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Preface

In the past several decades startling changes have cccurred in
the society in which we live. Community life has grown more complex,
and in the world of work entirely new fields of technology have come
to the fore. Competition is wmore intense and higher levels of educa-
ticnal attalinment are btoday's norm. The individual today faces greater
opportunities for the fruitiul expenditure of his time, talent, energy,
and resources than at any time in ocur histery.

These opportunities offer a challenge to those with normal and
superior capabllities. For those who find themselves without the
mental capacity to participate fully in today's life, the challenge is
to society: %o find causes, to seek prevention, and to provide assur-
gnece for lives of maximumn c¢ontribution.

In recenl years there has been an acceleration of effort--private
and nublic--in behalf of mentally retarded persons, of whom There are
more than 5 willion throughout the Nation. The results are enccouraging.
More 1g known about the causes of retardation., Special educabtion
classes have multiplied. More rechabilitations are recorded. Parents
get better counseling. In specific disorders we have witnessed the
davn of prevention.

These Torward steps have been accomplished, in part, by the
getivities administered by the U. 5. Department of Health, Education,
and Welfare which are deseribed in this publication. We can be proud
of these efforts and of the progress that has been made.

Yet, as President Kennedy has said,”. . . we as a Nation have
for too long postponed an intensive search for solutions te the prob-
lems of bthe mentally retarded.” The needs remain great for more knowl-

edge, more persoanel, more facilities, and more servieces to parents and
to retarded persons themselves.

Lagt year President Kennedy appointed a panel of outstanding
experts and laymen to review present programs and needs and to formu-
late a national plan to combat mental retardation., The Panel's recom-
mendations, to be made before the end of 1962, will provide the inspir-
ation and tne puldelines for greater efforts and further progress in

the years to come.

Abraham Ribicoff
Secretary of Health, Bducation,
and Welfare
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SUMMARY

The purpose of this report is to define the problem of mental
retardation, to describe the present activities of the U. 5. Depart-
ment of Health, Fducabfion, and Welfare in this important field of
national concern, and to summarize the objectives of the President in
developing a national plan to combat mental retardation. The principal
facts and conclusions developed in this report are summarized below:

1. Mental retardation is a condition characterized by the
faulty develcopment of intelligence. The degree of retardatlon varles
greatly among individuals. It can be so severe that protective care
throughout life is necessary. In others the retardation is so mild
that many skills can be learned and a measure of independence in every-
day life can be achieved.

2. Although there is nc adequate single measure of retardation,
experience has shown that virtually all persons with I.G.'s below about
70 have significant difficulties in adapting adequately to their envi-
ronment. About 3 percent of the pcrulation score below this level,
Based on this figure of 3 percent, it is estimated that of the 4.2 mil-
lion children born each year 126,000 are, or will be, mentally retarded.
By applying the same 3 percent to the total population, it is estimated
that there are approximately 5.4 million mentally retarded persons in
the population. Unless there are major advances in methods of preven-
tion, there will be as many as one million more mentally retarded by

1970.

3. Based on present knowledge, the causes of mental retardsitlion
may be divided into two broad categories:

a. Mental retardation caused by incompletely understood
factors without any evident damage of the braln. In this group, which
comprises 75 to 85 percent of those considered to be retarded, psycho-
logical, genetlc, and environmental factors are involved, including the
specific conditicns and diseases listed below. These may operate singly
or in combination.

. Mental retardation caused by a mumber of specifically
identified conditions or diseases known to produce brain damage. Such
damsge can be demonstrated in 15-25 percent of the diagnosed cases.

The conditions so far identified include (1) diseases due to infections
in the mother during pregnancy or in the infant after birth; (2) toxic
agents ingested by Tthe wmother during pregnancy or by the chiid after
birth; (3) diseases due to trauma or physical agent; (I) disorders of
metabolism, growth, or nutrition; {5) abnormal growbths within the brain;
(6) diseases due to unknown prenatal Tactors; and (7) diseases due to
uncertain causes but with evident damage of the brain.
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4. Since 1950 interest in the problem of mental retardation
has grown very rapidly. Today efforts to meet the problem take eight
basic forms: (a) diagnostic and clinical services; (b) care in resi-
dential institutions; (c) special education; (d) parent counseling;
(e) services through child welfare agencies; (f) vocational rehabili-
tation; (g) training; and (h) research.

5. Primary responsibility within the Federal government for
activities relating to mental retardation is located in the U. S.
Department of Health, Education, and Welfare. Within the Department
these programs are administered by four operating agencies--the Public
Health Service, Social Security Administration, Office of Education,
and Office of Vocational Rehabilitation. The programs administered by
these agencies may be grouped under four main categories: (a) research
and studies, (b) professional preparation, (c) services, and (d) con-
struction of facilities. Departmental coordination is promoted by the
Department of Health, Education, and Welfare Committee on Mental Retard-
ation.

6. In the 1963 fiscal year budget the President has requested
$28.3 million for programs of the U. 5. Department of Health, Education,
and Welfare dealing with the problem of mental retardation. This repre-
sents an increase of $4.3 million over the estimated level of funds
available for this purpose for fiscal year 1962 and more than doubles
the $12.4 million spent by the Department 5 years ago.

T. Progress has been made in identifying specific disorders
and their treatment, in training professional personnel, in providing
additional facilities, and in improving services generally. Neverthe-
less, the needs remain great for more knowledge, more personnel, more
facilities and more services to parents and to the retarded persons
themselves.

8. 1In October 1961 President Kennedy appointed a panel of
outstanding experts and laymen to review present programs and needs,
to ascertain gaps and any failure in coordination of activities, and
to prescribe a program of action. The President has asked the Panel
to formulate a national plan to combat mental retardation and to report
to him on or before December 31, 1962. The Panel's recommendations
will provide the guidelines for future efforts and further progress in
the years to come.
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T. THE PRCBLEM OF MENTATL, RETARDATION

Mental Retardation Defined

Mental retardation is a condition, characterized by the faulty
development of intelligence, which impairs an individual's ability to
learn and to adapt toc Tthe demands of society.

The faiivre of intelligence to develop normally may be due to
diseases or conditicns-~occurring before or at the time of birth, or
in infancy or chilldhocd-~that damage the brain. It may slsc be due
to factors determined by heredity that affect the develcopment of the
brain. It is sometimes accentuated by home or social conditions which
fail to provide the child with adequate stimulation or opportunities
for learning.

Degrees of Relardation

The degree of retardation varies greatly ameong individuals. It
can be so severe that the afflicted person must have protective care
throughout his lLife. TIn others the retardation is so mild that wany
tasks can be learned and a measure of independence in everyday life can
be achieved. In a substantial number of cases the affected persons can
adjust in a limited way to the demands of soclety, and in many instances
can, with help, become productive members of the labor force.

There is no fully satisfactory way of characterizing the degrees
of retardation. They range, according to one classification, from pro-
found to mild, and are related to intelligence quotient (T.Q.) as
follows:

Degrees of Mental Retardation

Level Intelligence Quotient
I. Profound Below 20
TIL. Severe 20-35
III. Moderate 36-52
V. Mild 53-68

The develcpmental characteristics, potential for education and
training, and soecisl and vocatlonal adequacy, according to this classi-
fication, are summarized below by age groups.

-l



Developmental Characteristics of the Mentally Retarded

Degrees of  Pre-School Age School Age Adult

Mental Re- 0 -5 6 - 20 21l and over

tardation Maturation and Training and Education Soeial and Vocational
Development Adequacy

Profound Gross retardation; Some motor development Some wmotor and speech

(6

below 20)

Bevere
_(-I'Q-
20-35)

Mild
(I.G.
53-68)

minimal capacity For
Tunetioning in
sensorimotor areas;
neaeds nursing care.

Poor motor develop-
nment; speech is mini-
mal; generally unable
$o profit from train-
ing in sell-help;
little or no comuuni-
cation skillgz.

Can talk or learn to
communicate; poor
sociad awareness;
Tair motor develop-
ment; way profit from
self-help; can be
managed with moderate
supervision.

Can develop social
and. communication
skills; minimal re-
tardation In scensori-
metor areas; rarely
distinguished {from
normal until later
age.

vresent; cannot vrofit
from training in self-
help; needs total care.

Can talk or learn to
communicate; can be
trained in elemental
health habits; cannot
learn functicnal ac-
ademic skills; profits
from systemetic habit
training.

Can learn functional
acadenic skills to
approximately L4th
grade level by late
teens 1f given speceial
education.

Can learn acedenic
sxills To apoproxi-
netely 6th grade
level by late teens.
Cannot learn general
high school subjects.
Needs special educa-
tion particularly at
secondary school age
levels.

oo

development; totelly
incapable of zelf-

naintenance; needs
complete care and
supervision.

Can contribute par-
tially to self-
support under com-
plete supervision;
can develop sell-
protection skills
o & minimel useiul
Jevel in controlied
environment,

Capable of self-
maintenance in un-
skilled or semi-
skilled occupations;
needs supervision
and guildance when
under mild social
or economlic stress.

Capable of social and
voegtlional adeguacy
with proper education
and training. Ire-
quently needs supoer-
vision and guidance
under sericus social
or economic stress.



Another clasgification, used in relatiocn o educationgl programs,
makes usge of & three-way division as fcllows:

Level Intelligence Quotient
I. Custodial Below 25
IT1. Trainable About 25-50
IIT. ZEducable About 50-75

Cther classifleations group the retarded in somewhat different
ways and make use of other terminology. Nevertheless, all of them
recognize gradations of mental retardation, although the exact boundary
lines vary. BRegardless of the particular classification used, however,
it should be understood that seldom, if ever, 1s I.&. the only deter-
mining factor in mental retardation. Other factors that affect
inteliectual competency are scclal adaptebility and emotional control.

The Causes of Mental Retardaticn

Based on present knowledge The causal factors in mental retard-
ation may be divided into twe broad cabegories: (1) mental rebardation
caused by inccmpletely understood psychologlesl, envircnmental, or
genetic factors without any evident damsge of the brain; and (2) mental
retardation caused by a nunber of specifically identified conditions or
diseases. The causal and contributing factors included in each of these
categories are as follows:

1. Mental retardation caused by incoupletely understood
psychological, environmental, or genetic facbors without any evident
damage of the brain.

This group contains 75 to 85 percent of those dizgnosed as re-
tarded. It consists of individuals who show no demonstrable gross ab-
normality of the brain and who, by and large, are persons with relatively
mild degrees of retardation. In general, the prevalence of this type of
retardation is greater within the less faveored socioeconomic groups
within our culture.

A variety of Tactors may be operating within this large category.
It is believed that some members of this group are products of very
complex mechanisms of heredity, reflecting the fact that human beings
show genetie variability in any characteristic, including measured
intelligence. Environmental factors such as the psychological ecircum-
stances of life, social interaction patterns, and the richness of the
environment with respect to intellectual stimulation play an important
definitive or contributory role within this group. IMFinally, a variety
of unfavorable health factors--including maternsl health and prenstal
care, nutrition, the conditions of birth, and other illnesses or

injuries which may produce minimal and undemonstrable braln damage--
probably contribute to a lower level of performance in many cases.



The total effect, thus, is a complex one, involving the action
or the interaction of genetic factors, psychological experiences, and
environmental influences. At the present time, it is impossible to
assign clear weights to each of these general causative factors. It
is known that all of them, however, operate more strongly in the under-
privileged groups than among those more favorably situated in society.
The prospects for prevention and amelioration should not be discourag-
ing, however, since many of the environmental and psychological variables |
are subject to control, opening up the possibility of preventing some of
the retardation, especially of milder degree, based upon this class of
causation. ©Some of these conditions are preventable if treatment can be
instituted early enough in the child's life. Most of the remainder can
be ameliorated through a combination of resources, medicine, social work,
education, and rehabilitation.

It should be very clearly stated that these same factors also
affect retarded individuals whose difficulty stems from the more specific
etiologies enumerated in category 2 below.

2. Mental retardation caused by specifically identified
conditions or dideases in which there is demonstrable brain damage.

In approximately 15 to 25 percent of diagnosed cases of mental
retardation, a specific disease entity can be held responsible. The
impact of such diseases can be most readily demonstrated in those in-
stances where there has been gross brain damage and where the degree of
retardation is severe. As mentioned above, it is uncertain to what
extent these "organic" factors may operate to produce minor impairment
among the less severely retarded groups. Such "organic" factors fall
within seven general classes.

a. Diseases due to infections in the mother during
pregnancy or in the infant after birth. German measles, occurring during
the first three months of pregnancy, is known to result in mental retard-
ation as well as other abnormalities. Other infections occurring during
pregnancy have also been implicated. A number of the infectious diseases
of infancy and childhood may cause brain injury resulting in retardation.

b. Brain damage resulting from toxic agents which
are ingested by the mother during pregnancy or by the child after birth.
Jaundice of the newborn due to Rh blood factor incompatibility and carbon
monoxide or lead poisoning are examples.

c¢. Diseases due to trauma or physical agent. Brain
injury occurring as a result of difficulty delivery, and asphyxiation due
to delay in the onset of breathing at the time of birth are common causes.
They occur with particular frequency in premature babies. Brain injury
in childhood, especially from automobile accidents, is an added factor.




d. Diseases Jue to disorders of metabollism, growth
or nubtrition. A4 number of disorders of metabolism, some of which are
determined by heredity, produce mental retardation. Some of the most
impertant of these disorders are phenylketonaria and gelactosemia in
which there are ebnecrmalities of amino acid chemistry in the body.

e. Abnormel growths within the brain. A nuwmber of
rare conditlions, some determined by heredily, are characterized by tumor-
like and other abnormal growbths within the brain and produce mental
retardation. :

T. Diseases due to unknown prenatal factors. Recent
discoveries prove that mongollsm results frowm abnormal grouplng of chromo-
somes probably at the time of formation of the ovum in the mother. Other
congenital malformations have a similar basis. For some, however, an
undetermined prenatal mechanism must be responsible.

g. Diseases due to uncertain causes but with evi-
dent damage of the brain. A sizable group of mentally retarded children
have evident damage to the brain which is presumed te be linked to the
mental retardation. The causes of the pathology of the brain in this
sizable group remains unknown.

Data on patients in institutions show a higher prevalence of patho-
logieal conditions among the more severely retarded. Retarded children
have other defects more often than the average child. They are often
smaller than average, and have poorer muscular ccordination. They have
a greater than ordinary percentage of defects, such as hearing and vision,
and have probably greater difficulty in perceiving what the sense organs
bring to thelr minds. Thus many of them are multihandicapped Iin some
degree.

Scope of the Problem

As stated above, mentai rebtardaticn is defined as impairment of
ability to learn and to adapt to the demands of society. These demands
are not the same in every culbure. In fact, even within our own commun-
ity they vary with The age of the individual. We expect little, in
terms of intellectusal pursuits, from the preschool child. During the
scheol age, the individusl is evaluated very critically in termg of
sccial and academlc accomplishment. In later life, the intellectual
basis of soecial inadequacy again may be less evident. Numerous surveys
directed toward defermining the freguency and magnitude of the problem
of mental retardation have shown that the number of individuals reported
as retarded is highest during the school age. ILess than one~fifth as
many children in the age group 0-4 were reported by these surveys as
mentally retarded as were reported in the age group 10-14. Similarly,
only one-Tourth as many persons in the age group 20 and over were
tdentified as mentally retarded as compared with the number identified
in the age group 10-1k.



This varying prevalence by age is to some extent determined by
differential survival rates and other demographic factors. However,
the very high prevalence at ages 10 to 14 is due primarily to the in-
creased recognition of intellectual handicap of children within the
school systems. The very low number of infants from O to 1 year old
identified as retarded is in part at least due to the fact that their
intellectual deficit is not yet apparent. Only gross impairment is
evident in early childhood. Of striking significance is the fact that
half of the individuals considered retarded during adolescence are no
longer so considered in adulthood.

In view of these considerations, only the most crude estimates
of the overall magnitude of the problem can be established. One such
estimate may be derived through the use of intelligence quotients, and
obtained from the samples upon which our intelligence tests have been
standardized. The numbers of mentally retarded persons by this criter-
ion can be calculated roughly on the basis of this experience with in-
telligence testing. On most tests standardized nationally, experience
has shown that virtually all persons with I.Q.s below about TO have
significant difficulties in adapting adequately to their environment.
About 3 percent of the population score below this level.

Based on this figure of 3 precent, it is estimated that, of the
4.2 million children born each year, 126,000 are, or will be, classed
as mentally retarded.

Of the 126,000, some 4,200 (0.1 percent of all births) will be
retarded so profoundly or severely that they will be unable to care
even for their own creature needs. About 12,600 (0.3 percent of all
births) will suffer from "moderate" retardation--they will remain below
the T-year intellectual level. The remaining 110,000 (2.6 percent of
births) are those with mild retardation and represent those who can,
with special training and assistance, acquire limited job skills and
achieve almost complete independence in community living.

Applying these same percentages to the total population it is
estimated that there are approximately 5.4 million mentally retarded
persons in the population. Of this number:

60,000 to 90,000 are persons, mostly children and
adolescents, so profoundly or severely retarded that they cannot
survive unless constantly cared for and sheltered.

300,000 to 350,000 are moderately retarded children,
adolescents, and adults who can assist in their own care and can even
undertake semi-productive endeavors in a protected environment. They
can understend the meaning of danger. However, they have limited
capacity to learn, and their shortcomings become evident when they are
called upon to understand the meaning of symbols as used in the written
language. These people can learn many tasks when patiently and properly
taught.




- Seome 5,000,000 are mildly reterded children, adolescents,
and adults who are sble to perform more adequately, adjust in a limited
way bo the demands of society, and play a more positive role as workers.

Economic Costs of Mental Retardation

There are no reliable estimates of the total cost to the Nation,
both direct and indirect, of mental reltardation. The direct costs o
femilies and to communities include those for institutional and home
care and for special services, Indirect costs include the losses that
result from The absence of earning capacity and inability to contribute
to the preoduction ol goods and services.

Only 4 vercent of the mentally reiarded are confined to insti-
tutions. Yet, thelr care costs relatives and communities some $300
million annually. Additiconel amounts are required for the construction
of facilities for custodial and educational purposes. The cost of
institutional care, facilities construetion, and special care in the
family home totals more than $L billion per year.

The Development of National Concern

Mental retardation thus is a serious problem affecting many
aspects of our society. The host of problems presented by these people--
to themselves, to thelr families, and to thelr communities--include
bilological, psychological, educational, vocational, and sccial areas of
concern. Mental retardation wust be approached through the whole life
cycle, from consideration of genetics and coneeption through pregnancy,
delivery, childhood, adolescence, adulthocd, and old age.

Since 1950, interest in the problem of mental retardation has
grown very rapidly. During the past decade increased activities have
been stimulsted by a few foundations, by the demands of parents, by
interested lay and professional groups, and by members of legislative
bodies who have been convinced cf the urgent need for programs in this
field.

Today, the effort to meet the problem of mental retardaticn btakes
eight basic forms:

1. Diagnostic and clinical services. There are over 90
elinies specializing in services to the retarded. Well over half were
established within the past five years. These services need stili
greater expansion. The 20,000 children alded in 1960 represent oniy
a small fraction of those who need the service.

2. Care in regidential institutions. Today there are
over 200,000 mentally retarded patients in such institutlons, approxi-
mately 10 percent more than there were five years ago. Bub the average




waiting list continues to grow, and the quality of the service often
suffers from limited budgets and salary levels. Increases in both
facilities and manpower are necessary.

3. OSpecial education. The number of mentally retarded
enrolled in special educational classes has been doubled over the past
decade. In spite of this record, we are not yet meeting our existing
requirements, and more such facilities must be provided. Less than
25 percent of our retarded children have access to special education.
Moreover, the classes need teachers specially trained to meet the
specialized needs of the retarded. To meet minimum standards, at least
75,000 such teachers are required. Today there are less than 20,000,
and many of these have not fully met professional standards.

k., Parent counselling. Counselling of parents is now
being provided by private physicians, cliniec staffs, social workers,
nurses, psychologists, and school personnel. Although this service
is still in an experimental stage of development, it offers bright
prospects for helping parents to meet their social and emotional
problems.

5. ©Social services. Social services provided mentally
retarded children and adults include case work, group work, and day
care. These services are an integral part of clinieal, rehabilita-
tion, and other mental retardation programs. Social workers are also
active in community organizations and in working with parents groups.

6. Vocational rehabilitation. In the past five years
the number of mentally retarded rehabilitated through State vocational
agencies has more than tripled--going from 1,094 in 1957 to 3,562 in
1961. In terms of the number who could benefit from rehabilitation
services, this number is very small. However, new knowledge and new
techniques are needed, for over 25 percent of those coming out of the
special classes still cannot be placed.

T. Preparation of professional personnel. The Federal
government is now promoting the training of leadership personnel in
education, rehabilitation workers, research personnel, and medical and
welfare specialists. In addition, programs are being provided that
will increase the competence of the health professions in providing
services for retarded persons. Nevertheless, shortages of qualified
personnel remain one of the major bottlenecks in providing services to
retarded persons and their families.

8. Research. Support for research in the causes and
amelioration of mentel retardation has been greatly increased, espe-
cially during the last five years. Progress has been made in identi-
fying specific conditions and diseases and in establishing basic prob-
lems of behavior and learning, but major research breakthroughs must
be achieved before there will be adequate understanding of the patho-
logical, genetic, psychological, environmental, and other aspects of
mental retardation.




Mental Retardation and the Future

Within the next 10 years, the problem of mental retardation may
undergo many changes. Unless there are major advances in methods of
prevention, there will be as meny as one million more mentally retarded
persons by 1970. This increase is predicated on anticipabed general
population growth, increased life span, and incressed infant survival
rates., By 1970 the mentally retarded as a group will differ from what
it is now. The age composition, the extent of asscciated handicaps,
the assumed potentialities of subgroups, as well as presumed csusal
factors and resulting treatment approaches, all will undergo changes.

1. ILongevity. Disease control, new drugs, and higher
standards of living have steadily increased the life span of most
Americans. While the mentally retarded as a group fall below the
average life expectancy, the number of years the average retarded
individual lives has been increasing proportionately with the overall
average. Recent studies c¢learly document a diminishing death rate and
an increased life span for the mentally retarded both in and cut of
institutions in the past decade. This increase in life span adds mater-
ially to the number of mentally retarded persons, particularly in the
upper age levels., With the increased availability of health services,
the life span of mentally retarded persons may continue to ilncrease and
move closer to the average life expectancy of the general population.

Improved and more extensive prenatal, cbstetrical and pediatric
care have brought aboubt marked increases In the infant survivel rabe in
the Nabion over the past 20 years. Such efforts, along with increasing
the chances of survival of all infants, have also increased the survival
rates of infants who are premsture or who have congenital handicaps or
malformations. Since mental retardation is one of the major conditions
associated with such handicaps in infants, improved care has to an ex-
tent also increased the number of the retarded for whom special services
will be needed.

2. Extent of associated handicaps. The increased sur-
vival rates of retarded infants will probably bring with it an increase
in the number of retarded perscons who have associated physical handicaps.
Current reports from clinicsal programs dealing with retarded children
under 6 years of age indicate that even now in this group, 75 percent
have associated physical disabilities. Likewise, because the older
individusls are now living longer, we can expect many of them to present
the physical problems of the aged in our genersl population.

3. Assumed potentialities. Our present means of assess-
ing potentialities of soecial development, learning, work training and
Job placement of retarded persons are crude. Classificstion in terms
of gross achieved scores of intelligence has never served as an adequate
gauge of potentiality nor as a good basis for grouping, planning or
training. With these many changes in the composition of the group of




mentally retarded individuals there will be an even greater need %o
develop criteris other than standardized intelligence tests to assess
such potentials. More careful assessment of homogeneous subgroups
within the category of mental retardation in terms of levels of poten-
tials way considerably change our present concept of which individuais
¢an be helped.

4., Changing patterns in the American way of life. Many
problems of mentaelly retarded persons will become more acute in the
future:

a. Families are growing larger and in fewer in-
stances will a retarded child be an only child. Parents will have less
time and fewer resources to devote to a refarded child.

b. Changes in family living will continue. Large
numbers of families are moving each year, and more pecple live in meiro-
politan areas. The large extended family of the past, which inecluded
grandparents, maiden aunts, ete., all living in the same household, is
disappearing. More and more of the burden of caring for the children
is being placed on the mother.

¢. More mothers of young children are in ‘the labor
forece. Many tlmes the factors that induce mothers to work are even more
forceful for the mother who has & retarded child. Substitute care for
the retarded child, however, is more difficult to obtain. Frequently,
too, the retarded child is less able to understand the need for e parent
substitute, which makes planming more difficult to carry out..

d. More children are going to school longer. The
general level of education is rising in the Nation. As this trend con-
tinues, the mentelly retarded whose disgbility shows itself in this ares
will be more marked. As educstional standards and achievements continue
to rise, a greater number of individuals who cannot keep up or achieve
these levels will be discovered and will demsnd attention.

e. Machines replage unskilled labor, In the past,
the majority of the mentally retarded children completing special
classes for the educeble in urban areas were able to find jobs on their
own. There is some question whether this will continue to be so in the
next 10 years without additional special help. Incressed industrial
specialization, automation and the intensified tempo of industrial pro-
duction, pose new problems. FElevated educational standards in rural
areas also are adding %o The problem. Farming, which years ago provided
8 field of employment for meny of the retarded, has become so highly
speciglized that persons who would have been employed in the peast have a
difficult time finding employment at all now. Thus, further development
of the limited potentialities of mentally retarded persons will require
special programs, including the provision of aided and protected condi-
ticons of employment.
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In the next 10 years, as new progrems demonstrate potentials and
abilities in various groups of the retarded, extended or additional
services will be needed. For example, the increased number of trainable
children being offered school programs foxr the first time will create
the problem of what to plen for them after this school experience. Previ-
ously most of these children led a sort of vegebative existence at home
or in an institution. They are now being trained, stimulated and allowed
to develop the limited potentialities that they have. With little
likelihoed that this group can be absorbed fully inte industrial life,
new programs will need to be developed.

Thus new demands will arise for information about and services
to the mildly retarded who, after a limited amount of schooling, pass
into adult society and are no longer identified as retarded. While
many live useful, constructive and rewarding lives, others find them-
gselves unemployed, dependent, or otherwise in difficulties. Unfortunately,
little is known about the retarded adult and his progress through life.
Efforts must be made to identify and study this group as well,
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IT. ACTIVITIES OF THE DEPARTMENT CF HEATTH, EDUCATTON, AND WELFARE
IN MENTAL RETARBATLON

A, SUMMARY OF ACTIVITIES AWD EXPENDITURES

Four operating agencies of the Department of Health, Education,
and Welfare are responsible for activities concerned with the problem
of mental retardation. These agencies are the Public Health Service,
Social Security Administration, Office of Education, and Office of
Voeational Rehabilitafion.

The progrems administered by these agencies may be grouped under
four main categories:

1. Research and studies

2. Professional preparation
3. Services

4, Construction of facilities

More specifically, the programs administered by these agencies
are as follows:

Regearch and Studies

1. Intramural and exbramural support programs of the National
Institute of Mental Health, the National Institute of Neurological
Diseases and Blindness, and the Center for Research in Child Health of
the Public Heslth Service.

2. The Office of Education programs of studies, surveys, and
cooperative research.

3. ©BSpeclal project grants under the maternal and child health
program of the Children's Bureau, Social Security Administration.

4. Research and demcnstration projects of the Office of Voca-
tional Rehabilitation.

Professional FPreparation

1. Office of Vocational Rehabilitation grants to educational
institutions for training of personnel for all phases of rehabilitation,

2. Teaching and training grants of National Institutes of
Mentgl Health and Neurclogical Diseases and Blindness.

3. Intramural training programs of the Public Health Service.
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k. Office of Educetion training grants to colleges and
universities and State educstional agencies for leadership positions
in education of the mentally retarded.

Services

1. Consultatbion by the Office of Education to State and local
school systems, educationsl personnel and voluntary groups.

2. Financial assistance to States under Federal-State programs
of public assistance.

3. Benefit payments for the disabled under the Federal program
of old-age, survivors, and disability insurance,

4, Consultation and technical services of Children's Bureau
staff to State and local communities under the maternal and child health
and the child welfare services programs.

5. Consultation and technical services to State rehabilitation
agenclies under the Office of Vocationsl Rehabilitation programs.

6. Collection and dissemination by the Office of Education of
comprehensive bagic statistics and reports concerning the education of
exceptional children, including the mentelly retarded, and consultation,
particularly to State departments of education and to national organiza-~
tions.

T. Consultation and technical assistance to State and local
agencies provided by the National Institubte of Mental Health through its
Regional Office staffs.

8. Activities relating to the application of knowledge to problems
of mental retardation through the neurclogical and sensory dlsease service
program of the Public Health Service.

Construction

1. Facilities for the mentally reftarded under the hospital and
medical facilities construction (Hill-Burton) program.

Federsl Funds for Mental Retardation Progrems, 1959-1963

The following teble shows the funds obligated by the Department
for its mentel retardation activities from FY 1959 through FY 1961, and
estimated obligations for the fiscal years 1962 and 1963.
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DEPARTMENT COF HEAT'H, EDUCATION, AND WELFARE

Obligations for Programs on Mental Retardation, F.Y. l959~l963;/

Fiscal Year
‘ . 1963
1962 President's
Agency and Appropriation 1959 1960 1961 BEstimate Budget
PUBLIC HEALTH SERVICE
Mental health activities........... $ 2,356,000 §$ 2,676,000 $ 3,64,000 §$ 5,290,000 § 6,490,000 °
Neurology and blindness asctivities. 5,938,000 8, 231,089 10,873,850 11,560,000 13,347,000
Subtotal, Public Health Service. 8,29k, 000 10,907,089 1h,517,850 16,850,000 19,837,000
SOCTAL SECURTTY ADMINISTRATION 2/
Buresu of Old-Age and Survivors
Insurance
s Estimated benefit paymenits from
b trust FUndS..veevannenceeaea. . ${19,300,000) $(29,300,000) $(39,300,000) $(L9,700,000) $({61,300,000)

Trust fund obligations incurred
to adjudicate claims of
beneficiaries..vversinisrsscness (1,600,000) (1,900,000) (1,400,000)  (1,800,000) {1,800,000)
Bureau of Family Services
Salaries and €XPENSES.ssssecassas 9,500 10,000 15,000 20,000 20,000
Children's Bureau
Grante to States for maternsal

and child healthesosesrecians 1,300,000 1,300,000 1,434,300 1,573,700 1,625,000
Selaries and expenses, Children's
BUIPCAU. s eareranssosasasennas 76,900 97,800 92, 000 96, 300 100,000

Subtotal, Soeigl Security
Administration......cooveviunes 1,386,400 1,%07,800 1,541,300 1,690,000 1,745,000

_/ Flgures in parentheses are for obligations from the old-age and survivors insurance trust fund and the dis-
ability insurance trust fund. All others are obligations from sppropriated general funds. -

_/ Information is not availszble on the costs due to mentally retarded pecple who are receiving public a551stance,
because data secured does not single out this one cause as a factor of dissbility or dependency. However, it
is known that mental retardation is an important cause of disability for those receiving "Aid to the Permanent-
ly and Totally Disabled" under the Federal-State Public Assistance program.
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Figeal Year

1963
1962 President's
Agency snd Avpropristion 1959 1960 19561 BEgtimate Budget
CFFZICE OF EDUCATION
Defense educational activities (new :
educational media resesrch)...... $ 9,000 48,20k  $ 62,875 80,92k ¢ 50,000
Expansion of teaching in education
of the mentally retarded......... - 685,221 993,433 1,000,000 1,000,000
Cooperative research..vvessescesses 971,722 651,600 346,121 300,000 56o,ooo§/
Salaries and expenses (Administra-
tion of grant program, "Expansion
of teaching,” etc.)ereeienensses -—— 143,000 50,000 49,500 61,250
Subtotal, Office of Bducation.. 980,722 1,728,045 1,452,429 1,430, 42k 1,671,250
OFFICE OF VOCATIONAL REHABILITATLON
Grants to States:
Basic sUpDOTt PrOSTame svouvesersa. 1,000,000 1,633,000 2,055,000 2,771,000 3,486,000
Extension and improvemsnt........ 225,000 165,108 211,287 200,000 200,000
Resesarch and training
Research and demonstration
PrOJECESer e rerconstsvsasssasnss 530,245 911,800 993,290 1,012,000 1,200,000
Training and traineeshipS..es.... 14,600 32,156 77,886 90,000 135,000
Subtotal, Office of
Vocational Rehabilitation.... 1,769,845 2,742,364 3,337,463 4,073,000 - 5,021,000
PRESTDENT'S PANEL, ON MENTAL, RETARDATION -—- - ——— (150,000)&/ (150,000)E/
GRAND TOTAL (General funds)... 12,430,967 16,785,298 20,849, 0L2 2k, 043,424 28,274,250
GRAND TOTAL {Trust funds)..... (20,900,000} {31,200,000) (k0,700,000)  (51,500,000) (63,100,000}

3/ TIncludes funds for "full funding,'i.e., subsequent year costs of new projects.
These amounts are shown as non-add items since they are to be derived by transfer from funds gvailable %o the
Nationgl Imstitutes of Health for mental retardation activities.



Responsibility for Coordination of Departmental Activities

Within the Office of the Secretary of the Department of Health,
FEducation, and Welfare, responsibility for staff coordination and
direetlon of mental retardation activities is assigned to the Assistant
Secretary (for Legislation). The Office of the Assistant Secretary:

1. Serves as the principal advisdgr to the Secretary for improve
ing the programs and activities of the Department related to mental
retardation.

2. Provides staff coordination and direction to the staff offi-
ces of the Office of the Becretary and to operating sgencies relative
to the planning, execubion, coordination, reporting, and evaluation of
mental retardation activities.

3. Maintains liaison on behalf of the Department with the Presi-
dent's Panel on Mental Retardation, with other interested Federal agen-
cies, and with professionel and other groups.

4. Provides leadership to the Department's Committee on Mental
Retardation.

Departmentsl Committee on Mental Retardstion

The Committee on Mental Retardation consists of designated repre-
sentatives of the Office of the Secretary and of a principal and alter-
nates, as required, from certaln operating agencies, as follows:

1. Office of the Secretary.

a., Assistant to Assistant Secretary (for Legislation)
(Chairman).

b. Assistant to the Special Assistant to the Secretary
(HBealth and Medical Affairs).

a. Program Coordingtion Officer.
2. Public Health Service.
3. Social Security Administration.
4. Office of Education.
5. Office of Vocational Rehabilitation.

The Departmental Committee on Mental Retardation is responsible
for the following activities:
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l. Serving the Secretary in an advisory capacity in the con-
sideration of Department-wide policies, programs, procedures, activi-
ties, and related matters.

2., BServing in an advisory capacity for the Department as a
whole with respect to inter-Departmentsal programs end activities in
the field of mental retardation.

3. Berves as a liaison between the President's Panel on Mental
Retardation and related programs and activities in the Department,
ineluding discussions on recommendations being formulated by the Panel
and the Panel's final report to the President.

The members of the Departmental Committee are as follows:

Mr. Luther W. Stringhsm Mr. Charles E. Hawkins
Assistant to Assistant Secretary Social Security Administration
(for Legislation) Chairman Office of the Commissioner

Mr. Allen Pond Dr. Arthur J. Lesser

Office of the Secretary, Office Soclal Security Administration
of Special Assistant for Heslth Children's Bureau

and Medical Affairs
Mr, Rudolf Hormuth

Dr. Grace L. Hewell Soclal Security Administration
Office of the Secretary Children's Bureau
Office of Assistant Secretary
(for Legislation)} Dr. Romaine Meckie

Offilce of Education
Dr. Jemes M. Hundley Division of State and Local
Public Health Service School Systens

Office of the Surgeon General

Dr. Morton A. Seidenfeld
Dr., Richard L. Masland Office of Vocationel Rehebili-
Public Health Service tation, Research and Training
National Institute of Neurolog-
iecal Diseases and Blindness

Dr. Joseph M. Bobbitt

Public Health Service
National Institute of Mental Health
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B. PUBLIC HEALTH SERVICE

The Public Health Service, as the principal health agency of the
Federal Government, is responsible for a broad spectrum of programs in
research, btraining, service and facilities construction. Activities of
the Public Health Serviee that are directly related to mental retarda-
tion are carried out through several orgenizational units: (1) within
the NWational Institutes of Health by the National Institute of Mental
Health, the Nationgl Institute of Neurological Diseases and Blindness,
and the Division of General Medical Seciences, which includes the recently
established National Center for Child Health; (2) within the Bureau of
State Services by the Division of Hospital and Medical Faeilities and by
the Division of Chronic Diseases.

1. NATIONAL, INSTITUTE OF MENTAL, HEALTH

Introduction

The National Institute of Mental Health has been deeply interested
and concerned with the problem of mental retardation for several years.
The effect of the Institute's agbtivities in this field is indicated by
the increase in expenditures from $2,000,000 in 1959 to an estimated
$5,275,000 for 1962. This supports a broadly based program of a varied
nature as indicated by the following four general areas:

Program Development--Efforts through special projects, consulta-
tion, and support of services;

Research--Contributions to bagic knowledge through direct research
on the Bethesda campus as well as grant support to investigators
throughout the country;

Service--Tmprovement and expansion of serviee programs through
demonstration projects, technical assistance and consultation,
and grants-in~aid to States;

Personnel--Increase in the numbers and competency of professionals
in the field through support of tralning both direetly to univer-
sities and through special projects concentrating on inservice and
staff development.

Desecribing the Problem

In addition to these four areas, which are described in greater
detail below, the Institute has taken a leading responsibility for
accurately defining and describing certain aspects of the problem of
mental retardation. Its biometrics program serves continuously as the
central point for the collection of data on patients resident in institu-
tions for the mentally retarded. More recently the Institute has suc-
ceeded in organizing collection of naticnwide data on patients seen in
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psychiatric elinies. This wvevealed 26,163 patients with mental retarda-
tion who were seen in 1959 in psychiatric outpatient settings. Active
planning continues for further development of this viftal descriptive
analytic work. A substantial part of the Twelfth Annual Conference of
Mental Hospital Statisticians, to be held in Madison, Wiseconsin, in
1962 under the sponsorship of the Tnstitute, will be devotied to the dis-
cussion of mental retardation. Flans will be formulated for the develop-
ment of wniform definition among States and the design of meaningful
tabulations describing the movement and characteristics of patients in
institutions for the mentally retarded comparable Lo developments which
have taken place concerning data on hospitals for the mentally ill.

Program Development

The National Institute of Mental Hezlth has given general support
to the field both by special projects as well as consultation and tech-
nical assistance from its own staff.

A crucial grant of the Institute has played an important role in
the general developmenit of the field of mental retardation. In 1955
funds were made available to the professional association in the field,
the American Assoclation on Mental Deficiency, for a project entitled,
"Technical Planning in Mental Retardation." The basic purpose of this
project was seen as the delineation of current needs, the stimulstion of
creative thinking, integration and organization of work which had already
been done, the improvement of liaison between interested groups and
individuals--professional, Govermment, lay, and parents. For functional
and organizational structure the broad general problems were thought to
fall into three categories: research, trairing of personnel, and pro-
gramming.

The results of this concentrated effort have been significant.
They include publication of selected sbstracts in the American Journal
of Mental Deficiency; a bi-monthly newspaper, Project News, disseminated
widely throughout the Western World; a ten year index of the American
Journal of Mental Deficiency--a mechanism to increase the exchange of
information in the field; a manual on terminology and elassification in
mental retardation to aid in the difficuit fields of standards and cri-
teria; a survey study and report of cooperative relationships established
between residential Tacilities for the mentally retarded and colleges and
universities; a review of the status of research in mental retardation
due for publication in June 1962; a manual on program development; a
study of minimal standards for residential institutions; staff consultant
services to various professionals in many areas such as school superin-
tendents, State department officials, sheltered workshop directors, and
others; and an analysis of existing State laws governing the retarded.

An important activity of the project has been the calling of key
conferences in selected areas crucial to the development of the field.
These have included a conference to study how mental retardation as a
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subject can be introduced into medical schools, how professionals work-
ing in the field of rehsbilitation can more adequately prepare and place
the retarded into suitable employment, how more and better trained
psychologists cen be recruited into the field; how social workers can bhe
better trained on graduate levels; how inservice training for attendants
in residential institutions can be ilmproved; and what moral, ethical,
legal, and human problems are involved in the use of human subjects in
research. A symposium on research design and methodology in mental
retardation was sponsored jointly by the Woods Scheool and the Project. A
resulting publieation, "Approaches to Research in Mental Retardastion”
(American Journael of Mental Deficiency, September, 1959), has been useful
throughout the field.

As in any project of this nature, many indirect benefits have
accerued which are not measurable. Among these are dissemination of
new information for large groups and the resulting stimulstion to action;
the cross-fertilization of ideas among the diseiplines; the encouragement
of demonstration programs and new research projects; perhaps most impor-
tant, the rekindling of feelings of security and enthusiasm as well as
recognition in individusls and groups who have long been working in iso-
lated units. This projeet, through Institute support, has presented the
most comprehensive attack on the multiple problems in the field of mental
retardation today. The full scope of the project's work was wmade avail-
able to the President's Panel through the research associate of the
technical project becoming the Research Director of the President's Panel.

Research
1. Intramural

The Institute supports a brosd gauge progrem aimed at ob-
taining nev knowledge in many aspects of the field of mental retardation.
Research activity tekes place at the Bethesde campus through direct
research activities. There is activity in the laboratories relevant to
crucial biochemical problems such as those involved in phenylketonuria.

The new Biosocial Growth Center is conducting a series of
studies of parents and children. Stress is placed on psychological
factors and on patterns of neuromuscular behavior in the infant and young
child. The Institute is algo conducting a bhasic study of family relation-
ships as tThey differ in various socioceconcmic classes.

2. Extramural

Extramural research activities are supported by the Insti-
tute in the bilological, educational, psychological, and sociocultural
fields. Quantitatively the extent of this support is indicated by the
approximately 80 research projects in or immediately related to mental
retardation now belng supported by the Institute. This constitutes an
expenditure of 2.8 million dollars in fiscal year 1961, an estimated

=21~



k.1 million dollars in fiseal year 1962, and over 5 million dollars in
fiscal year 1963. Some examples of the kinds of research characteristic
of each of these areas are indicated helow.

Biological. Research projects range across the full bio-
chemical spectrum. Studies in the metabolism of fats, proteins, carbohy-
drates, and other substances including their directly relevant clinical
entities such as phenylketonuria, meaple syrup urine disease, galacto-
semia, and others are being intensively pursued. An important and fruit-
ful breakthrough in gaining mastery over disease process is the ability
to create its parallel in animals. This has recently been achieved by
cregating mentally retarded monkeys with phenylketonuria. Attempts are
being made to get experimental animsls with other diseases of errors of
inborn metabolism such as galactosemia. Basic biological developments
are being studied in such areas as the "Prenatal Development of the Human
Cerebral Cortex." Surprising findings which open unexpected roads to new
knowledge have already been found. Studies of eight month and seven month
0l1d fetal brains have revealed that the number of cells is two to five
times higher than in the new born. The biological studies extend into
the usual clinical entities such as mongolism and cretinism. The most
publicized recent breakthrough in basic biologiecal knowledge relative to
mental retardation is the discovery of the chromosome abnormelity in
mongelism. These sbnormalities of the chromosomes, the basic stuff of
life, are being pursued in several different areas including their rela-
tionships to human behavior. Thus basic knowledge is being pursued from
genetics, through studies on the ¢linical disease process itself, with
Teedback of knowledge from basic science to the clinical laboratory and
ultimately to prevention and breatment of the multiple types of mental
retardation.

Psychological. The complex psychological and psychiatric
aspects of mental retardation are being studied in several ways. COne
such study is of "Psychological Development in Cerebral Palsy.” Here the
focus is on the role of initiative and the increment in psychologicsal
development of cerebral palsied children that may take place through an
enviromment that promotes initiative as compared with a more routine
enviromment. Other studies are in language development and speech
development. Here the focus may be directly on mental retardation or
nore basically on the actuasl processes of development themselves. The
many handicaps suffered by mentally retarded children serve as research
materigl for vital questions such as the development of speech in deaf
children and the development of motor skills in the cerebral palsied.

Tducational. A significant amount of activity is being
supported in the area of learning and educetion. These involve basic
gtudies in animals as well as in mental retardates. These studies in
the basic learning process merge into studies of the effectiveness of
various teaching techniques, These include several projects on experi-
mental use of machine teaching of reading, arithmetie, and other basic
subjects in retarded children. The study of reading ability is pursued
in several weys ilncluding influence of drugs upon this vital skill.
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Sociocultural. The retardate is a mewber of the family and
the community. Several studies have centered on this aspect. A question
frequently asked is, "What is the effect of a mentally retarded child on
his brothers, sisters, and parents?" An important investigation, locking
direetly at this problem, is the study of the "Siblings and Parents of a
Mentally Retarded Child." This investigation seeks to detexrmine effects of
the presence of a severely mentally retarded chiid upon the relationship
between his parents and his normel siblings. It focuses upon aspects of
the relationship which appeared to have consequences for the mentsl health
of the intellectually normal sibling of a retarded child. The broad range
and scope of the research effort being supported by the Institute is indi-
cated by studies in such general areas so useful for filling oub the basis
for understanding the problem of the field as the "History of the Problenm
of Mental Deficiency.” Another study is supporting translation and review
of the Russian psychiatric literature relative to mental retardation and
its rehabilitation techniques.

Service

1. Development of Demonstration, Experimental, and Pilot Projects

Under the program of mental health project grants, the Insti-
tute is able to support demonstration, experimental, and pilot studies
related to the care, treatment and rehabilitation of the mentally retarded.
Among projects currently being supported, a wide range of patients, both in
terms of age and severity of retardation, are being treated in a variety of
settings utilizing several professional groups and techniques. More specif-
ically programs now being supported ineclude " "Day Bospital Service in a
Child Guidance Setting," which serves as a pilot project that will hope-
fully serve as a guide for further development of day patient services, a
language development program for mentally retarded children, a program for
preschool retardates and parents, interdisciplinary investigation of learn-
ing disorders, an occupation day center for mentally retarded young adults,
use of public health nurses in a retarded children's program, and studies
in parent counseling. A promising project is that which will explore in
depth the "Collsborative Management of the Mentally Retarded." This project
is unigue because it lncludes and coordinates the cooperative facilities of
a university medical center, the major commnity resources for education
and welfare, and the State facilities within the framework of a teaching
bospital.

A recent demonstration program is the counseling and referral
service for the mentally retarded in New England. This demonstration of a
State-wide service is jointly sponsored by the State Council on Community
Services and the State Association for the Mentally Retarded. The purpose
of the demonstration is to show what an information, referral and counseling
service can do to identify problems of mental retardation, find out why
agency services are not avgilable to help families and mentally retarded
persons to assess the needs of the community, and to help staff members of
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hegl th and welfare agencies and other professional groups become more
familiar with the problems of mental retardation and more asble to glve
service.

2. Control Programs in Phenylketonuris

Intense activity had laid the groundwork for large scale
demonstration progrems for the control of phenylketonuria. This has in-
cluded s review of the literature (now ready for publication and distri-
bution throughout the Country), study of current State programs, and
field visits. As a result of consultation and negotiation with the
Institute, several States have submitted programs of various types.
Approaches include: a comprehensive screening treatment and follow~up on
a statewide basis; intensive c¢linical and laboratory studies of the pop-
ulation of a Stabte institution; screening of all children in special
classes for the mentally retarded throughout a State.

3. BState Programs

Organization changes in seversal States have given increased
recognition to the importance of mental retardation programs. Several
States, such as New York and New Jersey, have set up central offices of
mental retardation to help coordinate the multiple approaches necessary
to meet the problem, ineluding health, education, and welfare. The pro-
gran of nursery centers for preschool mentally retarded children, operated
by the Massachusetts Department of Mental Health, continues to expeand.
Thirty centers are now in operation over the State. The purpose of the
program is to ald in better diagnosis and evaluation of retarded children
and to provide therapeutic services and training for future placement of
the children in special classes of the public schools. Counseling for
parents of the children is also part of the program. Other States have
now developed similar nursery services such as those in Delaware.

Federal grant-in-aid funds contribute to a variety of pro-
grams which inciude, for example, support of Minnesota's Boeial Develop-
ment Center for the Mentally Retarded. The purpose of this Center is to
provide an intensive activity program for a group of young sdult retard-
ates in the trainable azge but too o0ld to participate in special classes.
Thus, flexible use of funds can permit gaps to be filled in such areas
as the transition from the special education to full community adjust-
ment. While there is an increasing smount of State grants-in-aid funds
devoted to wental retardation, initiative on allocation of these funds
rests with the States and the total amount spent in this aresa has not
increased as rapidly as would be desirable.

L. Technical. Assistance Projects

In 1961 seveén techniecal assistance projects, directly on the
subjeet of mental retardstion, were begun in five States. This is more
than all the previous technical assistance projects of the past three

) I



years on this subject. Pennsylvania covered several areas, including
"Research Opportunities,"” "Volunteer Services," and "Sheltered Workshops.
Reviews of total State’s needs, resources, and community problems and
subsequent cooperative planning highlighted efforts in North Carolins,
Mississippi, Tennessee, and Maine. These meetings, drawing on the best
aveilable consultants from NIMH and throughout the Nation have proven
especially fruitful in that they bring together a working group of 40

or 50 individuels in s State and community and have shown to be success-
ful in giving impetus, direction, and creativity to efforts to which
they address themselves.

5. Consultation Through Regional Offices

The Tnstitute waintains a consultant staff in eight of the
Department of Health, Education, and Welfare Regionel offices throughout
the Country. The consultents provide professional and technical assist-
ance to a wide variety of programs in all of the States. The consultant
staffs have become more active and have recelved more requests for con-
sultgtion and assistance related to programs for the mentally retarded
both in the commmity and the institutions. The recent increase in tech-
nicgl assistance projects in this field is but one example of this., The
offices provide not only direct consultation on the basis of their own
wlde experience but draw upon expert resources from the Institute and
from other consultants who can be retained by the Institube.

Personnel

1. Training Grants

For many years the Institute has been supporting professional
training of persons in the basic mental hesalth disciplines. The Insti-
tute has been involved in support of the training of cver 10,000 pro-
fessionals, psychlatrists, psychologists, sceial workers, nurses, social
sclentists, and others. Many of these devote part of thelr time to work
in mental retardation and those involved in research have made significant
contributions to the field.

Current support for psychiatry training has, as its locus,
State institubtions, such a&s Letchworth Village, New York, and Walter E.
Fernald School, Massachusetts, as well as the University of California,
where residents spend some time training in mental retardation.

Other support is for treining grants in soclal work and
psychology. Of note is the program at the George Peabody College for
Teachers for the training of psychologists st the doctoral level with
special competence in mental retardation. This program has developed
over a dozen graduates since its inception in 1954, many of whom are in
key positions in the field such as the current Research Director of the
President's Panel on Mental Retardation.
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2. Project Support for Training and Staff Development

Other mechanisms for the development of professional compe-
tence of personnel in the field is done through the Mental Health Projects
Grant. The Western Inbterstate Commission for Higher Education in Colorado
has begun an "Interstate Cooperation for Hospitel Staff Development" pro-
gram. This is a three year demonstration program of staff development in
mental hospitals and schools for the reterded through interstate coopers-
tion. The elements of the demonstration program are (a) regional con-
ferences, (b) travel for career employees to observe and participate in
selected new institution programs in other States, (c¢) continuation educa-
tion programs to bring faculty--singly or in groups--to institutions
which are isolated from-university centers. Working through the Western
Mental Health Couneil, State mental administrators, and the regional
offices of the United States Public Heazlth Service, the program is demon-
strating that the cooperative use of facilities on a regional hasis can
result in increased professional interaction between public facilities
and training centers, and more efficient and effective use of personnel
in public mentgl institutions.

The Southern Regional Education Board has begun a three-
vear program entitled ™A Regional Project to Improve Inserviece Training
of Attendant Persomnel in Institubtions for the Mentally Retarded." The pur-
pose of this project is to improve the care of mentally retarded by
developing and vigorously applying knowledge about living arrangements
conducive to the growth, development, and welfare of the residents of State
institutions. Strengthening and expanding the program of inservice train-
ing for attendant personnel are viewed as the most direct way to attack
this problem. Key officials of 23 institutions have joined with the
Bouthern Regional Education Board to conduct a five year study action pro-
gram to collect and develop infeormation about such child care and to de-
vise, adopt and test ways of applying this to the operation of the facility.

The central mechanism is a series of seminars gttended by
representatives of the participating institutions, staff of the project,
and consultant personnel. 4 three-day seminar, held in December 1961,
brought together most of the superintendents of the State schools through-
out the South and was considered highly successful in clarifying basic
igsues which will facilitate the full development of this most important
program.

T



2. NATIONAL INSTTITUEE OF NEUROLOGICAL DISEASES AND BLINDNESS

The National Institute of Neurological Diseases and Blindness con-
ducts research in mental retardation and relsted neurological and sensory
disorders of infancy and chilcdhood at its Bethesda, Maryland, laboratories,
gnd supports such research at medical centers across the country through
its research grants program. At present the Institute is spending more
than $11 million--sbout one-quarter of its fiscal year 1962 research appro-
priation--to support 151 projects aimed at inereasing our knowledge of the
causes, prevention, and treatment of mental retardation and related dis-
orders.

To meet a critical shortage of scientists trained %o conduct clin-
ical research on the nervous system in mental rebtardation, the National
Institube of Neurological Diseases and Blindness has established 15 specilal
train%ng programs in pediatriec neuroclogy with an annual budget of $360,000
in 1962.

The Collaborative Project

The Institute's major research endegvor in this ares is the
Collaborative Perinatal Research Project. Launched as =z broad approach
to a national problem, the project has been in operaticn five and a half
years, including two and a half years of extensive preparation. Its pri-
mary goal is to discover c¢lues to the causes of mental retardation,
cerebrel palsy, end kindred disorders of infancy and childhood. To this
end, teams of medical and allied scientists at 15 medical centers through-
out the country are studying expectant mothers from early pregnancy through
labor and delivery, and are examining their babies periocdically from birth
through school age. As analysis of the informabtion collected reveals
susplcious factors, they will be tested and their role evaluated.

A long-term venture in medical research, the Collaborative Project
will eventually involve some 50,000 expectant mothers and their children.
This is the minimum number that must be studied if the project is to pro-
duce valid results that can serve as a basis for further research aimed
at an effective program of prevention.

In 1961 data were collected on slightly more then 9,000 pregnan-
cies, and about 8,600 babies were born to mothers enrolled in the project.
This increased the total number of participants in the study to about
23,000 mothers and 17,000 children. At the present rate of enrollment
of new patients, it is expected that the gosal of 50,000 cases will be
reached early in 1965,

Early Findings. Useful findings are beginning to emerge from the
Collaborative Project. These findings, however, are preliminary and
should therefore be viewed with caution.
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Prematurity 1s one of the most important factors in brain damage
and deaths among infants. Prematurity is usually defined in terms of
birthweight. In a recent review of data collected on asbout 7,500 pro-
Jject mothers, the relaticnship between their cigarette smoking history
and the birthweight of their infants was investigated. It was found
that birthweights were generally lower among smokers than among non-
smokers. More specifically, the incidence of prematurity (defined as
a birthweight of less than 2,500 grams) was significantly grester among
expectant mothers who smoked than among those who did not smoke. In
addition, the decresse in birthweight was proporticnal to the reported
amount of smoking. These findings, derived from observations on a broad
population base, confirm the results of previous studies which have
shown a relationship between smoking and prematurity.

Another analysis carried out in 1961 focused on the association
between lack of oxygen at birth and abnormal development at 8 months of
age. This analysis revealed that 33 percent of infants with an sbnormal
or suspect performance on the project 8-month psychological examination
had shown evidence of lack of oxygen at or soon after birth. In suspect
infents, fThe incidence of oxygen lack was 22 percent and in definitely
abnormal. infants the incidence was 44 percent. In a control group of
infants whose performance at 8 months was normal, the incidence of oxygen
lack at birth was only 7 percent.

These differences are significant and implicate oxygen lack at
birth as a factor in sbmormal development which can be identified at
8 months of age by means of a psychological examination. Similar find-
ings have been reported by other investigators, but on the basis of
birth data collected after the children had been disgnosed as abnormal.
The project findings, on the cother hand, are based on data collected at
birth and are therefore more meaningful.

As part of an investigation of stillbirths and infant deaths in
the project, a study was made of The postmortem findings on a group of
children born to mothers with disbetes. This study confirmed the gener-
ally known fact that infants of diabetic mothers weigh slightly more
than infants of nondiabetic mothers. It was found, however, that the
brains of infants of diabetic mothers do not show a corresponding in-
crease in welght or volume but, on the contrary, tend to be smaller
than the brains of infants of nondiabetic mothers. This diserepancy,
moreover, is even greater when dehydrated brsins are compared., These
findings have considerable practical as well as thecoretical importasnce.
Many more cases will have to be studied, however, before they can be
considered statistically valid.

Data on the pattern of development of the humen brain, and on the
rate of growth of its various parts, are almost nonexistent. To help
£ill this serious gap, the brains of all stillbirths and of all full-term
babies dying in the project are heing measured. Much vaeluable informa-
tion has already been obtained on the development of the brain from the
fifth fetal month on.
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Related Studies. In 1961 about 50 scientific articles were pub-
lished presenting findings derived from related studies being carried
out at the 15 coopersting hospitals with Collaborative Project support.
These findings relate to such subjects as the role of maternal infections
in sbnormal pregnancy outcome, the identification of "high risk" mothers,
and the early detection of neurological abnormelities of infancy and
childhood. The findings described below represent only a smell sample of
the total reported.

Prematurity has been linked in some cases to an infection of the
urinary tract of pregnant women. The infection produces no symptoms and
cannot be detected by roubine urine analysis. Detection is possible,
however, by mesns of a special urine test. Resesrchers at two other
cooperating hospitals gre carrying out similar investigations, and still
another related study has been lsunched to pinpoint the mechanism by
which this infection affects the unborn child.

An increased ingidence of premabturity and perinatal infant deaths
has also been found to be associated with inflammation of the placenta,
fetal membranes, and umbilical cord. The study which produced this find-
ing also revealed that an infection of the vagina, or the cervix, or
hoth was present in 50 percent of the patients with inflammation of the
membranes snd cord, compared with only 20 percent of a control group.
This flndlng points to the possibilility that better treatment of infec- .
tions of the vegina and cervix during pregnancy may reduce the incidence
of prematurity end infant deaths.

Studies of young animals indicate that brain damage due to pro-
longed lack of oxygen is followed by an increase in the permeabllity of
the blood-brain barrier to certain enzymes. The resulting rise in the
concentration of these enzymes in the cerebrospinal fluid can be measured
and could provide a hasis for the eariy disgnosis of brain damsge in
children. This aspect 1s now heing explored.

Abnormsal. eye movements or total absence of eye movements in new-
born infants subjected to mechanical rotation has been found to be a
sign of abnormality of the nervous system. The test developed for this
study should become a valuable part of the ¢linical neurclogical exami-
nation of newborn infants.

Using improved methods, research workers have found that electro-
encephalograms (EEG's) of newborn infants aid in earlier detection of
brain damsge. In addition, visual stimulation used in conjunction with
EEG's has confirmed a previous finding that premature babies respond more
slowly than normal, and postmature bablies respond more quickly than normal.
This highly significant dlfference in response time provides an additional
scale for measuring brain maturation at birth.



Program Developments. In addition to research accomplishments,
the Collaborative Project had two important program developments in
1961. One concerns the blood-testing phase of the project, the other,
the development of an examination for testing speech, language, and
hearing functions in 3~year~old children.

The blood-testing phase of the project makes use of antigens--
substances which stimulate a chemical defense mechanism in the blood--
to test the mother's blocd serum for evidence of exposure to cerbtain
viruses during pregnancy. If a mother has been infected, this fact
will be indicated by a greater number of antibodies in her blood.

At each of the eollsborating medicel centers, blood samples are
taken from the expectant mothers during pregnancy and are sent to the
National Institutes of Health Leboratories in Bethesda, Maryland, for
testing. The blood serum is stored a% minus 10 degrees Fahrenheit in
two huge, walk-in freezers at the Tnstitute's Serum Center. Specific
information on the mother's pregnancy is kept together with date on
the sample of her blood serum. This informetion will be readily aveil-
eble for checking and rechecking for many yesrs.

To test the blood serum, more than 100 viral antigens have been
produced. These include 28 ECHO viruses, 30 Coxsackie viruses, 28
adenoviruses, @ myxoviruses, and 3 polic viruses. These range in
severity from common cold viruses to those that cause paralysis and
death. As new virus infections are identified in the cities where the
project is being carried out, new antigens must be produced.

Development of the antigens has required extensive work in bring-
ing together specific virel materials, performing complicated tests,
developing new tests, and in meny instances developing suitable condi-
tions to grow the virus for antigen production. In additicn, a micro-
serclogical technique has been devised which reduces the volume of viral
antigen required for testing to about one-eighth of that required with
previous techniques. Since the viral antigens being used in this investi-
gation are rather costly, the new microtechnique will save money.

large-scale testing has been started using bloed serum samples
from mothers of abnormal children and from & matched control group. Test-
ing to date has suggested several possible associations between virus
infections during pregnancy and certain ebnormelities. The data are very
limited, however, and nc specific assoelations or presumptive hypotheses
can be made at present.

For meny years various kinds of exeminstions have been used to
assess speech, languege, and hearing functions in children. When these
examinations were found %o be unsultable for use in the Collaborative
Project, a group of specialists from the cooperating hospitals was given
the task of developing an sdequate examination. Their efforts have re-
sulted in an examination for testing speech, language, and hearing func-

tions in 3~year-old children participating in the project.
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The exsmination, which is now being pretested at several of the
collaborating medical centers, has three purposes. It will be used
primarily as a screening test to spot subtle neurological defects which
night have been missed at earlier examinations. Tt will also provide
data for use in confirming or rejecting the results of previous examins-
tions. And it will furnish valuable information for use in describing
disorders of the central nervous system as they are manifested in the
speech, language, and hearing area. In this conneetion, it should be
noted that the prognostic importance of deviaticns from the normal
pattern of speech, language, and hearing development identified in 3-
year-olds requires a reexamination of these children at age'6 to T.

Future Prospects. Major efforts in the future will be concen-
trated on processing and anslysis of date collected at the 15 collaborating
institutions. In fact, the prospects for these activities are such that
many additional findings are expected to become availsble during 1962.

Present plans call for focusing attention on such problems as
prematurity (as defined by birthweight), toxemia as a major obstetrical
complication, the effects of hyperbilirubinemia on the development of
prematures, and the relation of specific virus infections during preg-
nancy to abnormal pregnancy outcome, ineluding mental retardation.

Other Research Studies

In addition to the long-term collaborative projeet, Institute
gecientists at Bethesda and Institute grantees abt medical centers through-
out the country are conducting a wide range of basic and clinical research
projects aimed at saving children from mental retardstion. These include
studies in the following areas: Blochemistry of the brain and inborn
errors of metabolism; pathology and histoleogy of the brain; methodology
for early detection of neuroclogical defects, including mental retardation.
Also, studies on etiology, including prenatal conditions, neonstal
asphyxisa, and jaundice; developmental neurology, ewbryology, and cyto-
genetics; and evaluation and psychological studies.

During the last few years, these studies have increased our knowl-
edge of many factors in mental retardation. Much more has been learned,
for example, about the blochemicel aspects of chromosomal disturbances.
Numerous abnormalities--which represent deviations in both number and
structure of chromosomes--have been ohserved. Recently an abnormality
associated with mental retardation and with s striking festure of failure
of speech development has been correlated with chromosome abnormelity.
Other chromosome abnormalities have been related to cerebral palsy and
to the simultaneous occurrence of leukemia and mongolism. Although the
causes of these abnormalities are not yet understood, this is believed to
be a most promising area of research.

Asphyxia, or oxygen lack, has long been recognized as & factor in
brain damage. Much more must be learned, therefore, ebout when, how, and
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why asphyxia occurs. Various current research studies are shedding light
on the environment of the baby before birth and during the birth process.
Hopefully, such knowledge will lead to a greater understanding of the
factors in prenstal and natal asphyxia.

Some scientists have reported that when oxygen lack occurs after
normal breathing has been established, the brein damesge is especially
severe. In an effort to predict respiratory distress in the newborn,

a nminiature recording instrument called a plethysmograph is now being
used to study the sequence of events during the first hours and days of
life.

Much progress has been made in the detection of inborn errors of
metabolism. The early detection of phenylketonuria, for example, has
opened the door to the effective treatment of this disorder by diet.

A new, inexpensive test has been developed by an Institute grantee which
makes it possible to detect this disorder within a few days after birth.
This test, based on a bacterial inhibition principle, uses only a drop
of blood blotted on a filter paper to detect phenylketonuria.

Animel Studies

Until the establishment of the Institube's Laboratory of Perinatal
Physiology in Puerto Rico, few animal studies had been conducted on
neurological disorders which stem from adverse perinatal factors. Pew
laboratory animals possess a pregnancy physiology sufficiently comparable
to that of man to be useful for research. However, the monkey Macaca
mulatta, being studied in Puerto Rico, is an ideal subject because of its
psysioclogical similearity to man.

Advances in our knowledge resulbting from studies at the Puerto Rico
Laboratory include the establishment of consistent c¢liniecal patterns of
mental retardation and physicael handicaps resulting from asphyxia during
birth. It now seems possible to mitigate the severity of the deficits
induced under conditicns of asphyxia by the administration of sodium
bicarbonate and glucose during birth.

The possibility that abnormally strong uterine contractions during
labor may predispose to cerebral hemorrhage will scon be explored in
collaboration with others. The possibility that the cerebral hemorrhage
signals & condition in which blood is foreced from the contracting arteries
into a weakened capillary network is being entertained.

The role of hyperbilirubinemia in kernicterus can now be studied
more thoroughly, since for the first time a condition comparsble to that
in humen kernicterus has been produced in an experimental animal.

The unique research opportunities this facility affords have drawn

the interest of g great many scientists from other countries, especially
from Central and South America, who have joined in the research attack.
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Thus the laboratory is repidly becoming a particularly important re-
gearch center in the Western Hemisphere.

Joint RSS-NINDB Service Program

Recognizing that further advances in the attack on mental retarda-
tion and other neurological disorders will depend, in part, on increased
gpplication of research findings, the Surgeon General recently estab-
1ished the Neurological and Sensory Disease Service Progream.

The new unit will be administered by the Bureau of State Services,
Division of Chronic Diseases, in collaboration with the National Insti-
tute of Weurological Diseases and Blindness. The Program will be sup-
ported by professional and technical assistance funds from NINDB.

The Progrem will provide consultation, technical, demonstration,
training, and educational services to communities direetly and through
Public Health Service grants, It will alsoc cooperate with State health
agencies, medical schools, professional organizations, and other private
and public nonprofit groups.

Activities of the Program will include the stimuletion, develop-
ment, and support of activities aimed at prevention, diagnosis, treatment,
and rehabilitation in a wide variety of diseases and disorders. To this
end, the Program will offer aid to medical schools and other medical
facilities for setting up projects, staffed with specialists, to concen-
trate and coordinate community diagnostic, study, and treatment activities
for persons with neurclogical and sensory disorders, including mental
retardation. These projects will give physicians, nurses, and other health
personnel an oppeortunity to learn more about new techniques.

‘Other activities of the Program will include surveys and studies
of the prevalence and loeation of cases and the number and types of per-
sonnel and facilities needed to promote the application of present knowl-
edge. Communibty services, such as screening programs, will be emphasized.



3. CENTER FOR RESEARCH IN CHILD HEALTH

The Center for Research in Child Health in the Division of
General Medical Sciences, National Institutes of Health, is developing
a program to encourage research in the basic biological, behavioral
and clinical sciences in order to beiter understand normal snd abnormal
developuental processes in children, both before and after birth. Greater
knowledge of normal developmental processes and the ways immature humans
respond to a host of stresses at various stages of development is impor-
tant to improve our understanding of the eticlogy, early diagnosis, pre-
vention and treatment of mental retardation. The Center has been assigned
responsibility to strengthen the role of the National Institutes of Health
in multidisciplinary fields, both intramurally and extramurally, through
consultation and advice to the several categorical institutes on problems
such as mental retardation.

In addition, the Division of General Medical Sciences promotes
and supports an extremural program of research and research training
in the basic scientific disciplines, inecluding the behavioral sciences,
pertinent to normal and abnormal development of the child. As of June 15,
1961, this Division was supporting 196 research grants in the amount of
approximately $h,OO0,000 annually, classified broadly in the areas of
Genetics, and Reproduction and Devel opment, which might be expected to
make varying conbtributions to our understanding of the underlying pro-
cesses in mental retardation.

4, BUREAU OF STATE SERVICES

The Division of Hospital and Medical Facilities of the Bureau of
State Services administers the Hospital and Medical Facilities Construc-
tion Progrem {popularly known as the Hill-Burton program). This program
authorizes aid to assist in constructing and equipping hospitals of all
types, public health centers, diagnostic and treatment centers, rehabili-
tation facilities and nursing homes. The variocus types of facilities are
defined further in Public Health Service Regulations, Part 53 (Title VI
of the Public Health Service Act, as amended).

Prior to 1958, the definition of a mental hospital, as established
by Regulation, specifically excluded "hospitels for the feeble-minded and
epileptic.” This restriction was eliminated in 1958 in order that Hiil-
Burton funds could be approved to assist in constructing facilities which
provide an active medical disgnostic and treatment program for the men-
tally retarded. At the present time, the eligibility of facilities for
the mentally retarded is determined on the basis of the purpose and func-
tion of the facility. If the facility includes an active mediecal program
and meets the definition of = hospital, diagnostic or treatment center,
rehabilitation facility, or nursing home, and other eligibility require-
ments, it may qualify for aid.
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Dormitories and facilities for education and training purposes
comprise g relatively large segment of institutions for the mentally
retarded. Consequently, the Hill-Burton progreamt under which aid can
only be provided tc construct medical treatment and care facilities
as stabed above has had only a minor impact on the total need in this
area.

A 1ist of projects constructed, under construction, and approved
under this program, is attached.

The Neurological and Sensory Diseage Service Program, Division
of Chronic Diseases, Buresu of State Services, is engaged in the follow-
ing activities related to the gpplication of knowledge to problems of
mental reteardation:

1. Obtaining and dissemingting epidemiologic informstion
to professional personnel, public and private agencies, and the general
public.

2. Developing and evaluating procedures for early ildenti-
fication and treatment of disorders resulting in mental retardaticn.

3. Tdentification and applicabtion of preventive and con-
trol measures through community service programs.
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Facilities for the Mentzally Retarded
Approved Under the Hill-Burton Program

As of December 3L, 1961

Type of Total Federal
Location Name of Faecility Facility Cost Share Status of Project
Arkansas
Conway Arkansas Children's D-T Center $ 236,337 $ 23,681 Under Construction
Colony (3 projects) Rehabilitation 281,044 187,363 Under Construction
Nursing Home 26k, 479 176,319 Under Construction
Delaware
Stookley Hospital for the Rehagbilitation 200,000 100,000 Under Congtruction
Mentelly Retarded
Georgia
Gracewood Gracewood Evalustion Rehabilitation 580,000 290, 000 Under Construetion
Center
Idaho
Nampa, Nampa State School Mental Hospital 1,328,297 478,297 Initially Approved
Illinois
Chicago Misercordia Home Nursing Home 750,000 123,627 In Operation
Kansas .
Parsons Parsons State Hospital Rehabilitation 819,500 232,435 Under Construction
and Training Center
Louisiana
Albany Retarded Children's Home Mental Hospital 2,140,000 150,000 Tnitially Approved
Pineville State Colony and Nursing Home 760,603 380,301 Under Construction
Training School
Mississippl
Ellisville Ellisville State School Rehabilitation 1,050,000 706,000 Under Construction
New Jersey
Meddenville  Bancroft School Rehabilitation 500, 782 170,100 Under Construction



Type of Total Federal
Location Name of Facility Facility Cost Share Status of Project
New Mexico
Los Iaunas Los Tunas Hospital Nursing Home $ 26k, 000 132,000 Under Construciion
and Training School D-T Center 266,600 128,000 Under Construction
Rehabilitation 280,000 140,000
Ohio
Columbus Coluribus State School Rehabilitation 637, 500 212, 500 Under Construction
Tiffin Betty Jane Memorial Outpatient hoT,927 165,975 Under Construction
Cklshoms
Sand Springs Hisson Memorisl Center Mentel Hospital 1,427,000 600,000 Initially Approved
Rhode Island
Exeter Ladd School (2 projects) Rehabilitation 700, 055 105,922 Under Construction
5 Nursing Home 1,363,177 300,000 Under Construction
=1
' South Carolina
Clinton Whitben Village Mental Hospital 1,000,000 500,000 Under Construction
Texas
Abilene State School Rehabilitation 142,000 71,000 In Operation
Denton State School (3 projects) Rehabilitation 242, 500 121,250 In Ovperation
Nursing Home 971,000 460,500 In Operation
Nursing Home 1,250,000 625,000 Under Construction
San Antonio  Incarnate Word College Rehehilitation 127,000 63,500 In Operation
Rehabilitation Center
Virginia
“Arlington George Mason Center Rehabilitation 234,146 128,205 In Cperation
Wisconsin
Madison Central Wisconsin Colony Rehabilitation 2,672,575 312,800 Under Construction



C. BS0CIAL SECURITY ADMINISTRATION

Three Bureaus of the Social Security Administration are meking
contributions to the fight against mental retardation: The Children’'s
Bureau, the Bureau of Family Services (formerly the Bureau of Public
Assistence) and the Bureau of Old-Age and Survivors Insurance.

1. CHILDREN'S BUREAU

The Children's Bureau concern for menbally retarded children
stems initially from its responsibility under the Basic Act of 1922 to
"investigate and report on all matters pertaining to the welfare of
children and child life." 1In the first 6 years of its existence, three
of the major studies produced by the Bureau dealt with mental retarda-
tion.

The passage of the Social SBecurity Act in 1935 and the assign-
ment to the Bureau of the added responsibility of administering Federal
grants for maternal and child health, crippled children, and child wel-
fare services, emphasized the principle that all of the people, through
the Federal Govermment, share with the Stabte and local governments
responsibility for helping to provide community services that children
need to have for a good start in life. The Social Security Act also
afforded the Bureau an opportunity to help the States develop demon-
strations and special programe in areas where there were gaps in services.

A Children's Bureau Technical Commlttee on Clinicael Programg was
established in 1958. The Committee consists of physieians and other
specialists representing various regions of the country and fields, such
as pediatries, psychiatry, maternal and child health, psychology, medi-
cal social work, public health nursing and nutrition. It provides guid-
ance and gdvice to the Children's Bureaw, and the reports of the meet-
ings are helpful to other professional groups as well. Technical assist-
ance and staff help are supplied by the Children's Bureau, Division of
Health Services.

Development of Maternal and Child Health Activities in Behalf of Mentally
Retarded Children and Their Families

As recently as 1954, maternal and child health activities in be-
half of mentally retarded children and their families were extremely
limited. Many local public health nurses were reporting suspeched
mentally reterded children in their caseloads, but for the most part they
had few or no resources for establishing a diagnosis. Consultation and
guidance as to how to deal with these children and their families gener-
ally were not available. Socme children who were functioning below the
normal. expected level of development were being followed in well-child
conferences, but adequate developmental and diagnostic appralsal was not
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generally aveilsble, nor was continuing guidance to parents once such a
diagnosis had been made.

Testimony before the House Appropriations Committee in 1956 indi-
cated that the principal needs for mentelly retarded children were To
find them early, to vprovide a complete evaluation, to interpret the
findings to parents, and to use the findings as a basis for ongoing help
and care. By age groups, the greatest geap in available services was in
relation to infants and preschool children. It appeared that the serv-
ices that were lacking could best be provided through program emphasis
within the framework of the mabernal and child healith 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
approprigtions and earmarked $1 million specifically for special projects
serving this group of children. The Appropriations Committee also ex-
pressed the hope that a second 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 Special Demonstration Projects

The State health departments have been making use of these grants
to establish demonstration projects centering about child health super-
vision and the problems in growth and development of children who are
retarded or suspected of being retarded.

These demonstration prcjects have one or more purposes:

1. Patient Care--Projects designed to provide early de-
tection, evaluation and care needed by mentally retarded children, or
to demonstrate new ways of providing this care.

2. Training of Professional Personnel--Projects designed
to train professional persons in better ways of dealing with retarded
children and in more effective use of professional gkills in thelr
behalf.

3. Demonstration Studies--Projects designed to reveal
what is needed for an effective program, how such a program can best be
set up and administered, what it will cost, how it can be evaluated, etc.

A1l of these demonstrations depend on developing a specialized
elinical team. The majority of these projects are set up within a
maternal and child health program. Their primary focus is early finding
of children suspected of being retarded. Project services are geared
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chiefly to infeants and preschool children. A pediatrician usually
heads the treatment team, which includes  a social worker, a clinical
psychologist and a public health nursing consultant. Additional team
menbers may be added from other specialists, or from different pro-
fessional backgrounds.

These demonstration projechts have not only provided a needed
service to retarded children and their parents, but have also allowed
the States to demonstrate to local communities how a prograw might be
gset up, how cases can be located early, what makes up an evaluation,
what kinds of help can be provided to these children and their fami-
lies. The accumulation of case data and experience by the group of
specialists has also made it possible for these groups to pinpoint
other gaps and unmet needs in the State.

Services provided through these projects can best be described
by the amount and kind of patient care, proflessional training and
demonstration studies that have flowed from them:

1. Patient care

By 1961, 46 States were providing as a part of
their demonstration some special direct clinical services to retarded
children and their families. Based on reports from 4O States close to
12,000 mentally retarded children and their families were served by
these programs during 1960. Three out of four of the children admitted
to services each year were under 10 years of age. Over 50 percent had
associated handicaps.

While these services would not have been available
without this program and while the cost to the Federal Govermment was
comparatively low, the total number of children served represents only
a comparatively small proportion of the age group needing this help.

The ewmphasis in these progrems has been on provid-
ing a demonstration of high quality service for a limited number. The
actual numbers served, therefore, are not the main index of the success
of these programs. They must be judged by how well they were able to
show what mekes up an evaluation of a retarded child, by what kind of
help can be given to parents, and by how successful were they in finding
abilities in these children which could be used ag the basis for train-
ing and adjustment.

The real criteria on which these services will heave
to be judged will be the improved adjustment of the children and the
families they serve and the extent to which they can stimulate good
service in general to preschool retarded children.
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2. Training of Professional Personnel

Almost all of the projects use their services for
training of professional workers. Much of this training is on an
informal, individual basis. It is accomplished by providing a setting
where interested professionals can observe and confer with a specialized
team.

It is also achieved through contact with the variety
of professicnals in the community who have known the individual child
being evaluated or treated. Physicians, social workers, public health
nurses, teachers, ete., who have known the child are invited to partici-
pate in the staff conference and in the development of a program plan for
the patient. In the course of this they are exposed to other viewpoints
and approaches. BSince in the average case at least 3 professionsals out-
side of the clinical team are involved or concerned, it is estimated that
more than 25,000 professionals have had such exposure by these projects.

In order to ovbtain the kinds of services project
personnel feel these children need, it usually is necessary to stimulate
some Inservice training programs for professionals and agencies with
whon they need to work clesely, and on whose services they are dependent
in carrying out plans for the child. Public health nurses are an exemple
of such a group. Through the stimulus of the projects, 9 out of every 10
public health nurses have received some inservice orientation and educa-
tion in mental retardation during the past 3 years.

More formalized training is also being provided,
especially through the 14 projects which have been set up at or in con~
Junction with medical schools. In these programs, the patient care is
used for teaching medical students, interns, residents, and other per-
sonnel associated with medical schools. Formal course material is also
prepared and presented in the reguwlar curriculum. ILast year, approxi-
wmately 2,520 hours of staff time in these projects were used for train-
ing. Fifteen hundred sgecond year residents and medical students, 200
nurses, and 300 teachers were trained. These projects also provide field
work placement and supervision for approximately 30 social work students,
and a few medical fellowships.

The Tulsa, Oklshoma, project provides special two-
week training courses for clinieal teams specializing in mental retarda-
tlon and offers short, similar courses to public health nurses, social
workers, nubtritionists, physicians, psychologists, teachers, etc. Also,
this program has offered special two and three day institutes for the
elergy, nursing educators, nutrition conswltants and others. An insti-
tute on mwmanagement of mentally retarded persons is planned for police
officers.
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3. Demonstration Studies

Seven progrems have been set up to study a particu-
lar phase of mental retardation or special ways of providing care., Sone
of the areas included in these projects were:

a. BStudy of the growth and development pat-
terns of young retarded children (Californis).

b. Study of the serviees a metropolitan srea
needs for the mentally retarded and an assessment of how these services
can be provided (Colorado).

¢. Bvaluation and study of the use of a
traveling clinic to provide services to the mentally retarded over a
large section (Idaho).

d. Study of record keeping and evaluation
of patients in an ongoing program (Maryland).

e, Assessment of how to provide servieeg in
a rural area (Minnesota).

As the projects have developed, however, almost all
have set up studies as a part of carrying out their major functioms.
Facets studied include dental problems of nconinstitutionalized retarded
children, problems of mental retardation in a population of Indian
children living on reservations, waiting lists of children for admission
to State institutions, the effect of the religlous background of the
family on thelr ability to accept the retarded child, the use of group
approaches in family counseling, and attibtudes of medical students
towards the retarded.

Children Served Under State Health Department Mental Retardation Progrems

Mental retardation services provided by State Health Departments
are summarized in the accompanying tables.

Application of Public Health Methods to Prevention

A major emphasis within the past year has been the development of
large scale screening, diasgnosis and treatment of infants and families
with phenylketeonuria., This inborn error of metabolism has in the past
been responsible for 1 percent of the population in our State institu-
tions for the mentally retarded. By detecting families with the condi-
tion and by placing young infants with the condition on a special diet,
mental retardation apparently can be prevented. The Children's Bureau
has been working with State health departments in developing various
screening and detection programs as well as developing the necessary
laboratory facilities and programs for providing the diet and following
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MENTAL RETARDATTON SERVICES PROVIDED BY
STATE MATERNATL, AND CHILD HEALTH PROGRAMS

Applications for Services, by Source and Disposition:
Reporting States, 1958-1960

Average Percent change
Ttem annusl 1958 1959 1960 1960 over 1958
1958-1960 1/ 2/ 3/ 4

Applications, total
Nunber 7,860 7,099 7,873 8,609 +21.3

Percent 100.,0 100.0 100.0 160.0 eae
Source:
Carried over from last
year
Nunber 1,532 1,123 1,788 1,685 +50.0
Percent 19.5 15.8 22.7 19.6 (+3.8)
New applications
Nunber 6,328 5,976 6,085 6,924 +15.9
Percent 80.5 8.2 77.3 80.k% (-3.8)
Disposition:
Applicants admitted to
service
T Number 5,506 4,936 5,401 6,180 +25,2
Percent 70.1 69.5 68.6 71.8 (+2.3)
Applicationg withdrawn
Number 659 632 6l 700 +10.8
Percent 8.k 8.9 8.2 8.1 (-0.8)
Applications carried over
to next year
Wumber 1,69 1,531 1,88 1,729 +12.9
Percent 21.6 21.6 23.2 20.1 (-1.5)
Applications carried over
per 1,000 admissions 308.0 310.2 338.5 279.8 -9,8

Ttems may not add bo total due to independent rounding.

1/ Based on reports from 37 States, out of L6 States which were providing
services, 2/ Based on reports from 38 States, out of 46 States which were
providing services. 3/ Based on reports from 40 States, out of 46 States
which were providing services. &/ Items in parentheses are percent of total
cases under care in 1960 minus percent of Hotel in 1958.
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MENTAT, RETARDATTON SERVICES PROVIDED EY
STATE MATERNAL AND CHILD HEALTH PROGRAMS

Percent distribution by age of new ceses admitted to service
Reporting States, 1958-1960

Percent distribution

Age group

1958-1960

1958 1/

1959 2/

Nunber Percent Number Percent Number Percent Number Percent

1960 3/

Age reported

Under 1 year 378 2.5 119 2.8 116 2.3 143 2.k
1-h4 years L,Lo1 29,5 1,211 27.9 1,440 28.9 1,840 3i.2
5-9 years 6,713 el 1,909 L, 0 2,211 Ky 2,593 43.9
10-14 years 2,938 19.3 916 21..1 1,007 20.2 1,015 17.2
15-17 years 511 3.k 146 3.4 158 3.2 207 3.5
18-20 years 188 1.2 35 0.8 h8 1.0 105 1.8
Potal 15,219 100.0 4,336 100.0 4,980 100.0 5,903 100.0

Age not reported 1,298 600 ho ‘e 277 .

TOTAL 16,517 k,936 5,401 .. 6,180

1/ Based on reports from 37 States, out of 46 States which were providing
services. 2/ Based on reports from 38 States, out of 46 States which were
providing services. 3/ Based on reports from 40 States, out of 46 States
which were providing services.
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its results. More than half of the States have set up complete screen-
ing and treatment programs for this condition. A start has been made
in exploring which of the preventive techniques and programs developed
Tor phenylketonurie can be applied to other inborn errors of metabolism
which also result in mental retardation.

As a part of this effort to combat phenylketonuria, the following
two projects have been undertaken by the Children's Bureau within the
rast year:

1. Collaborative Study of Prevention of Mental Retardation
in Babies with Phenylketonuris

On. recommendation of its Technical Committee on
Mental Retardation, the Children's Bureau has begun a collsborative study
of children with Phenylketonuria under the care of mental retardation
clinics which are supported with maternal and child health funds, but
ineluding other c¢linies that wish to participate. This will be a study
of the dietary treatment of this condition and the growth and development
of' these children. By such a joint study, dabta on a sufficient number of
patients will be forthecoming for the first time to enable us to draw con-
clusions regarding the conditions controlling the prevention of mental
retardation from Phenylketonuria through specific dietary treatment.

An inventory of children with Phenylketonuria known
to the special clinical programs and to Maternal and Child Health Pro-
grams, was carried out as an initial phase of this study. This inventory
revealed that nearly 500 children diagnosed as having FKU were known at
some time during the last 5 years to programs responding to the inventory.
Approximately 80% were admitted to the special clinical programs, and
approximately 5#% of these children are currently under the dietary super-
vision of the clinical program staffs.

. 2. Applicaticn on Wide Scale of New Blocd Screening Test
in New-born Infants to Locate Babies with Phenylketonuria

The major problem in case finding by the urine
tests is that they cannot be carried out in the newborn period when babies
are still in the hospital. A simple test using a few drops of blood has
been developed by Dr. Robert Guthrie of the Children's Hospital, Buffalo,
which is done on newborn infants just before they leave the hospital.
Since over 90 percent of births now teke place 'in hospitals, this may
simplify case finding if it can be made a routine test.

The Children's Burean, in collaboration with hospi-

tals and State health departments, ls beginning a large-scale study to
determine the accuracy of the test and feasibilibty of its widespread use.
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Summary of Achievements, Health Services Program (1957 to date)

The achievements of this program from 1957 to date can be sum-
marized as follows:

49 States and 3 Territories have initiated special pro-
gram activities on behalf of the mentally retarded as a part of their
meternal and child health progrems.

46 States are annually providing specisl clinical serv-
ices to close +to 12,000 mentally retarded children and %their families
living at home.

Of the Nation's 97 special cliniecs for retarded children,
64 have been developed through this program.

Over 300 specialists from various disciplines have been
recruited and trained to provide service and leadership in these programs
for the mentally retarded.

Over 25,000 public health nurses have received some train-
ing or orientation in mental retardation and in assisting families in
the home care of mentally retarded children.

1 medical schools are using the special clinical services
to retarded children as the basis for training of medicel students,
residents, and interns.

Some 4,500 medical students, residents and interns have
received training or orientation in the newer concepts and approaches
to the problem of mental retardation.

Over 1,200 nursing students have received some preparation
in working with the mentally retarded.

More than 25,000 retarded children have been given com-
plete evaluation and follow-up care. Currently about 12,000 children
a year are being served.

Public health methods of screening, detection and preven-
tion of mental reterdation in the condition of phenylketonuria, an in-
born error of metabolism, have been evolved.

26 States have set up programs for the detection and
treatment of phenylketonuria utilizing these methods.

26 infants under one year of age with phenylketonuria

were located, diagnosed and placed on a diet which will prevent mental
retardation during 1961.
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Three films have been developed as a part of this program.

1. "The Public Health Nurse and the Retarded Chila"
produced by the Oklahoms State Depsrtment of Health

2. '"Beyond the Shadows" produced by Western Cine
Production

3. '"Pioneering Dental Health for Retarded Children"
produced by Bay State Film Productions for the Joseph Samuels Dental
Clinic of the Rhode Island Hospital.

"The Public Health Nurse and the Retarded Child" has been used
in 40 States., At the 1959 Annual Meeting of the University Film Pro-
ducers Assoclation at Purdue University, it was selected as third best
out of 1,000 films.

"Beyond the Shadows” was selected for the finals in the Inter-
national Film Festival.

A fourth film on which production has been completed and which
will soon be released by the Oklahcma Health Department is entitled
"The Role of The Physician in Mental Retardation" and will deal with
the role of the private physician in mental retardation.

The needs of retarded children are becoming increasingly acute
as the patiern of 1life in our society becomes more complex. Retarded
children today are confronted with greater difficulty in social adjust-
ment, family stability is often threatened, and communities must cope
with expanded educational and behavioral problems.

Of the more than 2 million retarded children in this country,
96 percent live in the community, most of them with their own families,
others in foster family or group care. These children--frequently
clients of publie child-welfare agencies--present a wide range of emo-
tional and practical problems to their families. Though they come
from every walk of 1ife, many, particularly the wmildly retarded, are
members of ethnic minorities, live under substandard conditions, lack
proper educational and cultural opportunities, and are deprived of
other essentials hasie to healthy development. Not infrequently,
neglect, dependency, or delingquency bring them to the public child-
welfare agency.

As of March 1960, these agencies were providing services to
spproximately 375,000 children. An estimated 10 percent of this group
are mentally retarded. An indication of the severe shortage of child
welfare services for retarded children is apperent when it is recog-
nized that 51 per 10,000 of the total child population receive service
and 120 per 10,000 of the child population are mentally retarded.
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To meet this tremendous need, the Children's Bureau has directed
its efforts in relabtion to child welfare services for retarded children
and their families toward

1. Investigating and reporting upon the effect of mental
rebardation on femily life and the impact of environmmental conditions
on mental and social growth.

2. Identifying and interpreting the role of social agen-~
¢les in services to the rebarded and stimulating these agencies to
assume thelr responsibilities.

3. Extending and strengthening basic child welfare serv-
ices and esteblishing specialized resources and facilities as appro-
priate.

4y, Inereasing the knowledge and skill of child welfare
and other sccial work perscmnel through inservice training and pro-
fessional education opportunities.

The Bureau has attempted to fulfill its responsibilities through
the activities of its staff specielist on social services for mentally
retarded children and through other regional and central office staff.
Activities have included study and evaluation of needs, resources, and
practices; dissemination of information; technical assistance and con-
sultation; development of guide materials; planning and conduct of
training and educational experienceg. Consultation has been provided
to other Federal agencies, national voluntary organizations and groups,
State welfare departments, interdepartmental committees, community
planning councils, schools of social work, institutions, and other
agencies.

The impact of these activities on ¢child welfare and other social
agency programs is somewhat inbangible and difficult to measure and
document. Nevertheless, it 1s believed that Bureau leadership has con-
tributed in part to some of the following developments:

1. Public and voluntary welfare agencies at National,
State, and local levels devote inereasing attention to the provision
of learning experience in this subject area.

2, In approximately half of the States, preliminary steps
to the development of statewide comprehensive programs for retarded
children have been undertaken. Public child welfare agencies have
participated in these steps including surveys and inventories, legisla-
tion, policy formulation, program planning, and methods for coordinating
the programs of State departments and in local communities.

3. Child welfare workers in some communities provide serv-

ices to families and children following diagnostic evaluation and in per-
haps one-third of the States, assume responsibility for preadmission and

=49~



aftercare services for children in institutions. These services have
facilitated the return of some retarded children to the community and
engbled more parents to keep their children at home.

k. Basic child welfare services, still in short supply,
are nevertheless being inereasingly extended to this grouwp. Day care,
counseling and guidance, and specialized foster family homes are help-
ing to relieve the burdens of families and contributing to the healthier
growth of the children. The removal of some retarded children from
damsging homes has greatly enhanced their mental development.

5. BSchools of social work are becoming increasingly active
in promoting greater knowledge of the needs of the mentally retarded
through incorporation of content into the curriculum, sponsorship of
training institutes, and development of teaching materials. The number
of schools offering field instruction placements in faclilities serving
the retarded has increased in the past 4 years from approximately T to
more than 20.

6. Child welfare agencies are recognizing a need for
research and demonstration projects regarding the mentally retarded, and
schools of social work have conducted some cutstanding studies in this
area.

T. OGrowing concern and interest is being reflected in
some States in programming for the retarded Juvenile offender who fre-
guently becomes & client of public child welfare agenciles through the
pathways of neglect or delinguency.

8. Public responsibility is growing for the development
and financial support of day care centers to provide for care, protec-
tion and social development for retarded children of preschool age or
for the older child ineligible for public school attendance. This re-
sponsibility is also being reflected in the development of pilot demon-
stration projects and in the stepped-up efforts of States to strengthen
the standards and licensing requirements of privately sponsored resi-
dential and day care facilities caring for retarded children.

9. Church sponsored organizations are assuming a more
active role in identifying their contribubtion to services for the re-
tarded child and in implementing plans for national action by thelr
meubership agencies.

Po eliminate gaps in the provision of social services to retarded
children, the Bureau plans to extend its help to States in 1962. Seri-
ous deficiencies exist in the standards of care provided in some insti-
tutions, and sccial services in these facilities need to be expanded
and better coordinsted with community resources. In additicn, intensi-
fied efforts must be devoted to inservice training and professional
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education of socisl work personnel, to the broad aspects of community
planning and organization and to the development of comprehensive State
and local programs for retarded children.

Plans for the Fubure

An indicavion of progress to date is the successful establish-
ment of cliniceal services for retarded children in most 3tate maternal
and child health programs. However, only a few Stabtes have opened more
than one c¢linic, and these already have long waiting lists. An increase
in the number of these elinies in each State is therefore essential,

The number of retarded children will probebly increase &as a result of
the inerease in the chiid population and the increase in life expectancy.

Buring the next few years it is anticipated that the following
developments will take place:

Expansion of community programs for mentally retarded
children to provide more dilsgnostic, evaluative and preventive health
services and social services.

Continued emphasis on prevention of retardation through
improved prenatal care, the care of premature infants and improved
nmethods for the location, diagnosis and treatment of infants with
metebolic disorders which result in retardation.

Greater use of the well-baby clinic for early case find-
ing and supervision.

Development of standards and licensing for the growing
nunber of nursery school and day care programs for young retarded
children.

Increasing the availability of home assistance programs
for parents in the home care of retarded children.

Development of standards and programs for diasgnosis, medi-
cal care and health supervision for children in residential institutions.

Development of specialized services for retarded adoles-
cents.

Continued emphasis in the detection of young children
funetlioning on a retarded level by virbtue of social and cultural depri-
vation and the provision of child welfare services aimed at prevention,
planning and treatment.

Stimulation of research and demonstration projects that

will contribute new knowledge and techniques in promoting the maximum
development of retarded children through child welfare services.
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2. BUREAU COF FAMILY SERVICES

In the program of aid to the permanently and totally disabled,
the Bureau of Family Services wakes grants to the States for payments,
medical care and social services. A substantial number of the reeipi-
ents under this program, particularly of the younger ones, are mentally
retarded. Similarly, in the case of the grant program of ald to depend-
ent children, & number of mentally retarded children are among the
recipients.

Information is not available con how many mentally retarded
people are receiving public assistance because periodic reporting does
not single out this one cause as a factor in disgbility or in depend-
ency. However, a study made of the "Characteristiecs of Recipients of
Aid to the Permanently and Totelly Disabled" in 1951 (a new study is
now in development) showed that mental deficiency was the major cause
of disability for 20.3 percent of all recipients under 35 years of age.
For those aged 35-54, mental deficiency was the major cause of dis-
ability for 8.3 percent; and for those aged 55 and over, for 2.8 percent.
There is no completed study of Aid to Dependent Children which shows
statistics on this factor in the ADC program, though it is known that
some recipients (children and parents) are in this group. A study now in
process will give some indieation of the incidence of mental retardation
among ADC children.

The Bureau of Family Services assists the States through issuance
of materials and consultabtion in developing special services designed to
help families handle the needs of the mentally retarded member of the
family. Assistance is eslso given the States in developing effective
methods of cooperation and use of community resources serving mentally
retarded persons. The Bureau has a project currently underway in co-
operation with the Children's Bureau, designed to help State agencies
identify ADC children who are living in hazardous situations. Thils in-
cludes aspects of mental retardation--i.e., is there a risk to a child's
well-being because of mental retardation which may not be recognized by
the parent, or because the parent himself {or caretaker) may be mentally
retarded. The cost of staff time utilized for these purposes has been
roughly estimated at $15,000 in FY 1961 and is expected to amount %o
about $20,000 in FY 1962 and also in FY 1963.

Some services offered in the States, depending on specific pro-
visions of the Stabe plan, include: financial: assistance, which may
include payment for medicel care; medical and psychological examinations
to determine nature and extent of disability and to help plan for treat-
ment, employment, vocational rehabilitation, appropriate living arrange-
ments (e.g., home for the aged, foster care, institutional care for
mentally retarded, ete.); other social services--counseling and other help
with personal, family and social problems and difficulties; homemaker
service, soclal rehabilitation service; referral to other sources of help
such as vocational guidance, sheltered work shops, and employment service
(where these facilities are available in the community).
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3. BUREAU OF OLD-AGE AND SURVIVORS INSURANCE

The Social Security program administered by the Bureau of (ld-
Age and Survivors Insurance contributes to the maintenance of the
mentally retarded through the payment of monthly benefits to those
eligible for such benefits.

The disabllity insurance program has grown rapidly as the result
of a series of legislative changes since it begen in 1954. Todey pay-
ment of cash benefits is made to disabled workers under age 65 and to
their dependents when the worker has the required number of quarters of
coverage under the Social Security Act. Only a small percentage of the
adult population recelving disability benefits is disabled as a result
of mental retardation, because severely retarded persons have diffi-
culty acquiring the necessary credits for covered work to be insured
under the old-age, survivors and disability insurance program.

A much larger number of retarded people over 18 are able to
gualify under another provision of the OASDI law. That provision suthor-
izes payment of childhood disability benefits to seriously disabled per-
sons aged 18 and older who have a dissbility that began before the age
of 18 and has continued without interruption since that time; severely
mentally reberded persons are eligible for such benefits when the parent
upon whom they were dependent died insured under the program, or when
such a parent is living and receiving disability or old-age insurance.

Data on benefit payments To the mentally retarded and obliga-
tions incurred to adjudicate their claims are not tabulated separately.
The amounts involved for the years 1959 through 1963 have been estimated
as Tollows:

In millions of dollars by fiscal years

Estimated benefit Trust fund of
payments from ligations incurred
Fiscal year trust funds to adjudicate claims
of beneficiaries

1959 19.3 1.6
1960 29.3 1.9
1961 39.3 1.k
1962 Estimate 49,7 1.8
1963 President's Budget 61.3 1.8

These estimstes are based on the proportion of mentally retarded
cases in the disabled adult rvopulation. Some benefits are paid to re-
tarded children below the age of 18; however, estimates are unavailable
as no valid data have been collected. Estimated mentally retarded adult
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beneficiaries for the 5 year period FY 1959~1963 are as follows:

Tumber of Beneficiaries
Fiscal Year End. of Year

1959 senessresennnss 45,200
1960 tveevvernvannns 63,000
1961 vevevesnvennnns 77,000
1962 tevneenaanen veo 94,200
1963 vevevsanassnaas 108,800
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D. COFFICE OF EDUCATION

The Office of EBducation is the primary education agency of the
Federal Government. It offers leadership in contributing to the process
of shaping educational goals and policies to insure the optimum develop-
ment of all our people. It identifies needs, evaluates resources, and
provides professional and financial assistance to strengthen areas of
education where there is a national interest.

The interest of the Congress and the Executive Branch in develop-
ing~-~-at the Federal level--a balanced approach to the problems of mental
retardation has brought into sharp foecus the importance of special edu-
cation in an adequate overall program for the mentally retarded end the
need for extending and improving special education programs in the schools
of the Nation.

Expansion and Improvement of School Programs for the Retarded

In the education of the retarded, one of the major emphases of the
O0ffice of Educatlon has been to asgsist in the expansion and improvement
of school programs for the mentally retarded in the Nation. ‘

The activities of the Office of Education in expansion and improve-
ment of educational programs have taken many forms. In recent years, it
hag been possible to call more conferences, to produce more publieations,
and to increase the amount of fact-finding in this field. Examples of
conferences are: one on "Classroom Procedures for Teaching the Severely
Retarded" and a conference on the "Preparation of Mentally Retarded Youth
for Gainful Employment," both of which eventuated in publieations. Other
conferences which emphasized the educational needs of the mentelly retarded
are the annusl conference of State Directors of Speecial Education and
periodic conferences of national organizations concerned with exceptional
children. Even though only an estimated cne-fourth of the number of
mentally retarded children and youth needing special educational provi-
sions are recelving them, progress in improving this situation is being
made. Surveys of the extent of specisal education have been conducted for
many years; the most recent survey compared with the survey of 1O48 is
shown in the following table:
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Changes in Local Public and Residential School Programs

for the Mentally Retarded

Number of fuber of Local
Type of Schools Enrollments States School Systems
Local Public SchoolL
Enrollment, 1948 87,179 Y7 730
Enrollment, 1958 219,588 118 3,102
Numericel gain 132,409 1 2,274
Percent gain 151.6 2 312.3
Residential Schools
Enrollment, 1948 21,562 L7 14C
Enrollment, 1958 28,207 L6 1582
Numerical gain 6,645 -1 52
Percent gain 30.8 -2 37.1

* The total number surveyed.

As the table shows, there has been, within the last 10 to 12
years, a marked increase in the enroliments of mentally retarded pupils
in special education fecilities and there is veason to believe that this
trend is continuing. Perhaps even more significant than the increase in
enrollment is the increase in the number of school systems offering
specigl educational opportunities for their mentally retarded pupils.
The number of local public school systems providing such programs has
gquadrupled in the last 12 years. This and other trend developments are
reflected in the recent publiecation "Exceptional Children and Youth:

A Chart Bock of Special Education Enrollments in Public Day Schools of
the United States," issued by the Section on Exceptional Children and
Youth.

Professional Prepargtion of Personnel in the Education of the Mentally
Retarded

Although the Office of Education has for years given attention to
the matter of professional qgualifications of special educators to work
with the mentally retarded, it was not until the passage of Public Law

85-926 that it was able to make substantial finanecial contribution to reduc-

ing the shortege of qualified special educators. It is estimated that
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about 75,000 specially prepared teachers are needed if all the
mentally retarded children and youth are to have access to sultable
educational opportunities. On the basis of facts and estimates, it
appears that only about 20,000 sueh teachers are now availsble.

The most significant contribution toward alleviating this nationwide
problem is the program developed under Public Law 85-206 "to encoursge
expansion of teaching in the education of mentally retarded children
through grants to institutions of higher lesrning and to State educa-
tional agencies.”

Since the time the program under Public Law 85-926 was initiated,
a number of leading educators have been brought to the Office to advise
on the administration of the Act. Although the law authorizes the use
of funds for the training of classroom teachers as well as leadership
persomnel, the Office decided, on the basis of consultation, to place
the emphasis, in the early years of the program, on the preparatlion of
promising persons to oceupy leadership positions to: (1) conduet pro-
grams in the training of teachers of mentally retarded (Section 1 of
the Act); or (2) direct or supervise progrems for retarded children in
State educational agencies or local schools or local schocl systems
(Section 2 of the Act).

The first impect of this program has already been felt throughout
the Nation. Not only have promising individusels been recruited, but the
quality of professicnal preparation and the procedures for selecting
special educators are steadlily improving. As more fellows prepared
under the program assume positions of leadership, they will multiply
their effectiveness and the full impact of the program will be even nmore
deeply felt.

Under Section 1 of the law, twenby-five colleges are presently
rarticipating. Four of these, during the current year, received stimu-
lation grants to enable them to strengthen their programs so that they
will be in a position to recelve fellowships as &re the other twenty-one
colleges

Under Section 2 of the law, all but three of the States have
participated in the progrem. This widespread use of fellowships by
State departments of education has insured national recruitwment.

Throughout the administration of this program, professicnal con-
ferences have been caslled on such matters as the College and University
Curriculuns for the Preparation of Special Educators in the Field of
the Mentally Retarded and Competencies Needed by Leadership Personnel in
the Education of the Mentally Retarded.

Acquisition and Dissemination of Information end New Knowledge

The Office of Education conducts studles of both an opinicn and
fact-finding nature, encourages and contributes to the support of research,
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and disseminates information on the education of the mentally retarded.
Examples of recent studies are: "Speeial Education Enrollments in Local
Public Schools: A Directory," "Bducation of the Severely Retarded,"
"Curriculum Adjustments for the Mentally Retarded," '"Teachers of Children
Who Are Mentally Retarded," 'Preparation of Mentally Retarded Youth for
Gainful Bmployment,"” and "The Retarded Child Goes to School.” In addi-
tion +to these more formal publications, the Office of Education has avall-
gble for distribution bibliographies on the education of the retarded and
curriculum guides.

The Office of Education also participates in a number of inter-
national activities designed to benefit the mentally retarded. One was
representation at the Geneva conference sponsored by the International
Buresu of Fducation of UNESCO. In preparation for this, the Office con-
tributed a section on the education of the mentally retarded to the Geneva
report. The Office was also represented at the London Conference on
Scientific Study of Mental Deficlency. Specialists in the Office are con-
tinually in correspondence, and confer frequently with foreign educators
interested in mental retardation.

The Office also conducts a number of multi-ares activities which
inelude the field of mental retardation. Examples now underway are "State
Certification Requirements for Teachers of Exceptional Children,” "College
and University Programs for the Professional Preparation of Teachers of
Exceptional Children," "State Legislation for Exceptional Children," and,
in cocperation with the National Association of ILocal Directors of Special
Edueation, a pamphlet on "Inservice Training Progrems for Teachers of
Exceptional Children."

The Office has also increased its efforts in cooperation with
other groups to identify critical needs and to encourage invesbtigators
o undertake research which would throw new light on mental retardation.
The OfTice staff is also increasing its emphasis on activities which will
result iIn the application of research findings.

In addition to the foregoing work, there are two other resources
in the O0ffice of Education which have specific research functions in this
field: one is the Cocperative Research Program authorized under Public
Law 531, 83rd Congress, and the other is Title VII--Educational Research
Medig~-of the National Defense Education Act,

Cooperative Research Program

The initial appropriation of $1 million to the Cooperative Research
Program, suthorized under Publie Law 83-531L in 1957, was made available
with the request that spproximately two~thirds be used to support research
pertaining to probiems in the education of the mentally retarded. Tobal
Federal support through FY 1962 for all projects under the Program has
been approximately $22 million. About 20 percent, or somewhat over $4 mil-
lion has been given for research on problems in the field of mental
retardation.
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A total of 459 projects have been recommended to the Commissioner
by the Cocoperative Research Advisory Committee since the beginning of
the program. Seventy-five, or approximately 16.5 percent, are concerned
with educational problems of the mentally retarded. The 75 projects can
be categorized into eight general problem asreas. The area, number of proj-
ects, and a brief description of a representative problem that 1s or has
been investigated in each follows:

Cognitive processes, six projects: An example of a type of problem
in this area is one in which the investigators are studying how mentally
retarded children differ from normel and gifted in their perception of
form and meaning.

Communication, nine projects: One typical project has shown that
for mentelly retarded children the best language channel for learning is
listening. This is especially true in the primary grades.

Counseling and guidance, four projects: ©Study is being directed
toward en assessment of the sttitudes of parents in order to detexmine
what personality variables affect their atititudes, and what effect peri-
odic counseling would have on those atbtitudes.

Education and training, 30 projects: A k-year longitudinal study,
stili being carried on, is making comparisons of the mentally retarded
children's mental, educational, and social development as a result of
being in special or regular classes.

Identification and survey, three projects: A research project in
this area reports on the number of mentally retarded children in one
State and how other States might use the techniques that were devised for
surveying and identifying mentally retarded children on a statewide basis.

Tearning, 13 projects: The finding that mentally retarded chil-
dren, as compared to normal children, have more fears and worries and the
impact this has on motivation and performance on learning tesks is typi-
cal of the type of research projects in this area.

Measuring instruments, five projects: A research project in this
area has resulted in a new test £or measuring the hearing vocabulary and
verbal intelligence of mentally retarded children from as young as 22
months to 18 years.

Miscellaneous, five projects: One project within this ares is
concerned with research design and methodology problems that must be
accounted for in researching problems of educational significance in the
whole field of mentel retardation.

During the fiscal year 1962, four research projects significant
to the education of the mentally retarded were initiated. In addition,
a nstional seminar was held for the purpose of determining the status of
resegrch in the field of the mentally retarded and stimulating further
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research effort. Outstanding scholars who have contributed significantly
to research in the education of mentally retarded met for a period of

15 days. They proposed and developed major research designs in order to
foster and stimulate more significant research.

Of the four research projects initiated in fiscal year 1962, one
is a demonstration project which has as its wmajor purpose the field-test-
ing of research findings in s natural school setting. The demonstration
project underway is based upon previous research of Dr. 0. K. Moore of
Yale University,who had found that pre-first-grade normal children can
learn basic intellectual and inter-actional skills, e.g., to type, to
rrint, to read, to take dictation, and to cbjectify their inter-actional
experiences in the form of a dialogue prior to first grade. On the basis
of these findings, Dr. Burton Blatt of Boston University is demonstrating
the effects of placing familial retardates (those who do not have central
nervous disorders) in a similar environment and using similar teaching
techniques as were used by Dr. Moore with normal children. This approach
is based on the notion that the learning of retarded youngsters may
approach a normal level if they have an opportunity to learn under condi-
tions which are not threatening.

A basic resesrch project was initiated with Dr. Kai Jenson of the
University of Wisconsin. This project is concerned with a study of
fTactors influencing learning and problem solving behavior in the mentally
retarded.

Ancther research project recently initiated is being conducted by
Dr. Leslie F. Malpass and his associates of the University of South Florida.
The major purpose of this study is to evaluate the uvsefulness of two auto-
nated teaching procedures ("teaching machines") for mentally retarded
children. Both automated procedures will be compared with a standardized
classroom instructional procedure in spelling and reeding. The experi-
nental procedures offer specific promise for teaching spelling and read-
ing to retarded children who need such skills for minimally adequate selif-
maintenance in current society bubt who, too frequently, even in special
eduecation programs, do not gain such basic skills.

The social adjustment of mentally retarded children snd its bear-
ing on how these children learn in special and in regular classes is the
problem under investigation in another research project currently under-
way. This study is being directed by Drs. John de Jung and Norris G.
Haring of the University of Kansas.

Approximetely two-thirds of the TS5 research projects are completed
gt the present time. The seven following examples illustrate research
findings and possible implications for the whole field of education of the
mentally retarded.

1. Most standardized tests are difficult to use with
severely (trainable) mentally retarded children because they are usually
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heavily penalized by verbal, motor, sensory, and experimental handicaps.
Therefore, the resulting low I.4's are not too meaningful. It appears
that the ideal test to employ in the study of mental deficiency would
be one whieh investigates the ability to learn. Researchers at New
York University have designed a test which evaluates the child in
learning ghilities. Results of this type of test can be used as a
basis for evaluating the educability in severely retarded children.

2. Up to the present time no one has reliably demonstrated
that educable mentally retarded children placed in special classes when
they start to school develop mentally, academically, and socially at a
more advanced rate than they might have had they continued in the regular
grades. Past research has been fraught with faullbty design, involving such
problems as biased groups used for comparisons, small numbers of children
studied, inadequate measures on the children and untrained teachers. The
preliminary report of a k-year study undertaken at the University of
I11inois, one that has overcome meny of these problems of research design,
shows that the educsble mentally retarded who have been in special classes
for only 2 years are far ahead in social adjustment and considerably shead
academically as compared with their equals in regular classes., The impact
the findings of this study may have on the total field of education in
providing special classes may be one of the greatest breskthroughs in the
grea of the mentaily retarded.

3. In developing educational progrems for umentally retarded
children grealt emphasis has been placed on motor tasks and rote memoriza-
tion and 1ittle attention has been given to more complex mental processes
such as the discovery of a principle. Available evidence appears to indi-
cate that such an emphasis has oversimplified the abilities and limita-
tions of mentally retarded children., An investigation at Syracuse Univer-
sity concludes that the rate of learning of mentally handicapped children
in three types of direct learning performance-sensorimotor learning, robte
learning, and the discovery of s principle--dces not differ significantly
from that of intellectually normal subjects with similar mental ages. It
would appear that we are unnecessarily placing restrictions on the learn-
ing potential of the mentally retarded child by not teking advantage of
the abilities he does possess in abstract reasoning and overemphasizing
the abllities we assume he possesses in, for example, motor development.

4, Many individuals have assumed in the past that mentally
retarded children do not have fears and become upset with failures and
therefore have no worries. TFor example: '"All he does is wash dishes, or
dig ditches, or carry garbage, etc.; he doesn't have any veal worries."
Studies of Southern Illinois University have revealed that this concept
about the mentally retarded is not true. It was found that the manifest
anxieties (worries and fears) of mentally retarded children both in insti-
tutiong and in specisl classes are significantly higher as compared with
normal children. Recognltion of the impact that worry and fear have
on learning effectiveness in the classroom may well tend to foster a
change in attitude toward the mentally retarded child by many teachers
and in turn result in a higher level of accomplishment by the mentally
retarded child.
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5. The ©ld adege that an individual who is not good at
book learning is the one who is good with his hands has been refuted
by researchers at the University of Wisconsin. They found that the
motor retardation of the educable retarded child is greater than had
been previously supposed. Thelr motor abilities are organized in much
the same way as normal children and their development of these sbilities
is similar in growth pattern to normal children but at a lower level.
These factors suggest that educsble mentally retarded children profit
by the seme kind of motor experiences as normal children although much
more patience will be required in setting the stage for learning. The
most important implication of this study is that a well-planned program
of physical education should assume an important place in the educa-
tional programs of the mentally rebarded.

6. In teaching the mentally retarded the question invari-
ably arises as to what particular method or methods would tend to in-
erease the rate at which mentally retsrded children learn. Certain
facets of this question are being studied at the University of Illinocis.
The researcher is employing an automatic teaching device in teaching
mentally retarded children in the area of the language arts. From this
study will come programing principles hased on sound learning theory to
be used in future teaching of the mentally retarded through the use of
auboinstructional devices. This type of ald will permit the teacher to
spend more individual time with her students,

T. Research at San Francisco State College has devised a
test which can measure the change in communicative effectiveness of
mentally retarded children. It is now possible for both teachers and
speech therapistes to determine the level of communicative effectiveness
of mentally retarded children. They can now incorporste the teaching of
particular commmnicative skills with the daily life activities of the
children by providing more experiences in the areas in which the children
have been found to be weak.

Copies of all final reports of research projects supported by the
Cooperative Research Program are sent to the Library of Congress. The
Library, in turn, distributes the reports to approximately 60 subscribing
libraries throughout the Nation. They are available through the inter-
library loan system.

The monographs released by the Office of Education, and distrib-
ubed by the Superintendent of Documents, U. S. Government Printing Office,
are hased on selected cooperative research program projects and activities.
One of the nine that has been released to date ig entitled "Motor Charac-
teristics of the Mentally Retarded.," The publication reports on a re-
search project conducted at the University of Wisconsin. 8ix additional
monographs are in the latter states of printing, editing, and proofing.
Twelve more monographs are planned for fiscal year 1963. Among these
will be one summarizing all Cooperative Research projects concerned with
mental retardation.
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The exact number of articles based on cooperative research
projects that have been prepared by tThe investigators and published
in professional Journals is unknown. It is known, however, that one
project alone was the basis for 26 different professional journal
articles, Imformation pertaining to the dissemination of research
findings will be availsble in the near future and will be based on a
survey of information secured from the principal investlgators.

Another method of dissemination is the publiecation of the ab-
strects of completed projects dealing with the mentally retarded in
the quarterly issues of the American Journal of Mental Deficiency.

Educationsl Media Resesrch

Under the provisions of Title VII of the National Defense Educa-
tion Act, epproximately $9 million has been granted %o nonprofit insti-
tutions for support of research and experimentation in the educstional
uses of newer media of communication. Thus far approximetely $200,000
has been gllocated for support of projects directly concerned with the
mentelly retarded. Discoveries from the other research projects will
also apply to this group, particulerly those which report findings
suggesting new understanding of mental processes and sbilities.

Three projects specifically involving tThe mentelly retarded,
their location and expected date of completion, are as follows:

1. The effects of mental retardation on film learning:
A study to determine what types of instructional film experiences are
meaningful. to children with mental retardation, regularly enrclled in
public schools (University of California at Los Angeles, September 30,
1961). (Final report has not yet been submitted.)

2. Automated programs for the instruction of arithmetic
concepts to mentally retarded children (Partlow State School, Alabama,

August 31, 1962).

3. 'The development and evaluation of a curriculum for
educable mental reterdates wtilizing self-instructional devices or
"teaching machines" (Edward R. Johnstone Training and Research Center,
New Jersey, May 31, 1063).

A fourth project, completed by Grambling College, Louisiana,
investigated the comparative effectiveness of three technigues of film
ntilization in teaching a selected grouw of educasble mentally retarded
children enrolled in public schools.

With the extension of the National Defense Education Act, the
opportunity has been provided for the initiation of limited new programs
of fundamental medls research. The research should be ugeful in secur-
ing new knowledge which will in time provide teachers with new and nmore
efficient techniques for educating the mentally retarded. ZEducators
have long been interested in the problems of developing in the retardate
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a felt need for learning and of finding means for facilitating the
transfer of learning to life situations. There has been little in-
vestigation of the relationship of media to these problems. As s re-
sult, the range of instructionel materials for the slow learner is
relgtively small, and the development of educationsl technology geared
to this level of mental ability has been slow.

The findings of projects supported under the provisions of Title
VIL are widely disseminated for the benefit of the public schools and
institutions of higher education in using new communications media %o
educate their students. The final report is distributed through the
Library of Congress Documents Bxpediting Service to key libraries across
the Nation and a copy is sent to each chief State school officer. The
completed report is microfilmed and made available through the Univer-
sity Miecrofilm Service and an sbstract of the report is published in =
national. educational research querterly. Critical essays on appropriate
groups of completed projects also appear in the research quarterly and
specisl reports on groups of projects will be published.
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E., OFPICE OF VOCATIONAL REHABILITATION

The Office of Vocational Rehabilitstion assists the States in
rehabilitabing physically and mentally handicapped individusls so that
they may prepare for and engage in remunerative employment to the ex-
tent of their capabilities, thereby increasing not only their socisal
and economic well-being but also the productive capacity of the Nation.
The Office alsoc encourages and supports research (both national and
internationsl) and demonstrations in methods and technigues for improv-
ing and expanding vocational rehabilitation services to disabled per-
sons; and provides professional training and instrucetion in technical
natters relating to vocational rehabilitation.

Mentally Retarded Persons Who Could Benefit from Vocational Rehabilita-
tion Services

Tt is estimated that there are from 60,000 to 90,000 persons,
mostly children or adolescents, who are so severely retarded that they
will remain, throughout their lives, completely dependent upon others.
Vocational rehabilitation has little to offer them. They will always
need custody; and, unless major medical discoveries are made, thelr
vocabtional potentisl will remsin extremely limited.

Another group of the retarded are born with about three times
the above frequency and with a greater chance for gurvival. This group
comprises about 300,000 to 350,000 chiidren, adolescents, or adults who
are much more capable than the first group. They can learn, and under-
gtand the meaning of danger. They can assist with thelr own care and
in s protective environment can even undertake semi-productive endeavors.
Their shortcomings become evident when they are called upon to under-
stand the meaning of symbols as used in the written languasge. Present
day evidence, in and out of institutional settings, shows that these
people can learn many tasks when patiently and properly taught. The
better their over-all emotional adjustment, the greater the likelihood
that through rote memory they can acquire several job skills.

A third category of the mentslly retarded--totalling some five
million people--includes a substantial number of persons who, in a
limited way, adjust to the demands of our society and take a positive
place in our manpower pool.

While the number of persons in this third category in need of
rehabilitation services is not known, several studies have revealed
that, despite improved publie schocl programs for the retarded, 25 %o
10 percent of the educeble groups coming out of those programs could
not either be placed on jobs, or hold them if they were placed. More-
over, & significant number cf the trainable group received no voca-
tional training or Job opportunities whatsoever. Traditionally the
mentally retarded individual has been the target of ridicule and preju-
dice which has resftricted all phases of his development. Inadequate
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education and poor personal relationships have pushed him steadily
down the scale of intellectusl functioning.

It is the vocational rehabilitation of this third group to
the point where they can take and hold a job that constitutes the
foecus of the Office of Vocational Rehabilitation program. Usually
the retarded person referred to the rehabilitation agency has had no
employment experience or a serles of unsuccessful attempts on a job.
His lack of skills and confidence further jecpardizes his opportuni-
ties in the labor wmarket. These are some of the problems confronting
the rehabilitation counselor--probiems of community attitudes as well
a8 those of the client himself,

Number of Mentally Retarded Persons Rehabilitated

The number of mentally retarded rehabilitated by the State
rehabilitation agencies is inecreassing. It is expected that 5,400 will
be rehabilitated in 1963 at an estimated expenditure of about $3.5 mil-
lion in Federsl Tunds in addition to State funds. These totals compare
with the estimated expenditure of about $2.8 million in Federal funds
in 1962 for the rehabilitation of about 4,400 mentally retarded, $2.1
million in Federal funds in 1961 for the rehsbilitation of about 3,500
mentally retarded, and an estimated $1.6 million for the rehabilitation
of 2,937 mentally retarded in 1960. (See table.)

Estimated number of mentally rebtarded rehabilitated by the State
voeational rehebilitation agencies in fiscal years 1959 -~ 1963

Fiscal year Persons rehabilitated
ending MEntally
June 30 Totall/ Retardedr/
1959 80,739 2,016
1960 88,275 2,937
196L 92,501 3,500
1962 100,000 b, koo
1963 110,400 5,400

1/ Total rehebilitants, actual for fiscal year 1060; estimates for
fiseal years 1961, 1962, and 1963, based on State budget esti-
mates.

_/ Bstimates based on the trend in the number and percent of rehabii-
itants for each group in fiscal years 1957-1959.

Extensicon and Improvement of Services to Mentally Retarded Persons

Projects to extend and improve rehabilitation services generally
(made under Section 3 of the Vocational Rehsbilitation Act) have sub-
stantially contributed to increasing the number of rehabilitations among
the mentally retarded. A total of 16 projects concerned with the mentally
retarded were supported in 1961.
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Typical is the project in the State of Connecticut. This project
has been developed by the Conmecticut Bureau of Vocational Rehabilitstion
in close cooperabtion with the Southbury Training School and the Mansfield
State Training School and Hospital, which are under the Office of Mental
Retardation of the State Department of Health. A principal aim of this
project is to tie in the use of local rehsbilitation offices and other
local facilities such as rehabilitation centers and workshops more closely
with the two institutions.

Rehabilitation counselors assigned to the institutions work
closely with the institutions and with local public and private groups
and agencies to provide community-related services carried beyond the
institutions to achieve successful job~community adjustment for mentally
retarded. There has been increasing utilization of community rehabilita-
tion centers and workshops for pre-vocational evaluabtion and training.
Imphasis is being given to the development of personal-adjustment train- -
ing, on-the-job training facilities and employment opportunities. This
program is making it possible to move mentally retarded individuaels out
of the institution into the community and to facilitate their entrance
into employment.

Research and Demonstrations

In view of the large number of persons who are retarded, we must
develop more precise knowledge and skills for their treatment and train-
ing. Research is, therefore, needed in the social, psychological, and
vocational aspects of their rehabilitation.

The research and demonstration grant program, authorized under
the voeational rehsbilitation legislation of 195%, is a major step in
meeting this need. A total of 54 projects have been approved to datbe,
of which 15 research and 23 demonstration projects are currently in oper-
ation.

Among the subjects covered by the research projects are gpecial
workshops, mental retardation aspects of community programs, employer
attitudes, vocational training in a rural regional center, and transi-
tional facilities through a half-way house. The remainder are devoted
to specialized subjects such as predicting performance; assessing social
adjustment based on job, personality and education; developing a soclal
capacity scale; and ascertaining the effects of special training.

In July 1957, the Office of Veeaticnal Rehabilitation began a
program of demonstration projects to accelerate vocational rehabilita-
tion services to severely disabled persons and %o provide for prompt
and widespread application of knmowledge and experience acquired in the
Office of Voeational Rehsbilitation research grant program. The 31
demonstration projects approved through FY 1961 for the mentally retarded
have been a vital factor in accelerating services for this group.
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Training Courses for Rehabilitation of the Mentally Retarded

To apply overall the methodologies and skills developed through
research and demonstration and to provide services to greater numbers
of the retarded, the State Vocational Rehabilitation agencies need
additional staff with special knowledge in the field., Of particular
importance to the wmentally retarded are the rehabilitation counselors,
the psychologists, the soeial workers, end frequently the speech and
hearing personnel., The Office cof Vocational Rehgbilitation supports
long-term braining programs to increase the supply of professional per-
sonnel and short-term training programs to increase the technical pro-
ficiency of existing rehabilitation personnel. In addition, regiocnal
workshops are ¢onducted for rehabilitation counselors and others engaged
in the rehabilitation of the mentally retarded.



III. THE PRESIDENT'S PANEL ON MENTATL RETARDATION

Establishment of the President's Panel

Today the problem of mental retardation is receiving attention
from the highest levels of the Federal Covernment. In October, 1961,
President Kennedy appointed a panel of oubstanding physicians, scien-
tists, educators, lawyers, psychologists, social scientists and lead-
ers in the field %0 revievw present programs and needs, to ascertain
gaps and any failure in coordination of activities, and to prescribe
a program of action.*

The Task of the Panel

The President stated the task of the Panel as follows:

"We must undertake a comprehensive and coordinated
attack on the problem of mental retardation. The large number of
people involved, the great cost to the nation, the striking need, the
vast area of the unknown that beckons us to increased research efforts--
all demand attention.

"It ig for that resson that I am calling together a panel
of outstanding physicians, scientists, educstors, lawyers, psycholegists,
social scientists and leaders in this field to prescribe the program of
action. I am sure that the talent which has led to progress in other
fields of medicine and the physical sciences can enlarge the frontiers
of this largely ignored area.

"Tt shall be the responsibility of this panel to explore
the possibilities and pathways to prevent and cure mental retardation.
No relevant discipline and no fact that will help achieve this goal is
to be neglected.

"The panel will also make a broad study of the scope and
dimensions of the various factors that are relevant to mental retarda-
tion. These include biclogical, psychological, educational, vocational,
and socio-culbural aspects of the condition and their impact upon each
state of development--marriage, pregnancy, delivery, childhood, and
adulthood.

"The panel will also sppraise the adequacy of existing
programs and the possibilities for greater utilization of current

*The complete stabement of the President, A National Plan to Combat
Mental Retardation, may be secured from the President's Panel on Mental
Retardation, U. S. Department of Health, Education, and Welfare,

Washington 25, D. C.
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knowledge. There are already many devoted workers in this field,
trained in diagnosis, treatment, care, education and rehabilitation.
The panel should ascertain the gaps in programs and any failure in
coordination of activiiies.

"The panel will review and make recommendabions with
regard to:

"1l. The personunel necessary to develop and apply the
new knowledge. The présent shortage of personnel is a major problem
in our logistics. More physicians, nurses, social workers, educators,
psychologists, and other trained workers are needed.

"2, The major areas of concern that offer the most
hope; and the means, the techniques and the private and governmental
structures necessary to encourage research in these areas,.

"3. The present programs of treatment, education and
rehabilitation.

"}y, The relationships between the Federal Govermment,
the States and private resources in thelr common efforts to eliminatbe
mental retardation.

"T am asking the panel to report on or before December 31,
2962."

Memberg of the Panel

The following persons were appointed by the President o serve
as Members of the Panel on Mental Retardation:

Chairman
Dr. Lecnard Mayo, Executive Director
of the Association for the Aid of
Crippled Children, New York City

Vice~Chairman

Dr. George Tarjan, Superintendent and
Medical Director of the Pacific State
Hospital in Pomona, California

Menmbers
Judge David L. Bazelon
U, 5. Court of Appeals for the

District of Columbisg
Washington, D. C.
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Monsignor Elmer H. Behrmann

Associate Secretary for Special Education in
the National Catholic Education Association
5t. Louls, Missouri

Dr. Elizabeth Boggs

Research Chairman

National Association for Retarded Children, Inc.
New York, N. Y.

Dr. Robert E. Cooke
Professor of Pediatrics
The Johns Hopkins Hospital
Baltimore, Maryland

Dr. Leonard S. Cottrell, Jr.
Staff Social Psychologist
Russell Sage Foundatbion

New York, N. Y.

Dr. Edward Davens

Deputy Commissioner

Marylend State Department of Public Health
Baltimore, Maryland

Dr. ILloyd M. Dunn

Coordinator, Education for Excepbtional Children
George Peabody College for Teachers

Nashville, Tennessee

Dr. Loulis M. Hellman

Department of Obstetrics and Gynecology
State University of New York

New York City College of Medicine
Brooklyn, N. Y.

Dr. Herman E. Hilleboe

Commissioner of Eealth

New York State Department of Health
Albany, N. ¥,

Dr. Nicholas Hobbs, Chairman
Division of Human Development
George Peabody College for Teachers
Nashville, Tennessee

Dr. William Hurder

Associlate Director for Mental Health
Southern Regional Education Board
Atlanta, Georgila
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Dr. Seymour Kety
Pgychiatrist-in-Chief

Henry Phipps Psychiatric Clinic
The Johns Hopkins Hospital
Baltimore, Maryland

Dr. Joshua lLederberg

Department of Genetics

Stanford University School of Medicine
Palo Alto, California

Dr. Reginald Lourie

Director, Department of Psychiatry
Children's Hospital

Washington, D. C.

Dr. Oliver H. Lowry

Professor of Pharmacology

Washington University School of Medicine
St. Louis, Missourl

Dr. Horace W. Magoun
Department of Anabomy
University of California
School. of Medicine

Los Angeles, California

Dr. Darrel J. Mase

Dean, College of Health Related Services
University of Florida

Gainesville, Florida

Mr. F. Ray Power
Director of Division of Vocational Rehabilitation
Charleston, West Virginia

Dr. Anne M. Ritter

Director of Psychological Services
Kennedy Child Study Center

New York, N. ¥.

Dr. Wendell Stanley
Professor of Virology
University of California
Berkeley, California

Dr. Harold Stevenson
Director

Child Development Research
University of Minnesota
Minneapolis, Minnesota

-72-



Mr. W. Wallace Tudor
Vice President

Sears Roebuck & Company
Chicago, Illinois

Mr. Henry Viscardi, Jr.
President

Abilities, Ine.

Mbertson, Long Island, New York

Mrs. Irene Asbury Wright
Speech Pathologist
Albany, Georgia

Dr. Ernest P. Willenberg

Director of Special Education

Los Angeles City Beoard of Education
Los Angeles, California

Consultant to the Panel

Mrs. Robert Sargent Shriver, Jr.

Vice-President, Joseph P, Kennedy Foundation
Menber, Chicago Commission on Youth Welfare

and Board of Governors of the Menninger Foundation,
Topeka, Kansas

Pinancing the Panel

The President's Panel will be supported during fiscal years
1962 and 1963 by transfer of funds available to the National Institute
of Mental. Health and the National Institute of Weurological Digesses
and Blindness.

Organization and Operation of the Panel

Cn the basis of suggestions made by Menbers of the Panel during
its first meeting in October 1961, the Panel members were divided into
two major but bemporary groups, one dealing with research and the other
with services., These groups delivered extensive reports at the second
plenary session of the Panel in December 1961, On the basis of these
reports, which cutlined fundamental issues, goals, and problems in
mental retardation and which recommended methods by which the Panel
might best fulfill its mission, the Panel was divided into six task
foreces:

T. Prevention (Clinical and Imstitutional)
IT. Educetion and Habilitation

J7T. TLaw and Public Awareness
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IV. Biclogiecal Research
V. Behavioral and Social Research

VI. Coordination

The Panel has emphasized its concern with new ideas and new
theories for combating mental retardation. TIts goal is not merely
to make recommendations concerning the encoursgement and coordination
of existing efforts, but to recommend new methods of care and treat-
ment, new directions for research, and new patterns of community
organization to deal with the problem of mental retardation.

The Panel has also agreed that exchange of ideas and personnel
with other countries would serve a number of important purposes in
furtherance of the Panel's objectives. Exploration of the resources,
patterns of service, and research in other countries will directly
benefit the United States in devising means to wage war against mental
retardation. At the invitation of President Kennedy, Dr. Osamu Kan,
a8 leading Japanese authority in the field of mental retardation,
visited the United Stabes in December %o participate in the work of the
President's Panel.
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IV, SELECTED PUBLICATIONS ON MENTATL RETARDATION OF THE
U. 5. DEPARTMENT OF HEALTH, EDUCATION, AND WELE

Note: The publications listed below may be secured, at the
prices shown, from the Superintendent of Documents, U. S.
Government Printing Office, Washington 25, D. C., except for
those preceded by an asterisk (%), which may be obtained
without charge from the issuing agency.

PUBLIC HEALTH SERVICE
Mongolism: Hope Through Research. Public Health Service

Publication No. 720, Health Information Series Ho. 9k. 1961,
6 pp. 5 cents.

Research Highlights, Neurological and Sensory Disorders.
Public Heal®th Service Publication No. 842. 1980, 57 pp.
40 cents.

¥Pgtients in Mental Imstitutions. Part I, Public Tnstitutions
for Mental Defectives and Epileptics; Part IV, Private Insti-
tutions for Mental Defectives and Epileptics. Public Health
Service Publicabtion No. 820. 1959. U6 pp. Part I, 27 pp. Part IV,

*Mental Retardation: A Selected Reading IList. Public Health
Service, Reference Guide No. 7. 1959.
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Motor Characteristics of the Mentally Retarded. Cooperative
Research Monograph No. 1. Francis, Robert J., and Rarick, G.
Lawrence. 1960. kO pp. 20 cents.

Education of the Severely Retarded Child: A Bibliographical
Review. Williams, Harold M. and Wallin, J. E, Wallace.
Office of Educabtion Bulletin 1959, No. 12. 1959. 25 pp.

15 cents.

1/ This list is restricted to publications of the Department of Health,
Education, and Welfare. DPublicaticns of private agencies and of State
and local governments have not been included. Also excluded are re-
ports which were financed, in whole or in part, with Federsl funds,
but published and distributed by some private agency or group. Infor-

mation about such publications may be secured directly from the agen-
cies concerned.
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Teachers of Children Who Are Mentally Retarded. DMackie,
Romaine P., Williams, Harold M. and Dumn, Iloyd M. Office
of Edueation Bulletin 1957, No. 3. 1960. 97 pp. U45 cents.

The Retarded Child Goeg to School. Williams, Harold M.
Office of Education Pamphlet No. 123. 1960. 24 pp. 15 cents.

Preparation of Mentally Retarded Youth for Gainful Employment.
A Study Sponsored Jointly by the U, S, Office of Education, the
U. 5. Cffice of Vocational Rehabilitation and the Project on
Technical Planning of the American Associgtion on Mental
Deficiency. Office of Education Bulletin 1959, No. 28. 1861,
86 pp. 35 cents.

Exceptional Children and Youth: A Chart Book of Specisal Educa~
tion Enrollments in Public Day Schools. Mackie, Romaine P. and
Robbins, Patricia Peace. Office of Education Bulletin No. 350108.
1961. 1% pp. 15 cents.

Bducation of the Severely Retarded Child: Classroom Programs.
Williams, Harold M. Office of Education Bulletin 1961, No. 20.
1957. 100 pp. 45 cents.

The Forward Look: The Severely Retarded Child Goes to School.
Hill, Arthur S., Office of Educetion Bulletin 1952, No. 11.
1952. 54 pp. 20 cents.

Curriculum Adjustments for the Mentally Retarded: A guide for
Elementary and Secondary Schools. Martens, Elise H, Office of
Education Bulletin 1950, No. 2. 1957. 100 pp. U5 cents.

CF VOCATIONAT, REHABILITATION

Preparation of Mentally Retarded Youth for Gainful Employment.

A Study Sponsored Jointly By the Office of Education, the Office
of Vocational Rehabilitabtion and the Project on Technical
Planning of the American Association on Mental Deficiency.
Office of Education Bulletin 1959, No. 28. 1961. &6 pp. 35
cents.

Voeational Rehabilitation of the Mentelly Retarded. Di Michael,
Salvatore G. Office of Vocational Rehabilitation, Rehabilita-
tion Service Series No. 123. 1950, 184 pp. 45 cents.
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SOCIAL SECURITY ADMINISTRATION - Children's Bureau

The Child Who is Mentally Retarded. Children's Buresu Folder 43.
1956, 23 pp. 10 cents.

*#(1linical Programs for Mentelly Retarded Children. Hormuth,
Rudolf P. Children's Bureau. 1962. 33 pp.

*¥The Clinical Team Looks at Phenylketonuria. Children's Bureau.
1961l. 30 pp.

*Four Surveys of Phenylketonuria High Risk Groups. Children's
Bureau. 1961. 14 pp.

Health Services for Mentally Retarded Children: A Progress
Report (1956-1960). Children's Bureau. 1961. 34 pp. 30 cents.

The Mentally Retarded Child at Home. Dittmann, Lavra L.
Children's Bureau Publication 37%. 1959. 99 pp. 35 cents.

The Mongoloid Baby. Children's Bureau Folder 50. 1960. 20 pp.
10 cents.

*The Nurse in Home Training Programs for the Rebtarded Child,
Dittmann, Laura L. Children's Bureau. 1961. 1C pp.

Phenylketonuria. Centerwall, Willard R. and Siegried A.
Children's Bureau Publication 388. 1961. 28 pp. 15 cents.

*The Public Health Nurse in Community Planning for the Mentally
Retarded. Hormuth, Rudolf P, Children's Bureau. 1957. 13 pp.

¥Research Relating to Mentsally Retarded Children. Clearing House,
Children's Bureau. 1960. 92 pp. 35 cents.

*The Role of Child Welfare in Mentael Retardation. Bégab, Michael J.
Children's Bureau. 196L. 13 pp.

%A Selected Bibliography on Phenylketonuria. Children's Bureau.
1961. 25 pp.

*Some Reading Suggestions for Parents of Mentally Retarded
Children. Children's Bureau. Revised 1961, 8 pp.
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