 1969.

" The distinction is made because in the former case language development could not occur with the
aid of the sense of hearing.
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71-90 dB: Understands only shouted or amplified speech
91+ dB: Usually cannot understand even amplified speech

Other breakdowns use more categories, slightly different dB breakpoints, or
slightly different functional interpretations, but are generically the same. For exam-
ple, Rossmiller uses a classification wherein a hearing loss of 20-45 decibels in at
least two frequencies in the speech range is classified as mildly hard of hearing.°
Deaf or severely hard of hearing are those with a hearing loss of between 75 to 80
decibels or greater across the speech range without the use of hearing aids.' The
National Health Interview Survey takes a less scientific approach when it asks
respondents if they feel they have deafness or serious trouble hearing with one or
both ears. A different type of hearing disorder, on which very little data are availa-
ble, is one in which the level of sound heard may or may not be normal, but there
are dysacusic disturbances primarily symptomized by garbled hearing.

The NINDS report estimates there were 236,000 deaf persons of all ages in the
United States in 1970. Using their same data source," we note a prevalence of
deafness in persons under age 15 of about 53 per 100,000 and 76 per 100,030 aged
15-24. Using these rates, we estimate the 1970 aged 0-21 deaf population is approxi-
mately 50,000. The NINDS report estimates that "about8,500,000 Americans (in
1970) have auditory problems of one type or another which are less severe than
deafness but which impair communication ... about 4.5 percent (circa 360,000) are
under 17 years."' If we extrapolate at the same rate to the 0-21 age range, the
estimate is 440,000, or 0.525 percent of those in that age range.

Prevalence estimates from various sources are shown in Table A4.

Table A4

PREVALENCE OF HEARING IMPAIRMENTS, BY DEGREE OF IMPAIRMENT

(Percent of total youth population)

Degree of
Impairment

Estimate

(a) (b) (c) (d) (e) ( f) (g) (i) (k)

Hard of hearing
Deaf

0.500
0.075

0.500
0.075

{ 0.081
2.0
0.1

0.85
0.15

0.200
0.003

{0.951 0.525
0.060

SOURCE: See Table A2 for sources a through k.

1Combined.

SPEECH IMPAIRMENT

Speech impairment includes absence of a larynx, stammering, stuttering, poor

9 R. A. Rossmiller, J. A. Hale, and L. E. Frohreich, Educational Programs for Exceptional Children:
Resource Configurations and Costs, National Educational Finance Project, Special Study No. 2, Depart-
ment of Educational Administration University of Wisconsin, Madison, Wisconsin, August 1970, p. 72.

t° Ibid, p. 73.
" "Statistical Information Concerning the Deaf and Hard of Hearing in the U.S.," American Annals

of the Deaf Vol. 104, 1959, pp. 265-270.
12 Yuman Communication and Its DisordersAn Overview, p. 13.
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articulation, and other ill-defined troubles with speech. Since there is no precise
definition of speech impairment, it would seem reasonable that there might be no
reasonable consensus about the prevalence of this impairment. This tends to be
confirmed by the data in Table A2. For a discussion of various prevalence data, see
the NINDS report." In 1970 there were about 63 million youth aged 5-21, which
leads to an estimated 2,200,000 speech impaired youth if a 3.5-percent rate is used,
or to an estimated 3,140,000 if a 5-percent rate is used.

The National Health Survey (NHS) gives by far the lowest estimate. It was
based upon the response to the question about whether there were any speech
defects in the family. One cause could be that most people do not think that their
speech difficulties are as significant as a speech therapist would. Another cause is
that cases of cleft palate and deaf mutisr... were classified in other categories rather
than speech impaired in the NHS, though they might benefit from speech therapy.

CRIPPLED AND OTHER HEALTH IMPAIRED

Crippled and other health impaired includes physical handicaps not character-
ized as speech, hearing, or visual handicaps. Crippled includes orthopedic or muscu-
lar impairments such as the absence, paralysis, or other impairment of the limbs,
back, or trunk. This category also includes children with chronic disease or other
relatively long-term physical impairment such as problems involving the heart,
blood, respiratory, or digestWe systems.

The estimates of the prevalence of a crippling or health condition will be differ-
ent from estimates of a "handicapping" crippling or health condition. That is, a loss
of a finger may not interfere with the educe tional process, and hence the child would
not be considered handicapped with respect to that service. From an aesthetic or
medical viewpoint, however, the child could be considered crippled. The estimates
for the prevalence rates shown in Table A2 are mainly from education sources and
hence may underestimate those actually crippled or other health impaired. This is
suggested in the table, where the National Health Survey found 2.6 percent of the
population physically handicapped, which is well above any of the estimates from
the other sources.

Using the Mackie, Williams, and Hunter" rate, which is consistent with the
rates observed in various service programs, would result in an estimated 1,676,000
youth aged 0-21 with these types of handicaps.

MENTAL RETARDATION

Definitions and prevalence data are presented and discussed in Sec. 10 of this
report, which describes mental health agency programs. Ronald Conley performed
a more extensive review of rates of mental retardation than presented here; the

" Ibid., pp. 16-19.
'4 Statistics of Special Education for Exceptional Children and Youth, 1957-1958, USOE Bulletin No.

0E-35048-58, 1963.
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reviewed studies reported rates between 1.2 and 18.4 percent. i5 Conley uses a rate
of nearly 4 percent in his work on the costs and benefits of mental retardation
programs. While this is close in absolute terms to the 2.3 percent used by BEH, the
relative difference in percentage terms is 74 percent. Extrapolating Conley's esti-
mates to the entire 0-21 age range yields a population estimate of about 2.8 million.

EMOTIONALLY DISTURBED

When psychiatrists agree upon what mental health is, and reliable instruments
are developed to measure it, then it will be possible 1-1 obtain a consensus on the
prevalence of emotional disturbance in youth. Current definitions leave a great deal
to judgment about whether a child is emotionally disturbed or not. For example,
emotionally disturbed children have been defined as those demonstrating one or
more of the following characteristics:"

1. An inability to learn which cannot be explained by intellectual, sensory or
health factors.

2. An inability to build or maintain satisfactory interpersonal relationships with
peers and teachers.

3. Inappropriate types of behavior or feelings under normal conditions.
4. A general, pervasive mood of unhappiness or depression.
5. A tendency to develop physical symptoms, pains or fears associated with person-

al or school problems.

Just what is considered "inappropriate" behavior under "normal" conditions
will vary by individual assessor. Since teachers are a principal source identifying
handicap and are usually not trained to identify the emotionally disturbed popula-
tion, a large margin for error is introduced. A tendency may prevail to classify those
who are difficult to handle in the classroom as emotionally disturbed. One would
expect a relatively large variance in the estimates of the prevalence of emotionally
disturbed youth. Table A2 tends to bear this out. If one applies the BEH rate to the
aged 3-21 population, one estimate would be about 1.5 million youth.

LEARNING DISABLED

Learning disabled children have been defined as follows:

Children are said to have special learning disabilities when they have a
disorder in one or more of the basic psychological processes involved in
understanding or in using language, spoken or written, which may manifest
itself in imperfect function in listening, speaking, writing, reading, spelling,

16 R. B. Conley, "An Assessment of the Economic and Non-Economic Costs and Benefits of Mental
Retardation Programs," in J. S. Cohen et al., Benefit Cost-Analysis for Mental Retardation Programs:
Theoretical Considerations and a Model for Application, Institute for the Study of Mental Retardation
and Related Disabilities, University of Michigan, Ann Arbor, Michigan, 1971.

'6 Rossmiller, Hale, and Frohreich, p. 95.
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or doing mathematical calculations. Such disorders include conditions de-
scribed as perceptual handicaps, brain injury, minimal brain dysfunction,
dyslexia, and developmental aphasia but do not include those with learning
problems primarily the result of visual, hearing, or motor handicaps or
mental retardation."

This definition is not very precise. Many responsible for identifying learning
disorders have not been trained for such work, and, as a result, many of the classifi-
cations are basically educated guesses unsupported by research evidence."

Estimates of the prevalence of the learning disabled cover a wide range. The
Fleischmann Report quoted one figure as high as 20 percent.'9 Again, however, we
have a problem of determining where the cutoff should be made in the continuum
of learning disorders. Unless that cutoff is standardized (or various levels of severity
are standardized) at an educationally meaningful point, the estimates of prevalence
cannot be very helpful as a basis for policy development.

Table A2 contains various estimates of the prevalence of a learning handicap.
The Wisconsin study found this disorder to be rare. Only 26 out of 100,000 children
would be affected with this type of learning disorder if the Wisconsin estimate were
correct. More dramatically, only one out of eight elementary schools with an enroll-
ment of 600 each would be expected to have a learning disabled child. If the Nebras-
ka estimate were correct, then each of these same schools would have 42 learning
disabled children. The discrepancy is obvious, but at this point, without more preci-
sion of'definition and data, it is irreconcilable. Applying BEH prevalence rates to the
age 3-21 population leads to an estimate of 740,000 learning disabled in that age
range in 1970.

17 Minimal Brain Dysfunction in Children, Public Health Service Publication No. 20015, 1969, p. 2.
`" E. C. Frierson and Walter Bathe, Educating Children With Learning Disabilities: Selected Read-

ings, Appleton-Century-Croft, New York, 1967, p. 3.
a° M. Fleischmann, Report of the New York State Commission on the Quality, Cost and Financing of

Elementary and Secondary Education, Vol. II, Albany, New York, 1972.



Appendix B

SURVEY OF STATE AGENCIES SERVING HANDICAPPED
YOUTH

This survey conducted by The Rand Corporation for HEW in late 1972 had two
purposes: (1) to acquire information on the actual dimensions of states' programs for
handicapped youth, including budgetary data, types of services rendered, and the
numbers and types of persons receiving assistance; and (2) to obtain the views of
high-level state agency officials on problems and possible ways of improving assist-
ance to physically and mentally handicapped youth.

Program descriptive information was received from 179 of the approximately
300 state agencies surveyed, for an overall response rate of 60 percent. Fewer than
half of the responses, however, included views on problems or potential solutions.

The questionnaires were sent to six basic types of agencies in each state: Crip-
pled Children's Service, Mental Health, Public Health, Public Welfare, Special
Education, and Vocational Rehabilitation. The mailing lists in Appendix C were
obtained from each of the relevant Federal agencies. Where more or fewer agencies
in a given state were responsible for assistance to handicapped youth, the mailing
list was correspondingly modified.

The questionnaires are included in Appendix D. They were developed and
modified based on interviews with HEW agencies funding programs that in whole
or in part reach handicapped youth. They were also modified based on interviews
with officials in relevant agencies in the states of Arkansas, California, Illinois,
Massachusetts, and Wyoming. Draft questionnaires were pretested in the latter
three states before submission to the U.S. Office of Management and Budget (OMB)
for clearance. After the questionnaires received OMB approval, they were further
tested in mailings to a few randomly selected states.

Every effort was made to ensure a high response rate to the questionnaire. In
the full mail survey, initial nonrespondents were sent a second reminder set of
questionnaires at the end of six weeks after initial survey.

Approximately one-third of the agencies that did not respond wrote or called to
explain why they were unable to cooperate. Some lessons can be learned from the
reasons given for not responding. The reasons cited for not completing the question-
naires, along with the number of state agencies citing each reason, are given in
Table Bl. Basically, the agencies either did not have the basic management data we
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Table 81

REASONS GIVEN FOR NONRESPONSE TO THE MAIL SURVEY

Number of Times
Reason Reason was Cited

Data are not available 12

Data are not available for handicapped youth
separately from other persons 10

Data exist only in individual client files, and are
"impossible" to retrieve 5

State funds are used but the counties run the program
and have the data 2

Insufficient staff available to take time from per-
formance of prime service responsibilities 8

Insufficient agency staff available, but will open
files to Rand staff members 4

Too busy with state agency business now, but could
respond in a couple of months 4

Survey did not have prior clearance from the National
Council of State Administrators of Vocational Re-
habilitation Agencies 6

Too many surveys are conducted; all are rejected 5

requested, or had insufficient stain() collect the data for completion of the question-
naire. It appears that state agencies are grossly overburdened by numerous ques-
tionnaires. One official who kept track over a long period reported an average of five
per week. Thus, the self-preservation tendency is to reject most or all surveys. One
state official wrote, "I would suggest you develop a system or technique of informa-
tion gathering that in no way involves the time of any agency administrator and/or
professional or clerical staff." The National Council of State Administrators of
Vocational Rehabilitation (CSAVR) is developing a new policy, not fully operational
at the time of Rand's survey, of not having state agencies respond to any survey
unless it has prior clearance from the Council.

Several officials in those states that did complete our questionnaire were sur-
prised and enlightened by the data they collected for us and, as a result, thanked
us for conducting the survey. Overall, the responses were excellent in the sense that
state agencies generally were very cooperative and appeared to be sending all rele-
vant available information. The responses were disappointing in the sense that
information available in many state agencies is not broken down in such a way that
services for handicapped youth can be analyzed separately from services for non-
handicapped youth or for adults. Public health and public welfare programs are two
areas in which data typically are not tabulated separately for handicapped youth,
although the agencies provide significant amounts of service to that group. Many
state agencies summarize data on individual clients only when state budgetary
processes or Federal reporting regulations require it.



Appendix C

STATE AGENCIES SURVEYED ON PROGRAMS FOR
HANDICAPPED YOUTH

This appendix contains a listing, by state, of the major agencies

providing services and assistance to physically or mentally handicapped

youth. Six basic types of agencies are included: Crippled Children's

Service, Mental Health, Public Health, Public Welfare, Special Educa-

tion, and Vocational Rehabilitation. Because of variations in the

organization of state governments, more or fewer than six agencies may

be cited for a particular state. This listing was compiled at the

request of the Office of the Secretary of Health, Education and Wel

fare and was used in conducting a survey to provide information for

this research project. The listing was compiled from a variety of

sources and updated where feasible by the relevant Federal agency.

Unpublished list of state agencies receiving funds from the Social
and Rehabilitation Service, including the Assistance Payments Admin-
istration and the Rehabilitation Services Administration, of the U.S.
Department of Health, Education and Welfare (D/HEW), August 10, 1972.

Directory of Special Education Personnel in State Education
Agencies, D/HEW, November 1971, updated to August 1972.

Directory of State, Territorial and Regional Health Authorities,
1971-72, D/HEW, Public Health Service, (HSM) 72-10, Stock No. 1720-
0035.

Maternal and Child Health Service Programs, D/HEW, Public Health
Service, 1972.

1971 Public Welfare Directory, Vol. XXXII, July 1971.
Directory of Agencies Serving the Visually Handicapped in the

United States, 16th ed., American Foundation for the Blind, 1969.
American Annals for the Deaf, Directory of Programs and Services,

Vol. 117, No. 2, April 1972.
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ALABAMA

Mr. Sam L. Canerday
Crippled Children's Service
Dept of Education
2129 E. South Blvd
Montgomery, Alabama

Mr. George M. Hudson
Director, Division of Rehabili-

tation and Crippled Children
State Dept of Education
Montgomery, Alabama 36104

Mr. Reuben K. King
Commissioner, State Dept of

Pensions and Security
64 North Union Street
Montgomery, Alabama 36104

Ira L. Myers, M.D.
State Health Officer,
State Dept of Public Health
State Office Building
Montgomery, Alabama 36104

ALASKA

Donald K. Freedman, M.D.
Director, Division of Public

Welfare
Dept of Health and Social Services
Pouch H
Juneau, Alaska 99801

Mr. Stanley P. Harris
Director, Division of Public
Welfare
Dept of Health and Social Services
Pouch H
Juneau, Alaska 99801

Mr. Jeff C. Jeffers
Acting Director, Division of

Instructional Services
State Dept of Education
Pouch F
Juneau, Alaska 99801

Mr. Clinton R. Owens
Chief Consultant and Supervisor,
Exceptional Children and Youth
State Dept of Education
Montgomery, Alabama 36104

Mr. John P. Parsons
Supervisor, Services to the

Blind and Deaf Division
State Dept of Education
Montgomery, Alabama

Stonewall B. Stickney, M.D.
Commissioner of Mental Health,
Dept of Mental Health
502 Washington Avenue
Montgomery, Alabama 36104

Carl D. Koutsky, M.D.
Acting Director, Dept of Health

and Social Services
Pouch H
Juneau, Alaska 99801

Thomas McCabe, M.D.
Chief, Child Health
State Dept of Health and Welfare
Pouch H
Juneau, Alaska 99801
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ARIZONA

Mr. Robert A. Batten, Jr.
Director, Division of Vocational

Education
55 East Thomas Road, Suite 101
Phoenix, Arizona 85012

Warren A. Colton, Jr., M.D.
Medical Director, State of Arizona

Crippled Children's Services
1825 E. Garfield Street
Phoenix, Arizona 85006

Mr. John O. Graham
Commissioner, State De,,,c of

Public Welfare
1624 West Adams otreet
Phoenix, Ari,.ona 85007

ARKANSAS

Mr. Thomas V. Hicks
Coordinator, Special Education
Arch Ford Education Bldg.
Little Rock, Arkansas 72201

George W. Jackson, M.D.
Commissioner, Mental Health

Services
4313 W. Markh-m Street
Little Rock, Arkansas 72201

Mr. Dalton Jennings
Division of Social Services
Capitol Mall
Little Rock, Arkansas

CALIFORNIA

Mr. Leslie Brinegar, Associate
Superintendent

Chief, Division of Special
Education

State Dept of Education
Sacramento, California 95814

Mr, Donald M. Johnson
Director, Division of Special

Education
Dept of Education
1730 West Adams
Phoenix, Arizona 85007

Louis C. Kossuth, M.D.
Commissioner, State Dept

of Health
1624 W. Adams Street
Phoenix, Arizona 85007

Mr. Robert E. Lofgren
Director, Division of Mental

Health Services
Dept of Health
1624 W. Adams Street
Phoenix, Arizona 85007

Mr. Charles McGibbons
Crippled Children's Service
13th and Wolfe
Little Rock, Arkansas

Dr. Donald G. Thurman
Rehabilitation Services
P.O. Box 3781
Little Rock, Arkansas 72203

Dr. John Harrel
State Dept of Health
4815 W. Markham Street
Little Rock, Arkansas 72201

Mr. Lockwood Carr
Chief, Program Analysis Bureau
Dept of Health Care Services
714 P Street
Sacramento, California 95814
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CALIFORNIA (Cont.)

Mr. Charles P. Deverealw
Dept of Social Welfare
744 P. Street
Sacramento, California 95814

Dr. Charles R. Gardipee
Bureau of Mental Retardation

Services
1625 Shattuck Avenue
Berkeley, California 94709

Dr. Esmond Smith
Bureau of Crippled Children's

Services
1625 Shattuck Avenue
Berkeley, California

COLORADO

:1s. Charline J. Birkins
Director, Division of Public

Welfare
State Dept of Social Services
1575 Sherman Street
Denver, Colorado 80203

R. L. Cleere, M.D., M.P.H.
Executive Director,
Colorado Dept of Health
4210 East 13th Avenue
Denver, Colorado 80220

Mr. Daniel J. Gossert
Handicapped Children's Program
Colorado Dept of Health
4210 E. Eleventh Avenue
Denver, Colorado 80220

Parnell McLaughlin, Ed.D.
Director, Division of Rehabilitation
State Dept of Social Services
1575 Sherman Street
Denver, Colorado 80203

J. M. Stubblebine, M.D.
Dirctor, State Dept of Mental

Hygiene
744 P Street
Sacramento, California 95814

Mr. James A. Walker
Human Relations Agency
714 P Street
Sacramento, California 95814

Mr. Marvin L. Meyers
Chief, Division of Mental

Retardation
Dept of Institutions
328 State Services Building
Denver, Colorado 80203

Mr. Dave Miles
Director, Pupil Personnel Unit
State Dept of Education
State Office Building
Denver, Colorado 80203

Mr. Hilbert Schauer
Director, Dept of Institutions
328 State Services Building
Denver, Colorado 80203

Mr. Con F. Shea
Executive Director, State Dept

of Social Services
1575 Sherman Street
Denver, Colorado 80202
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CONNECTICUT

Mr. Robert W. Bain
Division of Vocational
Rehabilitation

600 Asylum Avenue
Hartford, Connecticut 06105

Franklin M. Foote, M.D.
Commissioner of Health,
State Dept of Health
79 Elm Street
Hartford, Connecticut 06115

George L. Hamilton, Jr., M.D.
Chief, Crippled Children's

Section
State Dept of Health
79 Elm Street
Hartford, Connecticut 06106

DELAWARE

James E. Carson, M.D.
Division of Mental Health and
Mental Retardation

Administration Building
Delaware State Hospital
New Castle, Delaware 19720

Mr. Robert C. Hawkins
Directar, Instruction Division
State Dent of Public Instruction
Townsend Building
Dover, Delaware 19901

Mr. John E. Hiland
Chief, Division of Social Services
State Dept of Health and Social

Services
305 West 8th Street
Wilmington, Delaware 19801

FLORIDA

Mr. E. Douglas Ensley
Director, Division of Family Services
State Dept of Health and
Rehabilitation

P.O. Box 2050
5920 Arlington Expressway
Jacksonville, Florida 32203

Mr. Francis A. McElaney
Bureau Chief, Bureau of Pupil

Personnel and Special
Educational Services

State Dept Df Education
Hartford, Connecticut .06115

Mr. Ernest A. Shepherd
Commissioner, State Dept of

Mental Health
90 Washington Street
Hartford, Connecticut 06115

Mr. Henry C. White
Commissioner, State Welfare

Dept
1000 Asylum Avenue
Hartford, Connecticut 06105

Floyd I. Hudson, M.D.
Director, Division of Physical

Health
Federal and D Streets
Dover, Delaware 19901

Albert L. Ingram, Jr., M.D.
Secretary, State Dept of Health

and Social Services
3000 Newport Gap Pike
Wilmington, Delaware 19808

Mr. Donald H. Kappes
Vocational Rehabilitation

Services
1500 Shallcross Avenue
P.O. Box 1190
Wilmington, Delaware 19899

Mr. Jack McAllister
Director, Division of Retarda-

tion
Larson Building, Room 460
Tallahasee, Florida 32304
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FLORIDA (Cont.)

Mr. Craig Mills
Director, Division of Vocational
Rehabilitation

Dept of Health and Rehabilita-
tion Serwices

725 S. Bronough Street, Room 254
Tallahassee, Florida 32304

W. D. Rogers, M.D.
Director, Division of Mental

Health
Chattahoochee, Florida 32324

Mr. F. Edwards Rushton
Director, Bureau of Crippled

Children
107 W. Gaines Street
Tallahassee, Florida 32304

GEORGIA

Dixon A. Lackey, Jr., M.D.
Acting Director, State Dept

of Public Health
47 Trinity Avenue, S.W.
Atlanta, Georgia 30334

Mr. Herbert D. Nash
Director, Special Education

Program
Division of Elementary and

Secondary Education
State Dept of Education
Atlanta, Georgia 30334

Mr. Thomas M. Parham
Director, Dept of Family and

Children Services
State Office Building
Atlanta, Georgia 30334

HAWAII

Honorable Shiro Amioka
Superintendent of Education
P.O. Box 2360
Honolulu, Hawaii 96804

Wilson T. Sowder, M.D.
Director, Division of Health

and Rehabilitative Services
P.O. Box 210
Jacksonville, Florida 32201

Mr. Landis M. Stetler
Administrator, Exceptional

Child Education
Florida Dept of Education
Tallahassee, Florida 32304

Mr. John S. Prickett, Jr.
Director, Division of Voca-

tional Rehabilitation
629 State Office Building
Atlanta, Georgia 30334

John H. Veneble, M.D.
Director of Public Health
47 Trinity Avenue, S.W.
Atlanta, Georgia 30334

Angie Connor, M.D.
Crippled Children's Services

Branch
Dept of Health
P.O. Box 3378
Honolulu, Hawaii 96801
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HAWAII (Cont.)

Wilbur S. Lummis, Jr., M.D.
Hawaii Dept of Health
P.O. Box 3378
Honolulu, Hawaii 96801

Mr. Kuniji Sagara
Administrator, Vocational Rehabil-

itation and Services for the Blind
Dept of Social Services
P.O. Box 339
Honolulu, Hawaii 96809

IDAHO

Terrell O. Carver, M.D.
Administrator of Health,
Idaho State Dept of Health
Statehouse
Boise, Idaho 83707

Mr. B. Child
Commissioner, State Dept of

Public Assistance
P.O. Box 1189
.Boise, Idaho 83701

Mr. John F. Comba
Director of Special Education,
Instructional Services
State Office Building
Boise, Idaho 83707

ILLINOIS

Albert J. Glass, M.D.
Director, State Dept of Mental

Health
160 N. La Salle Street
Chicago, Illinois 60601

Edward F. Lis, M.D.
Director, Division of Services

for Crippled Children
540 Iles Park Place
Springfield, Illinois 62703

Mr. Myron B. Thompson
Director, State Dept of Social

Services
P.O. Box 339
Honolulu, Hawaii 96809

J. Kendall Wallis, M.D.
Chief, Mental Health Division
Dept of Health
P.O. Box 3378
Honolulu, Hawaii 96801

John R. Marks, M.D.
Director, Mental Retardation and
Child Devel7Tment Division

-daho State Dept of Health
atehouse

Boise, Idaho 83707

Myrick W. Pullen, Jr., M.D.
Director, Division of Mental

Health
Idaho State Dept of Health
Statehouse
Boise, Idaho 83707

Jacob E. Wyatt, M.D.
Director, Maternal and Child

Health
Idaho State Dept of Health
Statehouse
Boise, Idaho 83707

Mr. Fred Rozum
Assistant Superintendent, Dept

for Exceptional Children
1020 S. Spring Street
Springfield, Illinois 62706

Mr. Alfred Slicer
Director, Division of Vocational

Rehabilitation
State Board of Vocational Educ-
ation and Rehabilitation

623 E. Adams Street
Springfield, Illinois 62706
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ILLINOIS (Cont.)

Mr. Harold O. Swank
Director, Illinois Dept of

Public Aid
618 E. Washington Street
Springfield, Illinois 62706

INDIANA

Mr. Gilbert A. Bliton
Director, Division of Special

Education
Dept of Public Instruction
108 State Office Building
Indianapolis, Indiana 46204

Mr. Raymond F. Handley
Director, Indiana Agency for the

Blind
State Board of Health
536 W. 30th Street
Indianapolis, Indiana 46223

William E. Murray, M.D.
Commissioner, State Dept of Mental

Health
1315 W. Tenth Street
Indianapolis, Indiana 46202

IOWA

Mr. James N. Bethel
Bureau of Mental Retardation

Services
Iowa Dept of Social Services
Lucas State Office Bldg.
Des Moines, Iowa 50319

Mr. Richard E. Fischer
State Director, Division of
Special Education

State Dept of Public Instruction
Grimes State Office Bldg.
Des Moines, Iowa 50319

Mr. James N. Gillman
Commissioner, Iowa Dept of

Social Services
Lucas State Office Bldg.
Des Moines, Iowa 50319

Franklin D. Yoder, M.D.
Director of Public Health,.
Illinois Dept of Public Health
535 W. Jefferson Street
Springfield, Illinois 62706

Andrew C. Offutt, M.D.
Commissioner, State Board of
Health

1330 W. Michigan Street
Indianapolis, Indiana 46206

Mr. William R. Sterrett
Administrator, Indiana Dept

of Public Welfare
100 N. Senate Avenue, Room 701
Indianapolis, Indiana 46204

Mr. Richard H. Wenzel
Division of Services for

Crippled Children
State Dept of Public Welfare
100 N. Senate Avenue
Indianapolis, Indiana 46220

Mr. Kenneth Jernigan
Director, State Commission for

the Blind
4th and Keosauqua
Des Moines, Iowa 50309

John C. MacQueen, M.D.
Executive Officer and Medical
Director;

State Services for Crippled
Children

University of Iowa
Iowa City, Iowa 52241

Herbert L. Nelson, M.D.
Director, Iowa Mental Health
Authority

Psychopathic Hospital
500 Newton Road
Iowa City, Iowa 52241
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IOWA (Cont.)

Arnold M. Reeve, M.D.
Commissioner, State Dept of Health
Lucas State Office Bldg.
Des Moines, Iowa 50319

Mr. Jerry L. Starkweather
Associate Superintendent

and Director,
Division of Rehabilitation

Education and Services
State Board of Public

Instruction
801 Bankers Trust Bldg.
Des Moines, Iowa 50309

KANSAS

Robert A. Haines, M.D.
Director of Institutions,
State Dept of Social Welfare
State Office Building
Topeka, Kansas 66612

Dr. Robert C. Harder
Director, State Dept of Social

Welfare
State Office Building
Topeka, Kansas 66612

Mr. Harry E. Hayes
Director, Division of Services

for the Blind and Visually
Handicapped

State Dept of Social Welfare
State Office Building
Topeka, Kansas 66612

Roy C. Knappenberger, M.D.
Medical Director, Kansas

Crippled Children Commission
727 First National Bank Building
Wichita, Kansas 67202

KENTUCKY

Mr. Ben F. Coffman
Bureau of Rehabilitation Services
State Office Building
High Street

Frankfort, Kentucky 40601

Director, Bureau of Mental
Health Services

Iowa Dept of Social Services
Lucas State Office Bldg.
Des Moines, Iowa 50319

Mr. Marvin Larson
Director, Division of Voca-

tional Rehabilitation
Dept of Social Welfare
State Office Building,
Room 1145-E

Topeka, Kansas 66612

Edwin D. Lyman, M.D.
Executive Secretary and State

Director of Health,
State Dept of Health
State Office Building
Topeka, Kansas 66612

Mr. James E. Marshall
Director, Division of Special

Education
State Dept of Education
120 E. Tenth Street
Topeka, Kansas 66612

Mr. Merritt S. Deitz, Jr.
Commissioner, State Dept of

Economic Security
Capital Annex Office Building
Frankfort, Kentucky 40601
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KENTUCKY (Cont.)

Ms. Stella A. Edwards
Director, Division of Special

Education
State Office Building
Frankfort, Kentucky 40601

Dale Farabee, M.D.
Commissioner, Kentucky Dept of
Mental Health

P.O. Box 678
Frankfort, Kentucky 40601

Ms. Tavner Johnston
Executive Director, Bureau

of Public Assistance
State Dept of Economic Security
Capitol Annex Office Building
Frankfort, Kentucky 40601

LOUISIANA

William P. Addison, M.D.
Commissioner of Mental Health,
State Dept of Hospitals
655 North Fifth Street
Baton Rouge, Louisiana 70804

Mr. Garland L. Bonin
Commissioner, Louisiana Dept of
Public Welfare

P.O. Box 44065
Baton Rouge, Louisiana 70804

Mr. Vernon Broussard
Director, Division for the Blind
State Dept of Public Welfare
P.O. Box 44065
Baton Rouge, Louisiana 70804

Mr. Otto P. Estes
Commissioner of Mental Retardation,
State Dept of Hospitals
655 North Fifth Street
Baton Rouge, Louisiana 70804

Margaret A. Limper, M.D.
Medical Director, Commission

for Handicapped Children
1405 E. Burnett Avenue
Louisville, Kentucky 40217

W. P. McElwain, M.D.
Commissioner of Health,
State Dept of Health
275 East Main Street
Frankfort, Kentucky 40601

Ben Freedman, M.D.
Chief, Section of Crippled

Children's Services
State Board of Health
P.O. Box 60630
New Orleans, Louisiana 70160

Mr. Joseph Gloriosa
Director of Special Education,
State Dept of Education
P.O. Box 44064
Baton Rouge, Louisiana 70804

Andrew Hedmeg, M.D.
State Dept of Health
P.O. Box 60630
New Orleans, Louisiana 70160
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MAINE

Dr. Albert Anderson
Director, Bureau of Mental

Retardation
Dept of Mental Health and

Corrections
State House
Augusta, Maine 04330

Dean H. Fisher, M.D.
Commissioner, Maine Dept of
Health and Welfare

State House
Augusta, Maine 04330

Peter J. Leadley, M.D.
Director, Bureau of Health
State Dept of Health and
Welfare

State House
Augusta, Maine 04330

MARYLAND

Mr. J. Leo Delaney
Assistant State Superintendent

in Vocational Rehabilitation,
State Board of Vocational

Education
2100 Guilford Avenue
Baltimore, Maryland 21218

Judson Force, M.D.
Chief, Division of Crippled

Children's Services
State Office Building
301 W. Preston Street
Baltimore, Maryland 21201

Mr. Raleigh C. Hobson
Director, Social Services Admin-

istration
1315 St. Paul Street
Baltimore, Maryland 21202

- William E. Schumcher, M.D.
Director, Bureau of Mental Health
State Dept of Mental Health and

Corrections
State Office Building
Augusta, Maine 04330

Ms. Beverly V. Trenholm
Director, Bureau of Guidance,

Special, and Adult Education
State Dept of Education
Augusta, Maine 04330

Mr. Robert O. Wyllie
Director, Bureau of Social

Welfare
State Dept of Health and Welfare
State House
Augusta, Maine 04330

Mr. Stanley Mopsik
State Dept of Education
600 Wyndhurst Avenue
Baltimore, Maryland 21210

Jean R. Stifler, M.D.
Dept of Health and Mental

Hygiene
State Office Building
301 West Preston Street
Baltimore, Maryland 21201
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MASSACHUSETTS

Milton Greenblatt, M.D.
Commissioner of Mental Health,
State Dept of Mental Health
190 Portland Street
Boston, Massachusetts 02114

Mr. William Keating
Special Education Division,
State Dept of Education
182 Tremont Street
Boston, Massachusetts 02111

Mr. John S. Levis
Commissioner of Rehabilitation,
Massachusetts Rehabilitation

Commission
296 Boylston Street
Boston, Massachusetts 02116

MICHIGAN

Mr. Marvin E. Beekman
Director, Special Education

Services
State Dept of Education
Lansing, Michigan ':5902

Maurice S. Belzen, M.D.
Director of Public Health,
Michigan Dept of Public Health
3500 North Logan Street
Lansing, Michigan 48914

Mr. R. Bernard Houston
Director, State Dept of Social

Services
300 South Capitol
Lansing, Michigan 48926

Mr. Ralf A. Packham
Director, Division of Vocational

Rehabilitation
Dept of Education
200 N. Capitol
Lansing, Michigan 48904

Mr. Steven A. Minter
Commissioner, Massachusetts

Dept of Public Welfare
600 Washington Street
Boston, Massachusetts 02111

Mr. John F. Mungovan
Commissioner, Commission for

the Blind
39 Boylston Street
Boston, Massachusetts 02116

Dr. Arthur Pappas
Massachusetts Dept of Public

Health
488 Tremont Street
Boston, Massachusetts 02116

Mr. Harold Payne
Office of Services for the Blind
State Dept of Social Services
300 S. Capitol Avenue
Lansing, Michigan 48913

R. Gerald Rice, M.D.
Chief, Division of Services to

Crippled Children
Dept of Public Health
252 Hollister Building
Lansing, Michigan 48904

E. G. Yudashkin, M.D.
Director, State Dept of Mental

Health
Lewis Cass Building
Lansing, Michigan 48913
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MINNESOTA

Mr. August W. Gehrke
Assistant Commissioner for
Rehabilitation and Special
Education,

State Board of Education
1745 University Avenue
St. Paul, Minnesota 55104

Mr. John C. Groos
Director, Special Education

Section
State Dept of Education
500 Cedar Avenue
St. Paul, Minnesota 55101

Mr. Morris Hursh
Commissioner, Minnesota Dept
of Public Welfare

Centennial Office Building
658 Cedar Street
St. Paul, Minnesota 55101

Warren R. Lawson, M.D.
Secretary and Executive Officer,
State Dept of Health
717 Delaware Street, S.E.
Minneapolis, Minnesota 55440

MISSISSIPPI

Mr. W. P. Bobo
Administrative Director,
Crippled Children's Service
Dept of Education
416 Woolfolk Building
Jackson, Mississippi 39205

Mr. Jim L. Carballo
Director, Division for the Blind
P.O. Box 4872, Fondren Station
Jackson, Mississippi 39216

Hugh B. Cottrell, M.D.
State Health Officer,
State Board of Health
P.O. Box 1700
Jackson, Mississippi 39205

Mildren Norval, M.D.
Director, Crippled Children's

Services
State Dept of Public Welfare
Centennial Building
St. Paul, Minnesota 55101

Mr. C. Stanley Potter
Director, State Services for

the Blind and Visually
Handicapped

Dept of Public Welfare
1745 University Avenue
St. Paul, Minnesota 55104

Mr. J. T. Sarazin
Director, Community Programs,
Medical. Services Division
State Dept of Public Welfare
Centennial Office Building
St. Paul, Minnesota 55101

Mr. Ardo Wrobel
Director, Mental Retardation

Program
State Dept of Public Welfare
Centennial Office Building
St. Paul, Minnesota 55101

Nina GossMoffitt, M.D.
Director, Mental Health Services
440 East Woodrow Wilson Avenue
Jackson, Mississippi 39216

Mr. Seth Hudspeth
Executive Secretary, Board of

Trustees of Mental Institutions
1404 Woolfolk Building
Jackson, Mississippi 39201

Dorothy N. Moore, Ph.D.
Interagency Commission on Mental

Illness and Mental Retardation
McGehee Office Annex, Suite J
P.O. Box 16189
Jackson, Mississippi 39206
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MISSISSIPPI (Cont.)

Mr. John Webb
Director, Division of Vocational

Rehabilitation
State Board of Education
316 Woolfolk State Office Building
P.O. Box 1698
Jackson, Mississippi 39205

Mr. Herman K. White
Supervisor, Special Education and

Coordinator
State Dept of Education
Jackson, Mississippi 39205

MISSOURI

Richard C. Arnold, M.D.
Medical Director, Missouri

Crippled Children's Services
705 South 5th
Columbia, Missouri 65201

Mr. Proctor N. Carter
Director, Division of Welfare
Dept of Public Health and Welfare
State Office Building
Jefferson City, Missouri 65101

Mr. Donald M. Cox
Director, Special Education
State Dept of Education
P.O. Box 480
Jefferson City, Missouri 65101

MONTANA

John S. Anderson, M.D.
Director, Montana Dept of Health

and Environmental Sciences
Cogswell Building
Helena, Montana 59601

Mr. Arthur Winstead
Commissioner, State Dept of

Public Welfare
P.O. Box 4321, Fondren Station
Jackson, Mississippi 39216

Frank Wiygul, M.D.
Medical Director, Crippled

Children's Service
State Board of Health
P.O. Box 14
Jackson, Mississippi 39205

Herbert R. Domke, M.D.
Division of Health
Dept of Public Health and
Welfare

221 West High Street
Jefferson City, Missouri 65101

Mr. V. S. Harshbarger
Chief, Bureau for the Blind
Division of Welfare
Dept of Public Health and
Welfare

State Office Building
Jefferson City, Missouri 65101

George A. Ulett, M.D.
Director, Division of Mental

Health
Missouri Department of Public

Health and Welfare
722 Jefferson Street
Jefferson City, Missouri 65101
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MONTANA (Cont.)

Mr. Theodore P. Carkulis
Administrator, State Dept of

Public Welfare
515 S. Ewing Street
P.O. Box 1723
Helena, Montana 59601

Mr. Jack C. Carver
State Director, Division of
Vocational Rehabilitation

State Board of Education
507 Power Block
Helena, Montana 59601

Mr. John Coey, Jr.
Director, Division of Public
Assistance

State Dept of Public Welfare
Helena, Montana 59601

NEBRASKA

Ms. Dorothy Bredemeyer
Administrator, Services for

Crippled Children
2146 South 10th Street
Lincoln, Nebraska 68502

Mr. Lawrence L. Graham
Director, State Dept of Public

Welfare
1526 K Street, 4th Floor
Lincoln, Nebraska

Mr. John B. Lamphere
Administrator of Special

Education,
State Dept of Education
233 South 10th Street
Lincoln, Nebraska 68508

NEVADA

John H. Carr, M.D.
State Health Officer,
Division of Health
State Dept of Health, Welfare

and Rehabilitation
201 South Fall Street
Carson City, Nevada 89701

Mr. Emil A. Honka
Director, Division of Visual

Service
State Dept of Public Welfare
Helena, Montana 59601

Mr. Edwin G. Kellner
Director, State Dept of

Institutions
1236 East 6th Avenue
Helena, Montana 59601

Mr. Jack Rudio
Special Education
Office of the Superintendent

of Public Instruction
State Capitol
Helena, Montana 59601

Mr. Dean McDermott
Director, Division of Rehabili-

tation Services for the
Visually Impaired

2104 0 Street
Lincoln, Nebraska 68510

Henry D. Smith, M.D.
Director, Dept of Health
State Capitol Building
P.O. Box 94757
Lincoln, Nebraska 68509

Mr. Larry Davis
Director, Exceptional Pupil

Education
State Dept of Education
Carson City, Nevada 89701
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NEVADA (Cont.)

Mr. Marvin J. Flander
Supervisor, Services to the
Blind

State Dept of Health, Welfare
and Rehabilitation

311 North Curry Street,
Room 113

Carson City, Nevada 89701

Robert J. McAllister, M.P.
Administrator, Division of
Mental Hygiene

Nevada Dept of Health and
Welfare

P.O. Box 2460
Reno, Nevada 89505

NEW HAMPSHIRE

Mary M. Atchison, M.D.
Director, Division of Public
Health

State Dept of Health and
Welfare

61 South Spring Street
Concord, New Hampshire 03301

Mr. Manfred F. Drewski
Senior Consultant II, Special

Education
State Dept of Education
64 North Main Street
Concord, New Hampshire 03301

James W. Dykens, M.D.
Director, Division of Mental

Health
105 Pleasant Street
Concord, New Hampshire 03301

NEW JERSEY

James R. Cowan, M.D.
State Commissioner of Health,
State Dept of Health
P.O. Box 1540
Trenton, New Jersey 08625

Mr. George E. Miller
Administrator, State Welfare

Division
201 South Fall Street
Carson City, Nevada

Mr. George E. Murphy
Director, Division of Welfare
State Dept of Health and

Welfare
1 Pillsbury Street
Concord, New Hampshire 03301

Mr. Gerald J. Zeiller
Commission of Health and Welfare,
State Dept of Health and Welfare
1 Pillsbury Street
Concord, New Hampshire 03301

Mr. Irving J. Engelman
Director, Division of Public

Welfare
State Dept of Institutions

and Agencies
P.O. Box 1627
Trenton, New Jersey 08625
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NEW JERSEY (Cont.)

Mr. Joseph Kohn
Executive Director, Commission

for the Blind
State Board of Control
Dept of Institutions and

Agencies

1100 Raymond Boulevard
Newark, New Jersey 07102

Maurice G. Kott, Ph.D.
Director, Division of Mental

Retardation
State Dept of Institutions and

Agencies
P.O. Box 1237
Trenton, New Jersey 08625

Mr. Lloyd W. McCorkle
Commissioner, Dept of Institutions

and Agencies
P.O. Box 1237
135 West Hanover Street
Trenton, New Jersey 08625

NEW MEXICO

Stuart W. Adler, M.D.
Medical Director, Crippled

Children's Services
P.O. Box 2348
Santa Fe, New Mexico 87501

Mr. Lawrence C. Brown
Director, Social and Rehabilitation

Services Division
Health and Social Services Dept
P.O. Box 2348
Santa Fe, New Mexico 87501

Mr. Belarmino Giron
Director, Dept of Hospitals and

Institutions
Lamy Building
Sante Fe, New Mexico 87501

Morton L. Poyas, M.D.
Program Coordinator for Crippled

Children's Services
State Dept of Health
P.O. Box 1540
Trenton, New Jersey 08625

Mr. Daniel Ringelheim
Deputy Assistant Commissioner,
Branch of Special Education

and Pupil Personnel Services
State Dept of Education
225 West State Street
Trenton, New Jersey 08625

Mr. Arthur J. Sinclair
Director, New Jersey Rehabili-

tation Commission
Dept of Labor and Industry
John Fitch Plaza
Trenton, New Jersey 08625

Mr. Elie S. Gutierrez
Director, Division of Special
Education

State Dept of Education
300 Don Gaspar Avenue
Santa Fe, New Mexico 87501

Mr. Richard W. Heim
Executive Director,
New Mexico Dept of Health and

Social Services
P.O. Box 2348
Santa Fe, New Mexico 87501

Dr. Robert A. Swanson
Director, Division of Vocational
Rehabilitation

State Board of Vocational
Education

P.O. Box 1830
Santa Fe, New Mexico 87501
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NEW YORK

Mr. John A. Baldwin
Director, Commission for the

Blind and Visually
Handicapped

New York State Dept of Social
Services

1450 Western. Avenue
Albany, New York 12203

Hollis S. Ingraham, M.D.
Commissioner of Health,
State Dept of Health
84 Holland Avenue
Albany, New York 12208

Mr. Adrian Levy
Associate Commissioner,
Office of Vocational

Rehabilitation
State Education Dept
99 Washington Avenue
Albany, New York 12210

NORTH CAROLINA

Ruth Burroughs, M.D.
Chief, Crippled Children's

Section
State Board of Health
P.O. Box 2091
Raleigh, North Carolina 27602

Mr. Clifton Craig
Commissioner,
State Dept of Social Services
P.O. Box. 2599
Raleigh, North Carolina 27602

Mr. Theodore R. Drain
Director, Division for Exceptional

Children
State Dept of Public Instruction
Raleigh, North Carolina 27602

Mr. Wilbur E. Early
Executive Director,
State Commission for the Blind
P.O. Box 2658
Raleigh, North Carolina 27602

Alan D. Miller, M.D.
Commissioner, State Dept of
Mental Hygiene

44 Holland Avenue
Albany, New York 12208

Mr. Thomas A. Patterson
Superintendent, Stae School

for the Blind
Batavia, New York 14020

Mr. Raphael F. Simches
Assistant Director, Division

for Handicapped Children
State Dept of Education
Albany, New York 12224

Mr. George K. Wyman
Commissioner, New York State
Dept of Social Services

1450 Western Avenue
Albany, New York 12203

Eugene A. Hargrove, M.D.
Commissioner, State Dept of

Mental Health
325 North Salisbury Street-
P.O. Box 26237
Raleigh, North Carolina 27611

Jacob Koomen, Jr., M.D.
Secretary and State Health
Director,

State Board of Health
225 North McDowell Street
Raleigh, North Carolina 27602

Mr. Claude A. Myer
Administrator, Division of
Vocational Rehabilitation

Dept of Human Resources
305 1/2 W. Martin Street
Raleigh, North Carolina 27602
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NORTH DAKOTA

James R. Amos, M.D.
State Health Officer,
State Dept of Health
State Capitol
Bismarck, North Dakota 58501

Paul W. Freise, M.D.
Medical Director, Crippled

Children's Services
Public Welfare Board of

North Dakota
Bismarck, North Dakota 58501

OHIO

Elizabeth R. Aplin, M.D.
Medical Director,
Bureau'of Crippled Children's

Services
State Dept of Public Welfare
408 East Town Street
Columbus, Ohio 43215

Mr. S. J. Bonham, Jr.
Director, Division of Special

Education
State Dept of Education
3201 Alberta Street
Columbus, Ohio 43204

John W. Cashman, M.D.
Director of Health,
Ohio Dept of Health
450 East Town Street
Columbus, Ohio 43216

Kenneth Gayer, M.D.
Director, Dept of Mental Hygiene

and Correction
65 South Front Street
Columbus, Ohio

OKLAHOMA

R. Leroy Carpenter, M.D.
Commissioner of Health,
State Dept of Health
3400 North Eastern
Oklahoma City, Oklahoma 73105

Mr. Leslie O. Ovre
Executive Director, Dept of

Social Services
Capitol Building
Bismarck, North Dakota 58501

Ms. Janet M. Smaltz
Director, Special Education
State Dept of Public Instruction
Bismarck, North Dakota 58501

Roger M. Cove, M.D.
Commissioner, Division of Mental
Retardation

Dept of Mental Hygiene and
Correction

State Office Building
Columbus, Ohio 43215

Mr. John E. Hansan
Director, State Dept of Public
Welfare

408 East Town Street
Columbus, Ohio 43215

J. Wylie McGough, M.D.
Commissioner, Division of Mental
Hygiene

Dept of Mental Hygiene and
Correction

State Office Building
Columbus, Ohio 43215

Mr. Denver L. White
Administrator, Ohio Rehabilita-

tion Services Commission
4656 Heaton Road
Columbus, Ohio 43229

William J. Craig, M.D.
Supervisor, Crippled Children's
Unit

Dept of Institutions, Social and
Rehabilitation Services

Oklahoma City, Oklahoma 73105
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OKLAHOMA (Cont.)

Hayden Donahue, M.D.
Director, State Dept of Mental

Health
State Capitol Building
Oklahoma City, Oklahoma 73105

Mr. L. E. Rader
Director, State Dept of Insti-

tutions, Social and Rehabili-
tative Services

P.O. Box 25352
Oklahoma City, Oklahoma 73125

OREGON

Kenneth D. Gayer, M.D.
Administrator, Mental Health

Division
2570 Center Street, N.E.
Salem, Oregon 97310

Mr. Andrew F. Juras
Administrator, State Public

Welfare Division
422 Public Service Building
Salem, Oregon 97310

Mr. Mason D. McQuiston
Director of Special Education,
Oregon Board of Education
Salem, Oregon 97310

Mr. Robert L. Pogorelc
Administrator, State Commission

for the Blind
535 S.E. 12th Avenue
Portland, Oregon 97214

PENNSYLVANIA

Gordon Allan, M.D.
Director, Division of Maternal and

Child Health and Crippled
Children's Services

407 South Cameron Street
Harrisburg, Pennsylvania 17120

Mr. Maurice P. Walraven
Director of Special Education,
State Dept of Education
State Capitol Building
Oklahoma City, Oklahoma 73105

Edward Press, M.D.
State Public Health Officer,
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Appendix D

STATE SURVEY QUESTIONNAIRES

Q.M.B. No. 85-S72018
Approval expires FEB. 1973

BRIEF OUTLINE OF STUDY ON SERVICES FOR THE HANDICAPPED

A comprehensive study of services for handicapped youth is being conducted by The Rand
Corporation under sponsorship of the U.S. Department of Health, Education, and Wel-
fare. Initiated in February 1972, the study is concerned with programs for persons up to
21 years of age who are mentally or physically impairea. The purpose of the study is to
provide information that will aid in planning the allocation of Federal resources to pro-
vide improved assistance and services for handicapped youth.

The study has two major components. The first (related to the two enclosed question-
naires) is to obtain an estimate of current allocations of Federal and State resources pro-
vided for handicapped youth, and to determine who receives what type of assistance or
service. The second major component concerns the benefits, effectiveness and impact of
government assistance and services on the quality of life of the aurally or visually handi-
capped. Additionally, the second component may eventually serve as a prototype for
subsequent studies of assistance and services to other categories of handicapped persons.

The first step in the study is to acquire information on the actual dimensions of programs
for the handicapped, particularly: budgetary data, types of services rendered, the numbers
and types of persons receiving assistance. As analysts, we are aware of considerable
semantic uncertainties and definitional overlaps that exist regarding various types of
handicapped as well as various types of services rendered to them. We shall not concen-
trate efforts at least not at the outset of the studyon developing new and stringent
definitions. This is because the categories so created, be they of the handicapped or the
services rendered to them, might then not coincide with the categories in which statistics
or budgets are readily available. (Conceivably, one of the by-products of the study will
be new sets of generally applicable definitions both for categories of handicapped and
services received by them.)

Two questionnaires will be mailed to officials in all fifty states and serve as instruments to
provide the initial data baseQuestionnaire I is designed to provide an overview of aid
to the handicapped in each state, and Questionnaire II is designed to provide information
on individual programs. Ten copies of Questionnaire II are enclosed on the assumption
that nearly every state agency or department will have ten or less major programs to be
described in the areas of providing assistance or services to handicapped persons, exclud-
ing those programs that serve only persons over 21 years of age. [A program is used here
to mean an organizational subdivision of the agency or a budgetary subdivision on which
separate, specific data are available.] Please call us for additional copies if you need more
than ten.

In view of the variation in definitions and the wide differences in categories used in book-
keeping and statistical analyses in the field of services for the handicapped, we do not
expect to eliminate all ambiguity from our findings or to provide hard figures for all study
categories. Therefore, those in State government filling out the questionnaires should try
to furnish estimates where they have no specific figures, and do their reporting on activi-
ties and the type of handicapped in terms of such categories as happen to be available
with a word of explanation as to what the categories contain. As interpretation of terms
will vary from agency to agency, a considerable divergence in responses and the need for
flexibility in the analysis of the results is anticipated.

In case these general comments do not dispel remaining doubts and questions, Dr. James S.
Kakalik, director of the study at The Rand Corporation, will be able to provide further
information. (Please call collect-213-393-0411.)
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Questionnaire I:
OVERVIEW OF

ASSISTANCE TO
HANDICAPPED

YOUTH

State:

Name of Agency or Department

Person Answering This Questionnaire:

Name

Address:

Title:

Telephone: (Area Code ( ) -

Extension.

Categories of handicap of interest in these questionnaires include deaf, hard of hearing,
blind. partially sighted, crippled or other health impaired, speech impaired, learning dis-
abled, mentally retarded, emotionally disturbed, multiple handicapped, and any other
categories of physical or mental handicap that your agency assists. Categories of assistance
or service include prevention of handicapping conditions; identification, direction or refer-
ral of handicapped persons; medical treatment; psychological counseling; income mainte-
nance; personal care; general education; specialized training in areas such as mobility or
speech; vocational training; job placement; sensory aids; equipment; recreation or social
activity; training professional service personnel; and research on any of the previously
mentioned types of assistance or services.



11

314

What programs are in operation ir. your State under your agency's or department's direc-
tion in the areas of provic;:ng assistance or services to handicapped persons. excluding
those programs that serve only persons over 21 years of age? By the term program we
mean an organizational or budgetary subdivision of your agency on which separate specific
data are available. In lieu of a brief description of each program, you-may wish to append
descriptive booklets or other prepared materials. Illustrative examples of programs are:
an education agency's residential schools for handicapped children or transportation of
students: a rehabilitation agency's sheltered workshops or income maintenance while
undergoing vocational training: a health agency's vaccination program or purchases of
sensory aids; or a social welfare agency's payments to the blind or counseling of handi-
capped persons. These examples are not exhaustive, but merely illustrative of the kinds
of programs for which we would like you to supply information.

NAME OF PROGRAM BRIEF DESCRIPTION OF PROGRAM

a.

b.

c.

di.



e.

h.

315



316

Please attach your answers to the following questions on separate pages.

2 Is there any statistical or other information in this area that you think would be of rele-
vance in a study of such programs? We would appreciate receiving all available material
that describes each of your programs. including (1) enabling legislation (State and/or
local), (2) annual reports, (3) special reports, (4) descriptive booklets, (5) budget
materials, (6) reports you send to other agencies; (7) research reports on any type of
assistance, service, or handicap, and (8) your state's legal or regulatory definitions of
handicaps.*

3 Would you please summarize any particular problem areas in federal or state assistance-
or-services-to-the handicapped programs?

4 Would you care to make some suggestions for improvements in the area of assistance or
services to handicapped youth?

'Rand will pay the cost ef :eproduction and postage if necessary for any of these materials.
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Questionnaire lb
INDIVIDUAL

PROGRAMS FOR
ASSISTANCE TO

THE HANDICAPPED

Please complete one copy of this questionnaire for each of the individual programs listed
in Questionnaire I.

Name of Program:

Is there any statistical or other information on this program that you think would be of
relevance in this study? We would appreciate receiving any available material that
describes this program, including (1) enabling legislation (State and/or local), (2) annual
reports, (3) special reports, (4) descriptive booklets, (5) budget materials, (6) reports
you send to other agencies, (7) research reports on any type of assistance, service or han-
dicap, and (8) your state's legal or regulatory definitions of handicaps."

What was the budget for this program in fiscal year 1971?

SOURCE OF FUNDS AMOUNT

Federal

State

Local

Private

Total

Rand will pay the cost of reproduction and postage if necessary.
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2 What does the money buy? Please provide as much information as possible, breaking
III down these general categories for a recent one-year period, preferably FY 1971:

APPROXIMATE
BUDGET ITEM BUDGET

(a) State Personnel

Total Number of State Personnel
Number of Professionals
(A.B. degree or higher required)

(b) Training of Personnel to Serve
the Handicapped

Total Number of persons
completing training
Number of professionals
completing training

. (c) Research

(d) Payments to private organiza-
tions or professionals for
services to the handicapped

(e) Direct payments to local or
regional public agencies

(f) Direct payments to the handicapped

(g) Educational supplies for the
handicapped

(h) Sensory aids and prosthetic devices

(i) Drugs and medical supplies
(other than sensory aids and
prosthetic devices)

(j) Capital expenditures for
construction of physical plant

(k) Maintenance of physical plant

(1) Other budget categories used
by your agency (please describe)

**If exact information is not available, we would appreciate a reasonable estimate. Please indicate
numbers that za estimated with an asterisk ().
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3 What categories of assistance or service are provided or funded by this program? How is
each category defined? For example, kinds of services that might be provided include:

ASSISTANCE OR SERVICE ILLUSTRATIVE EXAMPLES

Prevention of Handicapping Prenatal and maternal care;
Conditions preventive medical programs

Identification Mass screening programs

Direction or Referral Diagnostic work-ups; individual
comprehensive health planning;
matching individuals with services
provided

Medical or Surgical Treatment Stapedectomy; chemotherapy;
physical therapy

Psychological Counseling

Income Maintenance

Personal Care

Specialized Training

Vocational Training

Counseling child; counseling family

Visiting nurse programs; residential
care programs

Mobility training for the blind;
speech therapy

Basic work habit training;
occupational training

Job Placement Employer education; placement of
individuals

Sensory aids and/or Prosthetic Devices Hearing aids, glasses, visual image
enhancement devices

Recreational or Social Activities

Training Service Personnel

Research

Field trips, athletic programs

Paraprofessionals, specialized MD's

On any or all of above assistance
or services

We realize that your data and program may be organized differently and ask that you
describe the categories of assistance or services your program offers.
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3. continued

CATEGORY OF ASSISTANCE BRIEF DESCRIPTION OF CATEGORY
OR SERVICE
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A Who is being served? Please provide as much information as you can on what groups of4 handicapped persons are receiving what services. Use data from a recent one-year period,
preferably FY 71.

a. Type of Handicap: What categories of handicap does this program serve? How is each
category defined? How many persons are in each category? How many persons under age
22 are in each category? Please include persons directly served by state personnel and
persons served by other organizations rce'ving state program funds. (Examples of cate-
gories are as follows: deaf, hard of hearing, blind, partially sighted, crippled or other
health impaired, speech impaired, learning disabled, mentally retarded, emotionally dis-
turbed, multiple handicapped. Your information may only roughly correspond to these,
in which case please provide data by whatever categorization you utilize.)

NUMBER SERVED

CATEGORY OF UNDER
HANDICAP OPERATIONAL DEFINITION TOTAL AGE 22
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b. Age Groups: What age groups are served by state personnel and/or personnel in other
organizations funded by this program? Approximately how many are in each category?
Please fill in age groups served even if numbers of persons served are not known. (Pref-
erably, we would like to see age breakdowns as followt: Prenatal; 0-2 years; 3-5; 6-12;
13-17; 18-21; 22 and over. We realize, however, that the data you supply may of necessity
be for other age breakdowns.)

AGE GROUP NUMBER

Cal Types of Assistance or Service Received: How many handicapped persons receive each
of the types of assistance or services offered by this program? How many handicapped
persons under age 22 receive each type of assistance or service from state personnel
and/or personnel in other organizations funded by this program? Please list in terms of
the types of assistance described in question 3.
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TYPE OF SERVICE OR ASSISTANCE

NUMBER SERVED

UNDER
TOTAL AGE 22

Any cross-tabulations of data you may have of services and budget by handicap and age
would be especially useful to this study. Please attach on separate pages.
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d. Sex: How many of those served, by state personnel and/or personnel in other organiza-
tions funded by this program, are in each category?

Female

Male

NUMBER SERVED

UNDER
TOTAL AGE 22

.MI Race: How many of those served, by state personnel and /or personnel in other organize-.
bons funded by this program, are in each category?

Black

White

Spanish Surname

Other

NUMBER SERVED

UNDER
TOTAL AGE 22

INEconomic Status: What groups are served? How many persons in each group are served
by state personnel and/or personnel in other organizations funded by this program?

FAMILY INCOME RANGE

NUMBER SERVED
UNDER

TOTAL AGE 22
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5 How is contact established between the handicapped youth and the organizations directly
providing the assistance or services funded by this program? Please estimate the per-
centage from:

SOURCE PERCENTAGE

Physician referral?

Welfare referral?

Rehabilitation referral?

Teacher's referral?

Mass screening program?

Parent initiated?

Other (describe)



APPENDIX E

INTERVIEW SURVEY OF PARENTS OF HANDICAPPED
YOUTH

INTRODUCTION

To evaluate current and alternative future policies comprehensively for service
to auditorially and visually handicapped youth, we are collecting information from
both the providers and the recipients of service. Part of an ongoing study, the results
of which will be given in a subsequent report, the personal interview survey de-
scribed in this appendix is directed at parents in families receiving services for their
handicapped youth.

An extensive survey questionnaire is utilized in an attempt to get the "target
population viewpoint" in a number of areas, for example:

. Needs for services;
Deficiencies in single services or in the mix of services offered;
Problems with the agency, mechanism, or personnel providing services;
Goals and objectives of parents of handicapped youth;
Relative importance of each type of service in relation to the others;
Past, present, and projected future impact of various services on the general
quality of life of handicapped children;
Impact of various services on physical skills, social skills, psychological states,
financial states, etc.;
Suggestions for service and program improvement.

SURVEY DESIGN

The survey involves administering an extensive questionnaire to a sample of
approximately 100 families of children with impaired vision or hearing. The sample
size was dictated by the need to have a reasonable number of children in each
subclassification (state, age, handicap) consistent with budget and time constraints
on this research. Since the information generated by the survey is intended to
develop insight rather than to test hypotheses, we felt that an interviewer knowl-
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edgeable in the subject area would be able to develop useful information from the
replies to semi-open-ended questions obtained from a relatively small sample. Fami-
lies, rather than the handicapped children themselves, are being interviewed be-
cause we felt that youth, especially very young persons, might react unfavorably to
being singled out as handicapped, impaired, or "different" in any fashion, or to the
implied criticism of those providing service. In the case of older youth, perhaps living
away from home, interviews are sometimes being conducted with the handicapped
person rather than the family, but these are the exceriions.

As one source of families, we contacted staff members of agencies with whom
the project staff had dealt in the earlier phase of the study. Although this approach
excludes respondents who are not being served by some agency, this is not a severe
drawback. The survey is designed to tap attitudes and opinions concerning the
system of services presently offered, and those currently in contact with the system
are more likely to have accurate memory and detailed opinion about it. We sought
referrals from an assortment of typesof agencies serving the handicapped, including
health agencies, schools (both those serving the handicapped exclusively and regular
schools with programs for the vision or hearing impaired), welfare agencies, and
rehabilitation programs. We are also attempting to reach persons the government
does not serve by requesting referrals from private clinics and physicians, as well
as from associations of the handicapped. We explicitly requested names of parents
whose children were representative of the handicapped youth served, and have
requested three names for each interview to be conducted, thus making it more
difficult for the agency to select "stars," and giving the interviewer some opportunity
to choose families from areas of varying ethnic and economic characteristics.

Other strategies designed to ensure a fairly wide range of responses to the
questionnaire include a threefold breakdown of the sampleby age, handicap, and
geographic location. Four age groups are separated (0-5 years old, 6-12, 13-17, and
18-21). The divisions correspond roughly to life stagespreschool, elementary
school, intermediate school, and young adults.

The sample is also broken down by handicap: blind and partially-sighted for the
visually handicapped; deaf and hard-of-hearing for the auditorially handicapped.
Thus, both severity and type of handicap are controlled. Preliminary results of the
survey confirmed our hypothesis that different kinds and amounts of services are
offered the more severely impaired.

Finally, the sample includes families from three statesCalifornia, Massa-
chusetts, and Wyoming. These states were selected from the five in which members
of the project had interviewed agency personnel because the states have diverse
types of service systems about which we are knowledgeable, and because the con-
tacts we had made provided a basis for requesting referrals. The particular states
chosen provide some variation along an urban-rural dimension. Within California,
interviews will be conducted in the San Francisco and San Diego areas as well as
around Los Angeles.

Only about 30 families will be interviewed in each state; thus the 4 x 4 matrix
obtained by subdividing into age and handicap categories permits only two families
of each type of child to be interviewed. Such a sample is too small to use for other
than heuristic purposes. Since actually drawing a random sample would be difficult
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and time-consuming for the referring agencies and would add little to the value of
observations generated by the survey, the agencies were asked to use any convenient
method of selecting families in the categories specified for the survey.

QUESTIONNAIRE DESIGN

The questionnaire was developed after examining, as models, several other
instruments designed to assess the service needs of handicapped persons (not, as in
the present study, young persons only). Unlike the models, however, Rand's ques-
tionnaire is not rigidly structured, using mostly open-ended questions. Since the
survey is intended to serve a heuristic as well as an information-gathering function,
open-ended questions seemed more useful. They also permit the interviewer to more
easily adapt the scheduled questions to each respondent and to probe for the anecdo-
tal material desired.

The questionnaire is prefaced by a statement of purposeof The Rand Corpora-
tion study and of the surveyand a few paragraphs explaining what is meant by
such terms as "service" and "agency." The schedule is organized around ten basic
need areas: medical treatment; special equipment; personal care; education; voca-
tional training; job placement; counseling; transportation; recreation; and financial
assistance. Past, present, and projected future needs are elicited. Each specific agen-
cy either in use or used previously is the subject of a series of specific questions to
determine the client's opinion of its good and bad effects.

A second section of the interview focuses on how the client sees the service
system as a wholewhat unmet needs exist, what difficulties in obtaining informa-
tion or assistancc have been felt. Respondents are also asked to rate each service's
effect on quality of life, both per se and in relation to other service needs. Attitudes
toward alternative roles for government as purveyor of services are also explored
in an attempt to gain some perspective on the respondents' attitudes toward the use
of government services (antipathy might be expected to lead to lower rates of use),
as well as their opinions of specific options, such as vouchers, insurance-type sys-
tems, etc.

The schedula concludes with a series of questions designed to assess the nature
and severity of the handicap, and to gain some information about the family (size,
composition, etc.). The interviewer estimates socioeconomic status ranking and par-
ents' attitude& toward the handicap.

PRELIMINARY RESULTS

Too few interviews have been completed at this time to permit much generaliza-
tion from the data, but the first third indicate some potential findings. For illustra-
tion, we discuss three types of preliminary findings.
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Need for Direction

There seem to be three major access points to the service system, roughly corre-
sponding to what seem to be three most pressing needs for service: doctors (whether
private or in agency clinics); schools; and agencies providing financial assistance
(such as Medicaid). From these points, clients move on to other agencies in a manner
that can be better pictured as a chain than as a decision tree. Instead of surveying
possibilities for supplying their needs for service and choosing the best alternative
according to some explicit criterion, potential users go from one program to another,
seeking referrals from each agency in the chain until they find help for their particu-
lar problem. Very few respondents had ever made any attempt to learn what ser-
vices were available in order to select from among them, though some expressed a
desire to do so.

One unmet need is for information, both about the child's handicap and about
sources of assistance. The need for information about the handicap takes two forms
a desire for more thorough explanation from the professionals who either examine
or treat the child, and a desire for counseling programs to help the parent (and
sometimes the child) understand and come to terms with the handicap. The need for
information about sources of assistance usually takes the form of a protest that the
respondent "doesn't know what can be done or how to find out what can be done"
or that they do not know where to get the help they have been told their child needs.
fey need "direction." Certain patterns of service use begin to emerge. There are
parents who seek only the kinds of services that someonedoctor or teachertells
them that they need to obtain. There are also those who attempt to find out what
can be done for their child, but who either cannot find out where to get the service
or who fail to follow up on advice given them. Finally, there are parents who actively
seek to learn something about the services available and who make persistent efforts
to obtain them (with varying degrees of imagination and success).

Need for Transportation

Another unmet need of some respondents is for transportation. One Spanish-
American mother who did not drive an automobile described the difficulties of
taking her infant son to a clinic across town for eye surgery. Still bottle-fed, wearing
eyepads, and uncomfortable from previous surgery, he was hard to manage on a
crowded bus. Another feared that a lack of transportation for her partially-sighted
daughter would be a problem in finding and holding a job. The family lived in an
area poorly served by public transportation, and the parents' job managing an
apartment complex often prevented their driving to schools, employment agencies,
or social events.

Parental Goals for Children

Some definable types of parental goals for their handicapped children have
emerged. The most ambitious is the wish to help the child "live up to his fullest
potential"not merely his potential as a handicapped person, but as a human being.
In this view, the handicap is an obstacle to be overcomenot an insurmountable
problem: One mother of a 19-year-old high school senior with very little residual
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vision remarked that he was able to "make up in intelligence what he lacked in
vision." The boy intended to become a scientist and was trying to choose between
Berkeley, Cpltech, and the Northrop Institute of Technology.

A second parental goal expressed in the interviews is to help the child "be as
nuch like norirml children as possible." Normality is seen as the upper bound of the

child's possibilities. One mother of two deaf boys had made a particularly thorough
attempt to compare her boys to normal children and to duplicate for them all the
experiences of the others. She bought them hearing aids and Vibra-alarm clocks to
increase their sensory independence; she encouraged them to have paper routes and
other money-making projects; a physical education teacher herself, she enrolled
them in an ice-hockey league and helped them engage in other sporting activities.
She was eager to have them transferred from a special school for the hearing
handicapped into regular schools, and liked the special school they attended becaus=
transfer was its goal, too.

A third type of parent seems to have more limited goals for the child. Rather
than normality, the parent hopes that the child can achieve enough independence
financial and personalto be a "functioning, if handicapped, member of society."
Such parents seem to be particularly concerned with thingsspecial education and
trainingwhich are seen as a means to the end of financial independence.

Financially, the least ambitious goal is the wish to help the child "adjust to his
handicap," to come to terms with it in the sense of learning to live with it rather
than overcome it. As might appear obvious, the extent of parental ambitions for the
child is related to the severity of the child's handicapless was hoped for for those
who were most severely impaired. But while the severity of the handicap may be a
major variable in parental attitudes, other qualities and styles of service use seem
to be related to it. For example, some adjustment-oriented parents mentioned a need
for counseling. "Fullest-potential" parents tended to emphasize academic education;
the "normalizers" tended to want special equipment to improve their children's
sensory skills.
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