
Mental
Retardation
Activities
OF THE DEPARTMENT OF
HEALTH, EDUCATION, AND WELFARE

JANUARY 1970

U.S. DEPARTMENT OF HEALTH,EDUCATION,AND WELFARE
Office of the Secretary
Secretary's Committee on Mental Retardation
Washington, D.C. 20201



Discrimination Prohibited

Title VI of the Civil Rights Act of 1964 states: "No person
in the United States shall, on the ground of race, color, or
national origin, be excluded' from participation in, be denied
the benefits of, or be subjected to discrimination under any
program or activity receiving Federal financial assistance."
Therefore, the mental retardation grants program, like every
program or activity receiving financial assistance from the
Department of Health, Education, and Welfare, must be operated
in compliance with this law.



Mental
Retardation
Activities
OF THE DEPARTMENT OF
HEALTH, EDUCATION, AND WELFARE

JANUARY 1970

U. S. DEPARTMENT OF HEALTH, EDUCATION, AND WELFARE

Office of the Secretary

Secretary's Committee on Mental Retardation

Washington, D.C. 20201

For sale by the Superintendent of Documents, U.S. Government Printing Office
Washington, D.C. 20402 - Price $1



PREFACE

This report describes the mental retardation program activities
of the Department of Health, Education, and Welfare.

Significant progress has been made during the past year in
extending and expanding services to the mentally retarded. The
following highlights illustrate the progress made in 1969:

More than 30,000 mentally retarded persons were
rehabilitated in 1969 through the Federally-administered
Vocational Rehabilitation Program. This represents an
increase of 6,000 over the previous year.

Approximately 40,000 mentally retarded children
received services provided by clinics supported by
the Maternal and Child Health Service.

More than 48,000 mentally retarded children were
enrolled in special education programs supported in
part by Federal funds.

To date 301 mental retardation community facilities
construction projects have been approved. These
projects upon completion will serve an estimated
75,000 retarded persnns.

Even so much still needs to be done. The U. S. Department of
Health, Education, and Welfare stands ready to assist in this
endeavor.

William F. Baxter, Jr.'
Assistant to the Assistant
Secretary for Community and
Field Services

January 27, 1970
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COORDINATION OF MENTAL RETARDATION PROGRAMS

Coordination is probably the most crucial factor in successful admin-
istration of mental retardation programs. This is so because mental retarda-
tion cannot be confined to any one health, education, rehabilitation or welfare
program or any single disciplinary group. A total program must include a
wide range of activities designed to confront the problems of mental
retardation simultaneously from many vantage points.

During the 1969 fiscal year $500 million was obligated by the Depart-
ment of Health, Education, and Welfare for mental retardation programs.
These programs cover most aspects of the retarded person's life. They range
in diversity from maternal and infant care to income maintenance for the
aged retarded. Many agencies of the Department administer programs which
affect the mentally retarded; it is extremely important that these efforts
be focused and targeted so as to prevent duplication and gaps in program
services.

The 1962 Report of the President's Panel on Mental Retardation
recognized the importance of coordination both at the national and local
levels. The Report further endorsed the concept of a Departmental committee
composed of agency representatives advising the Secretary on activities
related to mental retardation. The concern of the Panel resulted in the
strengthening of the Secretary's Committee on Mental Retardation in 1963.
The Committee had previously been known as the Departmental Committee on
Mental Retardation, since its establishment in March of 1955.

Over the next several years the mental retardation program of the
Department was expanded and extended. In 1968, in a move designed to make
the Secretary's Committee more responsive to prevailing needs the Secretary
reconstituted the membership of the Committee. The membership of the
Committee had previously been composed of middle level agency personnel.
Through the new action the membership was altered and now included the top
level executives of the Department with the Under Secretary serving as
Chairman. In addition, mental retardation Regional Office Staff were also
assigned to coordinate mental retardation Regional activities.

The mission of the reconstituted Secretary's Committee on Mental
Retardation remains the same; i.e., the responsibility for coordination of
the Department's program and activities affecting the mentally retarded.

In October 1969 the Under Secretary established a Program Advisory
Committee to serve as a resource tool to the Secretary's Committee on Mental
Retardation. The Program Advisory Committee has been assigned specific
tasks which are designed to improve the coordination of mental retardation
programs in the Department.

Specifically, the Secretary's Committee is responsible for the following
activities:

a. Serving the Secretary in an advisory capacity in the consideration
of Department-wide policies, programs, procedures, activities, and
related matters.

b. Serving in an advisory capacity for the Department as a whole with
respect to inter-Departmental programs and activities, and related
matters.
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c. Functions as a means for coordination and evaluation of the imple-
mentation of the recommendations made by the President's Panel
on Mental Retardation and the President's Committee on Mental
Retardation in the final reports to the President.

The Regional Office Mental Retardation Coordinators have the respon-
sibility to: assure that interagency review and consultation takes place
on proposals and applications relevant to more than one agency; serve as a
focal point for interested persons or organizations seeking information or
consultation on Department mental retardation programs; and provide the
Secretary's Committee on Mental Retardation with information on implementa-
tion of mental retardation programs in the States.

There are four subcommittees of the Secretary's Committee on Mental
Retardation. They are charged with investigating and reporting periodically
on activities related to their area of concern. The subcommittees are as
follows: Training, International Activities, Mental Retardation Abstracts,
and Research. A list of subcommittee members are shown in Appendix E.

The staff of the Secretary's Committee on Mental Retardation serves
as a focal point for information on all aspects of the Department's mental
Retardation program. It also acts as a center for the referral of requests
for professional and technical consultation to the appropriate agencies.
This activity is carried on in cooperation with the Department's Regional
Offices and agency representatives in Washington.

The staff of the Secretary's Committee on Mental Retardation during
the year has participated in a student field placement program for several
colleges. A student from Florida State University was assigned as part
of his graduate field work experience for three months.
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SUMMARY OF MENTAL RETARDATION ACTIVITIES

The 1970 Appropriations ,Act of the Department of Health, Education,
and Welfare makes available $561,519,000 for mental retardation program
activities in the current fiscal year. Of this amount $219,300,000 is
to be used for income maintenance of persons who are mentally retarded.

The mental retardation activities of the Department have been
arranged according to the following categories: preventive services,
basic and supportive services, training of personnel, research,
construction, and income maintenance.

Preventive Services

Preventive services are defined as those services rendered as
a part of programs designed to reduce the incidence of mental retarda-
tion. The major programs in this area are administered by the
Maternal and Child Health Service, Health Services and Mental Health
Administration. Maternity and Infant Care Projects support programs
which provide necessary health care to prospective mothers in high
risk populations. By December 1969, fifty-three such projects were
in operation. Grants which support screening programs for phenylke-
tonuria (PKU) and other metabolic diseases also are awarded by the
Maternal and Child Health Service. As of December 1968, forty-three
States had enacted laws related to PKU, most of them making screening
for this disorder mandatory..

Basic and Supportive Services

Basic and supportive services are defined as those services
rendered to or for persons who are mentally retarded.

State health departments, crippled children's agencies and State
welfare agencies use funds administered by the Maternal and Child Health
Services for programs designed to:increase the health and welfare
services available to the retarded, enlarge existing mental retardation
clinics by adding clinic staff, increase the number of clinics, begin
evaluations of children in institutions, extend screening programs,
provide treatment services for physically handicapped retarded youngsters,
increase inservice training opportunities, and provide homemaker and
other care services for the mentally retarded.

The mentally retarded receive a variety of services through the
vocational rehabilitation program supported by the Rehabilitation
Services Administration: medical diagnosis, physical restoration,
counseling and testing during the rehabilitation process, assistance
in job placement and follow-up to insure successful rehabilitation.

The Health Services and Mental Health Administration, in \
conjunction with the Division of Mental Retardation, Rehabilitation
Services Administration, support projects for the retarded which have
service components of well integrated comprehensive health programs.

The Division of Mental Retardation through its initial staffing
grant program is able to provide part of the initial cost of
professional and technical personnel in the operation of new

ix
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facilities or new services in existing facilities for the retarded.
Over $10 million was appropriated in fiscal year 1970 for this program.

In addition, the Division of Mental Retardation also supports
two programs directed at improving the quality of State institutional
care and treatment for the mentally retarded. These programs are the
Hospital Improvement and Hospital Inservice Training Programs.

With the enactment of the Elementary and Secondary Education Act
of 1965 (P.L. 89-10) and its subsequent amendments, has come a number
of new programs and services for the mentally retarded. The mentally
retarded have especially benefitted from the provisions of Title VI
of the aforementioned act, which provides opportunities for local
school districts to develop new and creative programs for all
handicapped children.

Training of Personnel

Training programs form an integral part of most of the mental
retardation programs of the Department. These programs include support
of professional preparation in the following areas: research training
in the basic and clinical biological, medical and behavioral sciences;
training of professional personnel for the provision of health, social
and rehabilitative services for the mentally retarded; inservice
training of workers in institutions for the mentally retarded; teachers
and other education personnel related to the education of mentally
retarded children; and training of personnel in recreation and physical
education activities for the mentally retarded and other handicapped
children.

Research

The National Institutes of Health estimates that more than $23.7
million will be devoted in fiscal year 1970 to the support of research
related to mental retardation.

The Office of Education administers a program of grants for
research and demonstration projects in the field of education of
mentally retarded and other handicapped children, and projects related
to the application and adaption of communications media to educational
problems of the mentally retarded. Title V of Public Law 90-170
provides for grants for research or demonstration projects relating
to physical education or recreation for mentally retarded and other
handicapped children.

The Social and Rehabilitation Service supports selected
demonstration projects that seek to coordinate community resources for
the mentally retarded. Particular attention is given to coordination
between special education and vocational rehabilitation agencies.
Rehabilitation Research and Training Centers for the mentally retarded
provide for the diagnosis, evaluation, treatment and training, vocational
counseling and placement of the mentally retarded.

Research grants administered by the Maternal and Child Health
Service support projects directed toward the evaluation of programs and
improving the development, management and effectiveness of maternal
and child health and crippled children's services.

x
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Construction

The university-affiliated facility and the community facility
construction programs are administered by the Rehabilitation Services
Administration.

University-affiliated facilities for the mentally retarded provides
for training of physicians and other professional personnel vitally
needed to work with the mentally retarded. Seventeen applications have
been approved and funded under this program.

To date, 301 projects for the construction of community facilities
for the mentally retarded have been approved. The facilities constructed
under this legislation will include a variety of services; diagnosis,
treatment, education, training or care of the mentally retarded, including
sheltered workshops.

Income Maintenance

The Social and Rehabilitation Service administers the five
Federally-supported public assistance programs. These programs assist
children who are deprived of parental support or care, the needy aged,
the medically indigent aged, the needy blind, and the permanently and
totally disabled. Mental retardation itself is an eligibility factor
only in the category of aid to the permanently and totally disabled.

The Social Security Administration administers a program which
contributes to the maintenance of the mentally retarded through the
payment of monthly benefits to eligible individuals.

xi



Membership of

THE SECRETARY'S COMMITTEE ON MENTAL RETARDATION

1969

Mr. John G. Veneman, Chairman
Under Secretary

Mrs. Patricia Reilly Hitt, Vice Chairman
Assistant Secretary for Community

and Field Services

Mr. Robert M. Ball
Commissioner of Social Security

Dr. James Allen
Commissioner of Education

Mr. Charles C. Johnson, Jr.
Administrator of Consumer Protection

and Environmental Health Service

Dr. Rogert 0. Egeberg
Assistant Secretary for Health

and Scientific Affairs

Dr. Joseph English
Administrator of Health Services

and Mental Health Administra-
tion

Dr. Robert Q. Marston
Director of National

Institutes of Health

Miss Mary E. Switzer, Admin-
istrator of Social and
Rehabilitation Service

Mr. Jule Sugarman
Acting Director, Office of

Child Development

Mr. William F. Baxter, Jr.
Acting Executive Director
Secretary's Committee on
Mental Retardation

x i i



HEALTH SERVICES AND
MENTAL HEALTH ADMINISTRATION

Introduction

The Health Services and Mental Health Administration provides leader-
ship and direction to programs and activities designed to improve physical
and mental health services for all the people of the United States and to
achieve the development of health care and maintenance systems adequately
financed, comprehensive, interrelated and responsive to the needs of
individuals and families in all socio-economic and ethnic groups.

More specifically, the Health Services and Mental Health Administra-
tion collects, analyzes, and disseminates data on births, deaths, disease
incidence, health resources, and the state of the Nation's health. It
plans, directs and coordinates a national effort to improve the physical
health of all Americans through the development of services to promote and
sustain physical health, prevent physical illnesses and provide care and
treatment for physically ill persons. And, similarly, it strives to improve
mental health by developing knowledge, manpower and services to promote and
sustain mental health, prevent mental illness and treat and rehabilitate
mentally ill persons.

I. Preventive Services

A. Prevention of Organically-based mental retardation

Rubella Immunization

The 1964-1965 rubella epidemic was the most extensive in the United
States since 1943. Estimates of morbidity with this usually mild exanthem-
atous illness are striking. Of particular importance is the large number of
children (20,000) estimated to have been born with congenital rubella
syndrome. The total estimated direct and indirect cost of the 1964-65
epidemic is 1.5 billion dollars. The three greatest estimated costs are
for special educational services, institutional care for retarded rubella
babies, and direct medical care of children with congenital rubella syndrome.

The goal of rubella control programs is to prevent congenital rubella
syndrome by vaccinating children, the primary reservoir of infection. The
realization of this goal will provide immeasurable humanitarian benefits
accrued from reduced suffering, economic savings from reduced health care
costs and savings in educational time and funds lost through school absenteeism.

The Immunization Branch of the National Communicable Disease Center
is providing the leadership in the national rubella control program. Working
through 68 grant-assisted State and local health department projects which
serve over 93 percent of the nation's population, the Immunization Branch
has collaborated with health agencies in providing (1) well-trained qualified
personnel who engage in (a) planning, organizing, and promoting activities
in connection with rubella immunization programs, (b) intensive public
informational, educational, and motivational activities, (c) maintaining
intensive epidemiologic and laboratory surveillance, (d) immunization level
surveillance and (e) use of jet injector and other immunizing equipment,
and (2) rubella vaccine to be used in protecting susceptible children.
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Measles Immunization

The National Communicable Disease Center through its measles
immunization program has all but eliminated this once common childhood
disease. The number of cases now being reported is the lowest since measles
reporting began early in the century (1912).

From 1963, when measles virus vaccine became available, through
1968, 33.7 million doses of vaccine have been distributed in the United
States. Due to the near eradication of this disease the problems of
measles-associated encephalitis, mental retardation, and deaths are
diminishing.

However, there are still several urban areas in the United States
where high immunity levels have not been achieved. For measles to be
eradicated in the United States, the total proportion of immune children
will need to be increased and maintained at relatively high levels in all
socioeconomic segments of our population

INDIAN HEALTH SERVICE

The prevention of mental retardation caused by organic factors is
best accomplished by continuous, comprehensive, and high quality medical
care of pregnant women and their offspring throughout the prenatal,
perinatal, and postnatal periods. The Indian Health Service, through its
efforts to provide exemplary medical care to its beneficiaries, is reducing
the incidence of organically-based mental retardation as well as the wide
variety of other diseases and conditions in mothers and infants which the
state of the art in medicine now makes at least partially controllable.

The Indian Health Service provides comprehensive medical care during
the prenatal, perinatal, and postnatal periods. This includes both out-
patient and inpatient care for the mother and her newborn child.

In the 47 Indian Health Service general hospitals which operate
obstetrical services, comprehensive prenatal and neonatal care is given
specifically to reduce the incidence of mental retardation. Phenylketonuria
(PKU) tests are performed on newborn infants, and infants with a depressed
apgar score or who are born prematurely are further evaluated for PKU or
other evidence of brain damage.

Where genetic counselling is indicated the Indian Health Service
attempts to provide it.

The Indian Health Service has increased the number and frequency of
maternal clinics for Indian mothers during the prenatal period and has also
expanded its measles immunization program for Indian and Alaska Native children,
to help prevent the measles encephalitis which has a high residual
of brain damage of which mental retardation can be one of several adverse
consequences. Otitis Media, one of the major health problems among the
children in the Indian and Alaska Native population, is currently under study
in an effort to identify causal factors and to program preventive and
corrective measures.

The Indian Health Service continues to develop its PKU blood screening
program concurrently with the development of laboratory facilities by States
in which their facilities are located. Individual Indian Health Area Offices
cooperate with State and local health departments and regional offices in
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planning mental retardation programs made possible through Federal grants-in-
aid funds. The Indian Health Service through its initiation of a nurse-
midwifery program in Alaska is fully utilizing all possible health staff in
the prevention of mental retardation through improved care of expectant
mothers and newborn infants.

Recent studies have indicated the value of child-spacing as a
measure to prevent mental retardation. An active family planning program
is conducted by the Indian Health Service. Family planning assistance,
as one phase of the health and welfare continuum is much broader than
birth control and includes infertility services as well as the promotion
of responsible parenthood. In this broad concept it is implemented in
the Indian Health Service. Since the inception of the family planning
program in F.Y. 1965, 28,878 female Indian beneficiaries were provided
with birth control services (38% of female Indian beneficiaries 15-44 years
of age). In F.Y. 1969, 13,485 women were rendered birth control services
with 30,888 visits to physicians.

B. Prevention of Functionally-based mental retardation

As part of the ongoing comprehensive health program on Indian reserva-
tions, mental health projects include prevention, detection, and treatment
planning for functional mental retardation. The Indian Health Service is
cooperatively working with Head Start Program throughout all of its areas.

II. Basic and Supportive Services

A. Foreign Quarantine Program, National Communicable
Disease Center

This program has worked closely with other Federal agencies and volun-
tary groups to make the best possible arrangements for the reception and
treatment of the mentally retarded coming to this country as immigrants.

Mental retardation is one of the conditions specified in the Immigra-
tion and Nationality Act causing an alien to be considered ineligible to
receive a visa except under waiver. The program is responsible for the
review of findings in such cases and the decision on waiverability and on
the suitability of proposed care.

For those mentally retarded aliens admitted to the United States, the
Service reviews arrangements for treatment in this country. A record is
then kept covering the first five years of the individual's treatment in
this country, which must be provided in institutions or special facilities
approved by the Public Health Service. Semi-annual reports showing kind of
treatment and progress made are required and kept on file at the Quarantine
Station in New York.

B. Medical and Social Services for American Indians

Medical services and medical social services are provided either
directly, under contract, or through State Crippled Children's Services
to all Indian beneficiaries discovered to be mentally retarded.

Because of cultural barriers and transportation problems, case-finding
continues to be a major problem in this area.

3



III. Professional Preparation

A. Indian Health Training Programs

The Indian Health Service conducts physician residency training programs
in pediatrics in its hospitals at Phoenix and Anchorage. This includes
clinical training in the prevention, diagnosis, treatment, and rehabilita-
tion of mental retardation.

The Indian Health Service continues to provide both in-service and
out-of-service training in maternal and child health nursing to ensure
continuity of service from hospital to home and community. An average of
12 nurses are trained each year. The Indian Health Service continues to
develop and use coordinated teaching guides for hospital and public health
nursing personnel, designed as aids in teaching and good health practices
to maternity patients and their families.

B. Education and Training Efforts by the Federal Health
Programs Service

Coping with mental retardation among its legal beneficiaries is only
one of the many health responsibilities for which Federal Health Programs
Service personnel must be prepared; nevertheless, several aspects of the
Bureau's training program are clearly relevant and important to the attack
on mental retardation.

Post-graduate training programs in Public Health Service Hospitals
include rotating internships, and residencies in internal medicine and ob-
stetrics which involve maternal and pediatric clinical training and the
diagnosis and treatment of mental retardation as it arises in the patient
population. Research training is conducted in metabolism and endocrinology,
disciplines basic to some forms of mental retardation.

C. Training Efforts of the National Institute of
Mental Health

The President's Committee on Mental Retardation recommends "greatly
expanded" support and increased effort "... to attract scientists and
professional specialists in education, the medical and behavioral sciences
and related fields into research and service..." Since the Inservice Training
Program in Mental Retardation has been transferred from the Institute, the
National Institute of Mental Health supports no training program specifically
focused on the field of retardation. A number of programs, however,
incorporate some emphasis on the area. Residency training in basic and
child psychiatry, for example, includes education in mental retardation as
a standard part of the curriculum. Also, training in psychiatric social
work and other behavioral science areas includes field or classroom work
in mental retardation.

The training programs vary widely in mission and content. Psychiatric
residencies include training in intake, diagnostic, and evaluative studies
of the retarded, as well as psychotherapeutic work with the emotionally
disturbed retarded and their families. Pre- and post-doctoral training in
clinical and school psychology includes instruction as well.

It should be noted that the subject of retardation is an element in
all under-graduate nursing education and in most of the curricula integrating
psychiatric and behavioral science concepts.
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In summary, mental retardation is a multifaceted program area which
incorporates many of the Institute's focal concerns such as the study and
remediation of learning difficulties, cultural deprivation, and the
enhancement of optimal development. The breadth and ramifications of mental
retardation research makes it critical to the extension of knowledge in the
mental health field.

D. Partnership for Health Training Activities

The Partnership for Health Amendments of 1967 (P.L. 90-174) through
Section 314(c) authorized project grants for training, studies, and demon-
strations in health planning. Public and nonprofit agencies and organiza-
tions are eligible to apply for such support. During the fiscal year 1968,
$1,410,000 was obligated through the Partnership for Health Program for
mental retardation training activities.

IV. Research and Development Activities

A. Research Related to Organically-Based Mental Retardation

A pilot project conducted by the Indian Health Service in cooperation
with the Bureau of Indian Affairs utilizes an interdisciplinary approach to
identify both organically and functionally retarded children. The medical,
psychological and sociological screening of these children provides a
diagnostic basis for determination of required medical treatment and
specialized curriculum to meet individual learning needs. In fiscal year
1970, this will be expanded and will be involving a number of medical schools
located near reservations.

A study recently completed on the Whiteriver Reservation showed a
correlation between cultural and social problems and incidence of prematurity,
which frequently accompanies mental retardation.

A five-year study of American Indian Congenital Malformations, carried
out jointly by the Indian Health Service and the Human Genetics Branch of
the National Institute of Dental Research,is in its fourth year. When
completed, the study will supply data that will help to evaluate congenital
defects in relation to total health status of the Indian. It will also
help to identify high frequencies of specific defects due to causes which can
be remedied, and will make possible racial comparisons of congenital
defects which are of basic genetic interest in trying to determine the
etiology of these defects.

A long-term study of a group of 643 Alaskan Eskimo children born
between 1960 and 1962 is continuing under the joint sponsorship of the Arctic
Health Research Laboratory and the Indian Health Service. A report on the
growth, morbidity and mortality of these children presented at the American
Public Health Association meeting in 1968 provided significant information
on the health status of these children applicable to the prevention of mental
retardation.

B. Research Concerning Functional Mental Retardation,
National Institute of Mental Health

Over the past decades, the National Institute of Mental Health (NIMH)
has supported a broad range of research and training projects in the field
of mental retardation. In the past several years, new and reorganized agencies
within the Department of Health, Education, and Welfare have enlarged
their programs in mental retardation, absorbing a variety of NIMH efforts -
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particularly in the areas of demonstrations, inservice training and basic
research in child development. Summarized below are those research and
training programs which remain as part of the Institute's overall mental
health mission.

In the report MR 68: The Edge of Change, the President's Committee
on Mental Retardation recommends "... intensification of research in the
social and other behavioral sciences ..." to isolate and define social
and cultural factors in mental retardation (p. 25). The current NIMH
research effort in retardation is consonant with this recommendation,
falling into three categories: (1) studies of learning, with careful
attention to the special learning problems of the retarded; (2) analyses
of the effects of cultural and social deprivation; and (3) studies of the
behavioral and biological aspects of retardation which relate to mental
health and illness.

In the area of learning, investigators are conducting a variety of
analyses of the learning process as it operates among the mentally retarded,
with a view toward identifying those interventions and those techniques
which may facilitate the learning process. Such variables as attention
span, capacity for retention, distortions of perception and visual
discrimination are being scrutinized to increase the retardate's ability
to absorb and profit from his experiences, and to facilitate his intellectual
and social development. A specific goal of this work is to develop improved
teaching methods. For example, automated teaching techniques are being
used in several studies, focusing on programmed learning to develop reading
and other skills. Although a number of programs involve attempts to help
already damaged children, a primary emphasis overall is the prevention of
retardation in high risk populations.

In studies of cultural and social deprivation, investigators are
defining the role of poverty, inadequate schooling and community disorganiza-
tion in causing or contributing to various forms of mental retardation.
The aim here is to provide new training and educational approaches for
culturally handicapped children; to teach improved child-rearing practices
to parents in deprived areas; and to modify attitudes of fear and rejection
of the mentally retarded among those who are themselves economically
and culturally deprived. Approaches range from broad inter-disciplinary
efforts to establish controlled therapeutic settings, to the development of
skills such as operant conditioning among those who attempt to teach the
retarded self-sufficiency, self-control, and social adjustment.

In studies of behavioral and biological aspects of retardation,
investigators are concerned with developing improved techniques for
diagnosing and treating those psychological and physical abnormalities found
among the retarded. A major issue here is the degree to which emotional
factors contribute to retardation - the role of psychopathology and personality
disorganization in the retardate's patterns of functioning. As in the case
of such disorders as schizophrenia, the relative contribution of
biological, social, and psychological factors remains to be accurately
defined.



C. Ecological Investigations Program

The Ecological Investigations Program of the National Communicable
Disease Center conducted a follow-up study in Hale County, Texas, on the
residual neurologic effects of western encephalitis. Twenty-three cases,
from 1963 to 1966, and 23 matched controls underwent extensive neurologic,
psychologic, and intelligence testing to ascertain the presence of ab-
normalities, particularly with reference to learning ability. Preliminary
results indicated that at least five of the western encephalitis cases had
residual brain damage.

A longitudinal study of 110 White River Indian families was also
initiated by the Ecological Investigations Program to determine possible
interactions between growth, development, and nutrition in the production
of enteric and respiratory illness in infants and children.

V. Construction

A. Community Mental Health Centers

Public Law 88-164, passed in 1963, and amended in 1965, 1967 and 1968,
authorizes the NIMH to finance up to two-thirds of the cost of construction
of new facilities for a community mental health center or the requisition
and renovation of existing facilities. The amendments of 1965 authorized
the NIMH to make grants over a 51-month period to community mental health
centers to meet part of the cost of compensating professional and technical
personnel providing new services. To be eligible for either construction
or staffing grants an applicant must present a plan for providing a program
of at least five essential services, namely, inpatient, outpatient, partial
hospitalization, emergency, and consultation and education. These must be
offered in a comprehensive and integrated fashion to the center's community,
defined as a catchment area of 75,000 to 200,000 persons. These centers, in
which the mentally retarded are eligible to receive treatment and services,
serve as the nucleus of the National Mental Health Program.

Working in unison with other facets of national programs in mental
retardation and mental health, the NIMH assists states and communities to
achieve comprehensive treatment in the community for all who need it.
Prevention of mental illness in the community is one of the major objectives
of the centers.

Since the passage of the Community Mental Health Centers Act, the
NIMH has supported the development of 376 community mental health centers
in 50 states, the District of Columbia, and Puerto Rico. The services
and programs of many of these centers extend to and include mentally
retarded persons. About half the states have enacted community mental
health services legislation which encourages simultaneous development of
community mental health and mental retardation services usually under the
auspices of a county or multi-county MH-MR Board.

At the close of fiscal year 1969, 176 centers were operational.
Within the year, another 50 centers will have completed construction and/or
begun operation under a staffing grant. When all 376 centers are open,
augmented and improved services will be available to 52 million Americans.



Many center programs have special relevance to children. Forty-two
percent of funded center programs include some kind of specialized services
for children; 8 percent have an identified mental retardation service.
Other data from centers operating in 1968 show that in terms of direct
service, school age children are being serviced in numbers at least as
great as their proportion of the total population would warrant.

B. Health Facilities and Construction Service

The Health Facilities Planning and Construction Service (HFPCS) shares
responsibility in the administration of two Department programs providing
construction grant assistance to facilities for the mentally retarded.

The HFPCS assists the Social and Rehabilitation Service (SRS) in
the administration of the programs providing construction grants for
community facilities for the mentally retarded and university-affiliated
facilities for the mentally retarded under Title I, Part C and Part B,
respectively, of the Community Mental Health Centers and Mental Retardation
Act.

More specifically, SRS reviews and approves the initial or grant
approval stage of the applications for the programs concerned, while at the
same time the personnel in the HFPCS regional offices provide consultative
recommendations to SRS in respect to the initial stage of the application.
After the initial application stage is approved by SRS, the HFPCS program
assumes responsibilities for administering subsequent project management
responsibilities by approving the ability of the project sponsor to provide
his share of the capital needed to construct the facility; by approving the
title to the site or other site interest, results of. a soil investigation;
and, approves the site survey for the site upon which the facility will be
constructed. The HFPCS also approves several stages of design drawings,
attends bid openings, and conducts inspections of the facility while it is
under construction and upon its completion.

VI. Other Activities

A. Partnership for Health

The Partnership for Health Amendments of 1967 (P.L. 90-174) expanded
and extended through fiscal year 1970 the authorizations contained in
Sections 314(a), (b), (c), (d), and (e) of the Public Health Service Act,
as amended by P.L. 89-749. Grants under Section 314 are administered
through the DHEW Regional Offices.

1. Section 314(a) authorized formula grants to States for compre-
hensive health planning, which would include mental retardation, among other
physical, mental, and environmental health concerns.

2. Section 314(b) authorized project grants for areawide compre-
hensive health planning (including mental retardation). Public and non-
profit private agencies or organizations are eligible to apply for such support.

3. Section 314(c) authorized project grants for training, studies,
and demonstrations in health planning. Public and nonprofit private agencies
and organizations are eligible to apply for such support.
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4. Section 314(d) authorized formula grants to States for public
health and mental health services. Mental retardation programs may be
supported in accord with a State's plans for health services or mental
health services.

5. Section 314(e) authorized project grants for health services
development. Public or nonprofit private agencies, institutions or
organizations are eligible to apply for such support. Mental retardation
projects (including related training) should be for service components
of well-integrated comprehensive health services programs. Highest
priority will be given to project applications which provide previously
unavailable special health services to the mentally retarded or their
families as integral parts of programs for model cities, ghettos, neighbor-
hood health centers, family planning, or coordinated health programs.

Since 1964 a mental retardation information activity has been
operated as part of the National Clearinghouse for Mental Health Information.
Because knowledge about mental retardation comes from many scientific
disciplines and professions, this service will improve both research and
practice and thus have a decided effect on the prevention and treatment
of mental retardation.

To maintain this service, the National Clearinghouse for Mental
Health Information has had until' September 1968, a contract with the American
Association on Mental Deficiency to collect current literature on mental
retardation, write informative abstracts, index the literature in depth,
compile annotated bibliographies on special topics and prepare critical
reviews.

From 1964 to 1967 a total of 12,500 current articles, books and
monographs were collected, abstracted and indexed in the Clearinghouse
system. To provide a more extensive coverage of information for retrieval
purposes, an additional 3,500 indexed abstracts of documents published
from 1957 through 1963 were added to this system.

B. Maternal and Child Health Service

With the reorganization in October 1969, the Maternal and Child Health
Program of the former Children's Bureau was transferred to the Health Services
and Mental Health Administration.

The concern of the Maternal and Child Health Services (MCHS) for
mentally retarded children and their families stems initially from its
responsibility under the Basic Act of 1912 to "investigate and report on
all matters pertaining to the welfare of children and child life." In
the first 6 years of its existence as the Children's Bureau, three of the
major studies produced dealt with mental retardation.

The passage of the Social Security Act in 1935 and the assignment
to the Bureau of the added responsibility of administering Federal grants

^maternal and child health, crippled children, and child welfare
services, emphasized the principle that all of the people,through the
Federal government, share with the State and local governments respon-
sibility for helping to provide community services that children need
to have for a good start in life. The Social Security Act also afforded
the MCHS an opportunity to help the States develop demonstrations and
special programs in areas where there were gaps in services.
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As recently as 1954, maternal and child health activities on behalf
of mentally retarded children and their families were extremely limited.
Many local public health nurses were reporting suspected mentally retarded
children in their caseloads, but for the most part, they had few or no
resources for establishing a diagnosis. By age groups, the greatest gap
in available services was in relation to infants and preschool children.
It appeared that many of the services that were lacking could best be
provided through program emphasis within the framework of the maternal
and child health program. The basic interests of this program - that is,
preventive health services, child health supervision, growth and
development and the fostering of good parent-child relationships - are
also the basic interests of a program for mentally retarded children.

It was on this basis and to achieve these goals that the Congress
for fiscal year 1957, increased the annual maternal and child health
appropriation and earmarked $1 million specifically for special projects
serving this group of children. The Appropriations Committee also
expressed the hope that an additional million dollars of the increase,
which was to be distributed to the States on a regular formula basis,
would be used to implement services for the mentally retarded. The
enactment of P.L. 88-156 in 1963 increased the authorization and has
resulted in increased appropriations both for special projects for
mentally retarded children and in the amount of regular formula funds
designated for this purpose. P.L. 89-97, "Social Security Amendments
of 1965," made further improvements, including the provision of grants
for the training of professional health personnel to work with crippled
children, particularly the mentally retarded and those with multiple
handicaps.

P.L. 89-97 also made available project grants to provide compre-
hensive health care and services for children and youth of preschool or
school age, particularly in areas with concentration of low-income families.
The appropriation for the fiscal year 1966 for this program was $15
million; for fiscal year 1967, $35 million; for fiscal year 1968, $37
million; and for fiscal year 1969, $39 million.

The Child Health Act of 1967, which is included in P.L. 90-248,
the "Social Security Amendments of 1967," makes provision for the
following: (1) increased authorizations for child health under
Title V; (2) services for reducing infant mortality and otherwise pro-
moting the health of mothers and children; (3) family planning
services; (4) continuation of the programs of maternity and infant care
project grants and of comprehensive grants for the health of pre-
school and school-age children; (5) new dental health service projects;
(6) emphasis on early identification of health defects of children; and
(7) broadening the scope of research and training authorizations. Re-
ducing the incidence of mental retardation and improving care to
mentally retarded children are among the objectives of these provisions.

The "Social Security Amendments of 1967" authorize grants to
States for services to families and children receiving Aid to Families with
Dependent Children (AFDC), Based on each such family's special cir-
cumstances and requirements, services are provided for assisting the.
family to obtain or retain capability for self-support and care, maintain
and strengthen family life and foster child development. Handicapped
children and their families receiving AFDC are included in this program.
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I. Preventive Services

A. Maternity and Infant Care Projects

The report of the President's Panel on Mental Retardation emphasized
the interrelationships of lack of prenatal care, prematurity, and mental
retardation. A recent major emphasis in MCH programs has been the Maternity
and Infant Care Projects, authorized by P.L. 88-156, "Maternal and Child
Health and Mental Retardation Planning Amendments of 1963." This law
provides for a new authorization for project grants to meet up to 75 percent
of the cost of projects for the provision of necessary health care to
prospective mothers who have, or who are likely to have, conditions
associated with childbearing which increase the hazards to the health of
the mothers or their infants, and whom the State or local health depart-
ment determines will not receive necessary health care because they are
from low-income families or for other reasons beyond their control. In
addition, the legislation provides for medical and hospital care for pre-
mature infants and other infants at risk. Late in fiscal year 1964,
$5 million was appropriated for this program, and eight projects were
approved. For fiscal year 1965, $15 million was appropriated; for fiscal
year 1966, $30 million, for fiscal year 1967, $30 million; for fiscal
year 1968, $30 million, and for fiscal year 1969, $36 million. By the
end of December 1968, 53 projects were in operation.

P.L. 90-248 extends the program of maternity and infant care projects
until June 30, 1972, after which they become a special part of each State
health services plan. The new legislation continues the intent to help
reduce the incidence of mental retardation and other handicapping conditions
caused by complications associated with childbearing, and in addition
calls for services for helping to reduce infant and maternal mortality.
It also adds authority for projects for intensive care of infants and for
family planning services.

B. Phenylketonuria and Other Metabolic Diseases

A second major emphasis in prevention within the past few years has
been in relation to phenylketonuria (PKU). This inborn error of metabolism
has in the past been responsible for one percent of the population in our
State institutions for the mentally retarded. By detecting families with
the condition and by placing young infants with the condition on a special
diet, mental retardation can usually be prevented. The MCHS had been
working with State health departments in developing and trying out various
screening and detection programs, developing the necessary laboratory
facilities, and assisting States in providing the special diet and follow-up
programs for these families. When the Guthrie inhibition assay method
for screening newborn babies was developed, the MCHS supported field trials
of this test. More than 400,000 newborn babies in 29 States were screened,
and 39 cases of PKU were found, an incidence of almost one in 10,000.

The MCHS is now urging that all States have a program for screening
infants for PKU. Although such a program may be initiated without a
legislative requirement, in many States laws have been enacted on this
subject. As of the end of December 1969, 43 States had such laws, most
of them making screening for PKU mandatory. The 43 States are:
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E. Familial Mental Retardation

Interest is increasing in mental retardation associated with poverty.
The MCHS has published "Children of Deprivation," a report of a project
at the University of Iowa dealing with this problem, and some of the MCHS
supported mental retardation clinics are now showing more active concern
with this cause of mental retardation.

II. Basic and Supportive Services

A. Casefinding and Screening

The MCHS has, from the beginning of its work in financing programs
for retarded children, emphasized the importance of early detection and
casefinding. Preference to young children as new cases has been encouraged
in the clinics supported by MCHS funds. In recent years training,
particularly for nurses, has emphasized the skills necessary for early
detection. "A Developmental Approach to Casefinding with Special Reference
to Cerebral Palsy, Mental Retardation, and Related Disorders," written
by a nurse, was published in 1967 to provide a tool for developing such
competency.

B. Clinical Services

Support of clinical services for mentally retarded children is one
of the most important uses for MCHS mental retardation funds. The services
provided include diagnosis, evaluation of a child's capacity for growth,
the development of a treatment and management plan, interpretation of
findings to parents and follow-up care and supervision. As of the end
of November 1969, of the almost 200 mental retardation clinics in the
country, the staff and services of 135 were supported in whole or in
part by MCHS funds. The MCHS-supported clinics served approximately 40,000
children in fiscal year 1969. Somewhat over one-third of the children
new to the program were under 5 years of age. During fiscal year 1968 and
1969, the number of MCHS-supported clinics increased; by the end of
fiscal year 1969 there were 150 such clinics serving approximately 43,000
children. The total number of mental retardation clinics in the United
States is now 235.

The Children and Youth projects authorized by P.L. 89-97 offer an
opportunity for providing increased services to mentally retarded
children in the areas served by the projects. As of the end of
December 1968, 58 Children and Youth projects were in operation. These
projects provide comprehensive health services for children especially
those living in areas with concentrations of low-income families.

C. Crippled Children's Services

Since enactment of the Social Security Act in 1935, the Federal
government, through the MCHS, has assisted the States in providing
services to crippled children. Although exact data are not available,
it is known that relatively few mentally retarded children were cared
for in these programs prior to 1963. The enactment of P.L. 88-156,
providing for increased funds for the crippled children's program
and for the earmarking of some of the funds specifically for mentally
retarded children, has resulted in more attention being paid to
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physically handicapped retarded children. In some States, the definition
of crippling conditions is being broadened to include conditions for which
services had not hitherto been given. Some children who would formerly
have been turned away are now being given services.

An important use of the expanded funds available for mentally
retarded crippled children is in providing services for institutionalized
children; for example, orthopedic services not hitherto available to
these children. In addition, the MCHS staff itself has provided some
consultation to the institutions, particularly in the fields of nutrition
and physical therapy and to some extent in nursing.

A recent development has been a broadening of the scope of services
to give more attention to children who are both physically handicapped
and mentally retarded, children who have several physical handicaps, and
children with serious learning disorders. Some mental retardation clinics
are showing increased interest in serving these children and a number
of special clinics, financed by MCHS funds, have been set up.

Another use of Crippled Children's funds in the mental retardation
field is a study and demonstration project now under way concerning the
speech and language skills of mentally retarded children.

In 1966, over 20,000 children with diagnoses of various forms of
mental retardation received medical services in the Crippled Children's
program. The 1967 amendments to the Social Security Act require that
State plans for Crippled Children's services provide for more vigorous
efforts to screen and treat children with disabling conditions. This
provision should result in an increase in the number of mentally retarded
children identified and treated.

D. Cytogenetic and Biochemical Laboratory Programs

A new use to which some of the MCHS funds earmarked for mental
retardation are being put is in the area of cytogenetic and biochemical
laboratory services. Project grants have been approved which establish
such programs as extensions of clinical services at hospitals or medical
schools. Projects include chromosome analysis and diagnosis of various
medical conditions which may be genetic and result in mental retardation.
On the basis of these analyses, counseling may also be given to parents
seeking advice on genetic questions. The biochemical laboratories may
also do continuing monitoring of patients with metabolic diseases.
Training in medical genetics is also an important aspect of many of
these projects. By the end of December 1968, 20 such projects had been
approved. In March 1966 a group of experts in this field was called in
to discuss and make recommendations on present and future Bureau programs
in this area.

E. Dental Programs

Programs for the dental care of handicapped children, including the
mentally retarded, have been encouraged in the past; but dental care will
be given new support as a result of the 1967 Social Security Amendments.
These amendments authorize support of up to 75 percent of the cost of
projects to provide comprehensive dental health services for children
from low-income families. No appropriation for this program was made for
fiscal year 1969.

14



III. Training of Personnel

A. Training for Health Services

Training activities for health services in the field of mental
retardation, assisted by MCHS funds, have encompassed many approaches:
Grants for fellowships; support of and participation in institutes,
conferences, and other short-term training sessions; consultation on
course curricula; arrangements for clinical experience in mental
retardation clinics; distribution of informational materials to
professional workers; and recently support of the university-affiliated
centers being constructed under authority of P.L. 88-164, Title I,
Part B.

The new Section 511 of the Social Security Act as amended in 1967
replaces and expands the training authority to include all personnel
involved in providing health care and related services to mothers and
children, with special attention to undergraudate training. This amount,
supplemented by special project funds from the MCH and CC programs,
was used primarily to develop and support programs of interdisciplinary
training in 22 universities. These university-affiliated programs are
developing a variety of training approaches for the many disciplines
involved in caring for the retarded children.
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NATIONAL INSTITUTES OF HEALTH

Introduction

Mental retardation is a major social, educational and economic
problem. Although accurate figures are not available it is estimated
that 37o of the population or some six million adults and children in
the United States are considered mentally retarded. An additional
20 million persons and their immediate families share their problems
in coping with a society which only in the last decade has begun to
attempt to understand their special needs and to seek solutions to
their problems in a meaningful way. Recognition of the needs and
rights of the mentally retarded and the research engendered by this
recognition will ultimately result in great reduction in the hundreds
of millions of dollars expended annually in this country on welfare
and maintenance services.

Biomedical research now in progress has provided clues concerning
the basic mechanisms involved in a number of diseases causing mental
retardation. An increasing number of genetically determined conditions
can now be diagnosed in utero. Management of these cases in utero is
the subject of research in a number of research centers. Progress in
the application of these preventive and corrective approaches frequently
involve legal, religious and social issues which determine, in many
instances, the management approach taken. Resolution of these issues
will need to consider the prospects in behavioral and educational research
where research progress is contributing significantly to the correction
and amelioration of the problems of life adaptation in existing retardates.

The National Institutes of Health efforts to prevent, cure, or
ameliorate mental retardation emanate from at least five of the Institutes.
Primary responsibility resides in the National Institute of Child Health
and Human Development (NICHD), which recognizes the importance of this
subject to such a degree that an entire branch, one of five in its
extramural program, is devoted exclusively to development and support of
mental retardation research and research training. The activities of three
of the Institute's four other branches are also frequently of significance
to the MR problem. Three branches of the Institute's intramural program
have as their responsibility the conduct of mental retardation research.
The Children's Diagnostic and Study Branch emphasizes research on problems
of diagnosis and evaluation while the Behavioral Biology Branch and the
Laboratory of Biomedical Science conduct research in the neurophysiological,
electro-physiological, biochemical, metabolic and molecular aspects of
mental retardation.

Other Institute's of the National Institutes of Health also contribute
to the nation's research efforts to resolve the problem of mental retarda-
tion. Among these are the central nervous system research of the National
Institute of Neurological Diseases and Stroke (NINDS), the National
Institute of Allergy and Infectious Diseases (NIAID), the National Institute
of Arthritis and Metabolic Diseases (NIAMD), all of which directly or
indirectly extend the efforts of the Mental Retardation Branch of NICHD.

16



Some examples of the research supported by Institutes other than NICHD of
importance to the solution of MR are the work on the effects of fetal and
neonatal hypoxia on the developing central nervous system supported by
NINDS; the NIAID supported work which has resulted in a preventive vaccine
for rubella, a disease which often causes mental retardation in children
whose mothers contracted it in the first trimester of pregnancy; and the
NIAMD supported work on metabolic diseases, some of which result in mental
retardation if they occur during fetal life or within a few months of birth.

The biological bases of mental retardation are many and varied.
Aberrant intellectual development may result from hereditary causes such
as inborn errors of metabolism (phenylketonuria is an example); meiotic
or mitotic chromosomal abnormalities (mongolism or Down's syndrome, which
may also be hereditary); endocrine dysfunction (cretinism); and severe
protein or calorie deficiency during pregnancy or infancy may result in
inadequate central nervous system development. It is also known that the
conditions of poverty, lack of good perinatal care, chronic and debilitating
diseases, poor sanitation, broken or inadequate homes, insufficient or
non-existent medical care, and inadequate educational opportunity result in
incidence and prevalence of mental retardation at rates 7 to 10 times higher
than the average estimate of 3% for the population as a whole.

The National Institutes of Health encourages and supports research
and research training in order to acquire basic information about the causes
of mental retardation. Adequate knowledge of etiology will facilitate
development of preventive techniques, which is the ultimate goal of these
endeavors. Where primary prevention is not attainable, amelioration of
human suffering and reducing the consequences of mental retardation to
those affected, their families and society as a whole becomes a secondary
goal. Using research grants for individual and program projects, research
training grants to institutions of higher learning, fellowships and research
career development awards to qualified individual scientists, and contracts
to qualified institutions, the NIH is supporting a broad research effort
in the biological, medical, clinical and behavioral sciences. The Mental
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research training grants, awards and contracts in the various aspects of
mental retardation. The estimated total outlay for Support of mental
retardation research and training by the NIH for FY 1970 approximates
$38 million.

I. Training of Personnel

A. National Institute of Child Health and Human
Development (NICHD)

The need for more research workers in all fields and disciplines,
with primary interest in mental retardation, remains critical. Research
training grants which provide support for student stipends, faculty
salaries, and necessary equipment and supplies for teaching and research
are the primary mechanisms used for stimulating additional training.
Seventeen mental retardation research training grants, totaling $L,Q03,OQO,
are being supported by NICHD in FY 1969. While substantial, this effort
will still fall short of supplying the anticipated requirements for trained
scientists. These training grants provide training in basic biomedical
research, clinical research and behavioral research. In addition to trainees
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