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ABSTRACT
Presented is the seventh annual report of the

President's Committee on Mental Retardation (PCMR). Stressed are the
members@ beliefs in the capability of continuing development by
mentally retarded people, in early detection and correction of
handicaps, and in prevention through prenatal and neonatal biomedical
intervention. Emphasized is the necessity for client-centered
programs, with evaluation based on the amount of client improvement
aa a result of service. Described in the first section of the report
are steps toward growing functional independence in educational,
employment, and living situations by individual children and adults
due to goal-oriented, personalized programs at such agencies as a
children's center, a state school, a hospital for the multiply
handicapped, a sheltered workshop, and a group home. The second
section contains material related to prevention of mental retardation
and early intervention programs, including discussions of prenatal
research into the causes of handicapping conditions, methods of
transporting high-risk infants, early childhood programs, and
treatment to prevent long-term institutionalization. Covered in the
third section are PCMR activities during 1973 with regard to areas
such as legal rights, early childhood intervention, preparation for
community living, housing and public information. The report includes
photographs and the transcript of a group discussion by eight
mentally retarded adolescents. (LH)
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The President
The White House
Washington, D.C.

Dear Mr. President:

It is a pleasure to present to you the seventh annual report of
the President's Committee on Mental Retardation, MR73: The Goal
Is Freedom.

This is a human document, concerning mentally retarded people
who might have-lived wasted lives had it not been for remedial
action that enabled them to develop into contributing members
of society. freed from those internal °locks that set them apart.

Some have been able to avoid dependency by early treatment. Some
have been brought out of institutions into employment and commun-
ity living. Others have been saved from retardation by preventive
measures.

Both the prevention of mental retardation and the preparation of
retarded people for community living are relevant to the goals
you have set for the nation.

These achievements have been made possible by the application of
modern behavioral and medical science in the prenatal, neonatal,
and early childhood periods, in addition to the concept of contin-
uous development for all retarded persons, no matter what the age.

Evaluation of programs can now be based on specific data, with
records showing individual progress along a continuum of objectives
toward a stated goal for each person. The criterion for evaluation
has changed from whether or not the client is being served to how
much irprovement the client has shown as a result of the service.

We commend these advances to your attention. We ask your support
in helping to bring these serviceq to all retarded individuals
and to all those at risk of being born retarded.

hfully your

ger W. Weinberger
Chairman

\ LVAWL-WL
(Mrs.) N. Lorraine Beebe
Vice Chairman



INTRODUCTION

This report is not about "the men-
tally retarded."

It is about a little boy who failed
to fluke because he had been aban-
doned: a young girl suffering from
the emotional effects of 16 years in
a State school; a group of "crib cases"
who were helped to function as

human beings and given their iden-
tities; a young woman emerging as an
adult after 2ti scars as a child.

The primary diagnosis for all of
these people was mental retardation.
The primary problem for each. how-
ever, was fear. or social inadequacy,
or physical limitations. These internal,
personal barrier to freedom were
more responsible for keeping them
from living meaningful lives than their
!Qs.

When they were recognized as in-
di%iduals. each different from the
other. each with potential for further
development, they were given help
based on individualized assessment
of their actual needs.

As a result, they did develop, and
are still developing as persons, step
by step. toward realistic goals.

The expectation of continuing de-
velopment toward -ibjectives and

goals. set on the basis of individual
assessments. and measurable on
achievement scales, promises to be-
come the guiding principle in the

mental retardation field.
Consequently. planning for services

is shifting from a program-centered

approach to a client-centered one.
1 he criterion for evaluating programs
is no longer: How many clients arc
being served? P is becoming: Are the
clients developing as a result of this
program?

The President's Committee on
Mental Retardation therefore has
chosen to base the first section of this
report on individual children and
adults who have grown and developed
as a Nsult of this goal-oriented, per-
sonalized concept. Large-scale, long-
term results are not yet available,
since application of the concept is
relatively new.

The report is also concern 1 with
other kinds of programs At can
aid in avoiding dependency and
promoting optimum development:
The main emphasis here is on pre xn-
tion of the problem. The second sec-
tion consequently contains material
related to research on prevention and
early intervention. It is based on pre-
sentations given at a four-State Forum
held by PCMR in Kansas City, Mis-
souri in the Fall of 1973.

Areas covered include prenatal re-
search into the causes of handicapping
conditions, the oldest and at the

same time th,: newest method of
transporting a high-risk infant, early
childhood programs for handicapped
children, and treatment to prevent
long-term institutionalization.

One of the methods of communi-
cating such advancer is this annual
report from the President's Commit-
tee on Mental Retardation to the
President and to the American people.

Other activities conducted by the
Committee in 1973 in the field of
legal rights, early childhood interven-
tion. preparation for community
living. housing. public information,
among numerous othersare covered
in the report's third section. All arc
designc:1 to promote progress is pre-
ventive measures, or to create a
climate that will enable individuals
who are retarded to live as normal a
life as possible.

Taken all together. the underlying
philosophy of the entire report was
expressed over 100 years ago by
Thomas Carlyle:

"Let each houne all that he
was created cepable of heing,
expand, if possible, to his full
growth, and show himself at
length in his own shape and
stature. he these what they
may."

DHEW Publication No. (OHD) 74-21001



MR 73
bears witness to the
Committee's beliefs Sir t:

Mentally retarded people are capable of
continuing development.

Corrective measures introduced in early
childhood can reduce the severity of the
handicap and sometimes reverse its
course.

Prenatal and neonatal biomedical inter-
vention can prevent many forms of men-
tal retardation and related handicaps.



STEP BY STEP TOWARD FREEDOM

"We will let him show
us what he can do."

lie was like a frightene;i deer
when he arriwd at the children's
center.: small. w ild ereitture, claw-
ing. biting. kicking everyone within
reach. inchiding himself.

At five. he spot.e only a few words.
Prolonged screams were his principal
means of protesting captivity.

Mentally ill?
Mentally retarded?
His last psychological evaluation.

when he was four. tentati%ely gave
him an 10 of about 3u.

"Forget the diagnosis,- said the
center's director. "He is a frightened
child. We will work with him and see
what happens. We will let him show
us what he can do. And then we will
work with him some more.

Bryan is seven now, a sociable.
outgoing little boy who is the pride
of his foster family. Aggressiveness
has turned into leadership; he often
plays teacher to his class.

Soon he will graduate from the
center's program to a special educa-
tion class in public school. Later. he
may he able to mow irto a regular
class. No one knows yet. After all,
he has trawled so far in the last
few years. . . .

At least it appears that he is headed
for a self-sufficient life. Two years
ago he was headed frir a lifetime in an
institution.

Br an is one of an increasing num-
ber of retarded individuals who are
heir.g helped to develop toward per-
sonal freedom and functional inde-
pendence through intensive, individ-
uali/ed programs that are oriented
towar.1 practical goals.

Rather than being catch-all pro-
grams planned on the basis of 10
level, the newer programs arc de-
signed to answer unique needs, and
to remove those personal. inner bar-
riersriers that tend to set mentally re-
tarded persons apart from the rest
of society.

In many ca.es, retarded mental
doelopment is not the major prob-
lem. The main factors blocking in-
dividual progress ma he uncontrolled
emotions, or negative self-image, or
entrenched negative habits that are
reinforced with repetition, or physical
handicaps. These "side effect;.- are`
often more inhibiting to development
than mental retardation itself.

For Br an, the road to freedom has
been tilled %% ith harriers. both external
and internal. from the day he was

Ile a as premature. and weighed
just a little over two pounds. So he
shoed in the hospital for the first
fire months. '11 here, at least, he sur-
iwd. though just barely.

From then on. because his mother
was uPahlc to care for him, and he-
cause of his "failure to thrive," he
was in and out of hospitals for five
wars. NN hen lie was out, he was in
receiving homes except for a brief
!line Atter h,s first birthda. when he
went home.

A social worker found him tl.ere,
alone, abandoned, eating his own
feces.

Each receiving home, each hos-
pital did for him what their limited re-
sources allowed. He wasn't neglected.
The hospitals treated him for his phy-
sical ills, and one started him on a
sensory stimulation program. which
began to bring him out of his emo-
tional prison.

It wasn't that no one cared. They
eared deeply, wrote long, agonized
descriptions of his behavior and his
needs "hut his needs reach beyond
this program. , ."

From tests nvide when he was
four, he appeared to he functioning
at a little over a one-year-old level,
I0 30 ; , although the psychologist
noted that his hiiarre behavior and
deprived background made meaning-
ful results almost impossible.

lie screamed or cried constantly.
rocking hack and forth in bed or on
the floor. He plucker' at his skin until
it was raw. No speech. No relation-
ship to people. A little boy tuned out.
captive of his own inner world of
terror.

When he was referred to the chil-
dren's center they ignored the test
results.

But there was no way to ignore
Bryan.

During the first few months there
he would tear into the director's of-
fice whenever he got the chance,
destroying papers, pictures, books,
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anything he could r ach. lie was five
then.

Less than six months later he was
still running into his office, but now
for a daily hug. and a little talk.

By that time, he was quite a little
mimic with his new-found method of
communication: Speech. The staff of-
ten wondered if he would pick up the
director's Hungarian cadences. He
didn't.

The specifics of treatment at the
center are carefully and individually
prescribed, hut, more important. the
attitudes of the stall and administra-
tors are shaped by the philosophy
expressed in every act: Each individ-
ual is prec:.us and each is capable of
continuing development.

When a child is deprived of normal
stimulation, he often begins to stimu-
late himself. This can become destruc-
tive in certain children who may
injure themselves severly by head-
hanging. biting. or other kinds of self-
mutilation. So the staff attempts to
substitute the negative acts with posi-
tive ones, the destructive stimulation
with constructive stimulation.

"Tarty age is the best time to get
them." says the director. "When they
come here they are already failures,
rejected by the system, rejected by
themselvessometimes by the time
the are live years old.

"Here we try to reinforce success.
Success is sweet, and it's fun to
succeed."

Bran had no tolerance for failure.
At first. during the behavior shaving.



there were fiery few successes to re-
inforce. .1 he came more frequently
as he began to respond to the un-
familiar experience of having one
person's fulltime attention all day in
the beginning of his therapy.

Then he moved up to groups of
two. three. then a Clas% of five or six.
The temper tantrums. the screaming.
the rocking. and finger plucking at
his skin gradually subsided.

Eventuallyit took litany months
he decided it was more fun to do
what the class was doing than to go
his own way. lie was discos cring that
cooperation has its rewards. lie began
ti ellooNe to cooperate.

Slowly, the academic program
started. It took weeks of training for
him to he able to sit still on a chair
and observe the teacher for even
the briefest length of time, one of the
first of the "educational survival
techniques" the children are taught.

When he mastered this art, the
first objecthe had been reached to-
ward the goal of learning how to
learn.

The check marks on ois achiew-
ment char were mining further over
from the "Neer" column. through
the -Sometimes.- the -Usually." and
more into the "Always."

Bryan was ready now to learn how
to read.

And so on up the ladder of learn-
irg and behaviol. lie may not make
it all the way to the top. The scars
of his forniatise seas run deep. But
he is still climbing.

liven though the program at the
children's center is individualized and
highly personal. it is system:it; 4
and structured, the program dit
a psychologist, explains. "We st ae-
ture the situation, and build the en-
ironment around the child in order
to get constructive change."

Each instructional program is

broken down into specific units, each
unit containing both a detailed pro-
cedure and a clearly defined behavior
goal.

The teacher then can record base-
line behaviors for each of the chil-
dren studying the unit. Thus, research
and services are joined. The chil-
dren's progress can he measured,
and also the relative effectiveness of
each of the components can he ana-
lyzed.

After behavior is modified to the
extent that the child is able to exert
inner controls, the staff begins to in-
troduce acadenlie learning.

One of the goals is to give the child
the skills needed to survive in the
educational mstem. Another is to
promote inner motivation that will
carry him through On his own.

"These flowers must bloom in the
cold. outside world, not just in this
hothouse."

The staff tries to inohe the par-
ents as much ;IN possible. although
only about half are able to take part.
Some are employed by the center.

IQ. are seldom mentioned there.
And although there are records con-
taining diagnoses. test scores, per-
formance assessment and other rele-
% :int information. they are used only

as aids to individual program plan-
ning and assessmentnever as a
means of identifying the person. They
are kept confidential. When a child
goes from the program into a regu-
lar classroom in public schoolas
many dono labeling goes with him.
"lie's then just a nice kid in school,"
says the director. "Some administra-
tors love to call children by their
diagnosis. We don't give them the
chance. If there's any trouble, his
mother knows where she can 'one
for help."

The center's basic goals arc best
described by the director:

"When we get the children at four
or five or older, the cycle of behavior,
of performance, is turning one way
negative. negative.

"A temper tantrum is negative fun.
"Then we give them a taste of

something that's more fun. Being
hugged, patted, smiled at, cuddled
for doing the right things. They soon
find that. yes, that is more fun than
biting and screeching.

"Pretty soon the cycle begins to
reverse. Slowly. We allah of us_
push. push toward the positive. Re-
place all the negatives with positives.
You take away something had, you
have to put something good in its
place. Reach an objective, put the
next onc higher.

"Now we introduce a little aca-
demic learninga number, a letter.

5
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Just a little bite at first. Once they
taste the joys of learning. the learn-
ing itself becomes reinforcing.

"We gke a little more push. Posi-
tive, alwaS toward the positive. The
cycle is beginning to turn more
quickly now.

"Then all of a sudden something
clicks.

"And ou know that the child is

beginning to push that inner wheel
himself. that is the wonderful tune.

"When the wheel inside is turning
all h itself. then he is ready. We are

And. (iod willing. then he has
gained enough inner direction. moti-

anon. momentum to cariA him
through. %% hen someone on the out-
side %ells at him. he can take it. he-
cause there is still the inner strength.

"And the wheel is still rolling
positie. positiwf

Contained in those words arc the
"secrets- of helping handicapped in-
doiduals moe toward a hie of qual-
ity: Replacing negathe with positive.
mph:NI/Mg strengths. and setting
obiecties higher and higherhut
still attainable -as each one is

reached. toward the goal for each
indi ideal.
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"You never know how
far a person can go,
Owe she decides she
wants to go there."

Last sear Yolanda came out of
the State school where she had been
since she was two years old. She had
stayed there for It, years, becoming
an institutionalized "retardate," fear-
ful, docile, dull.

Iler first attempt to hold a food
services job and live in a group home
failed, and she had to return to the
institution.

The second venture into the world
has succeeded.

She now has a job as a "Or' Fri-
day" with a large corporation, where
her puncture-Proof good humor has
made her an office favorite. Through
her own initiative, she has parlayed
the job from messenger to "office as-
sistant," mairtaining office supplies.
and opening and closing the office
each day, since she is on the job
earlier and later than anyone else.

In a project she calls her "insur-
ance for the future." she is teaching
herself to type.

Yolanda originally had requested
the business course at the occupa-
tional center where she was trained
for employment but, because of her
pact experience with failure, the staff
preferred to start her in something
less stressful. So she was prepared
for food services instead.

8

"That just proves," the center's
program director commented. "you
newr know how far a person can go
once she decides she wants to go
there."

Only a few of her fellow workers
know that she used to he labeled re-
tarded.

Yolanda failed in her first job not
because she was retarded. but be-
cause she wasn't making the most of
her abilities. When she found what
she did hestworking in an office
she bloomed. A 'd she is still pro-
gressing.

She may not ever become the pres-
ident of the firm, but shell never
again stagnate in an institution. Fen
in economic terms, that was a poor
investment. She was costing the tax-
payers about S6300 yearly. She's
now proudly paying taxes and con-
tributing in many other ways to so-
ciety and the nation.

The first experiment in group liv-
ing failed because Yolanda prefers
!king alone. Also perhaps because
she was not so mature then as she
is now. Counseling and personal ad-
justment courses at the training cen-
ter have raised her level of maturity.
And she's grown out of the rebellious
adolescent stage that retarded as well
as most other young people go
through.

She's enjo::ing living by herself in
her own apartwni- a prime exam-
ple of the necessity for offering a
choice of life-styles geared to the in-
dividual.

Candidates for community place-
ment. such as Yolanda. are bussed
in daily fo the training center from
nearby residential State schools.

Because most are in their teens,
the center provides a high school at-
mosphere, and offers sports and rec-
reation in addition to the classes.
Most of the classes are concerned
with personal adjustments and job
training, but there is academic work
also, fitted to job requirements.

Initial concentration is on person-
al adjustment: Developing good
work habits; eliminating the internal
obstacles to progress; telling lime,
and developing a time sense: social
and emotional adjustment.

There is a great deal of role play-
ing and simulation of social and work
situations.

"We work to get them to a level of
maturity that will enable them to live
in a group home or half-way house
or independently, and to work suc-
cessfully on a job," says the training
center's director.

After much counseling and evalu-
ation of their skills, they then start
on actual job training for food serv-
ices. maintenance or business work.
For two to three months, six hours a
day, they work in a simulated job
situation.

Around this time, a couple of
months before j 'cement, they
move into a half-way louse. "The
program is set up and tossed so that
there will he as few simultaneous
traumatic experiences as possible," a
counselor says. "Starting a job and
moving into a community at the same
time is too much, especially if there
are transportation problems."



The length of preparation varies
for each indidual, depending on
whether he or she meets the criteria
of the center. and whether goals Nave
been met.

When the staff feels a client is

ready.. and has met the criteria. the
placement officer goes into the cont-
'tinnil and seeks the jobs to suit in-
dividual talents. I here are several
sessions with potential supervisors.
counseling with them as well as with
the clients.

Sometimes the placement officer
goes with the client :.or the initial job
;nterview . In sonic instances, this is
more for the benefit of the surervisor
of the job than for the employee.

Before the job starts, there is trans- ;
portation training. .Transportation
can he one of the largest external
obstacles encountered. Rut accessi-
hility of the job to the living situa-
tion is Away s a major consideration.
before job placement.

as
There is frequent follow-up for the

first few months. then periodic checks
for the first year or so.

The alumni keep in touch, mans

9,111returning once a month for a social
4:.:411 5,2

evening at the center.
"We don't deal in 10s.- the direc- "'for says. "It doesn't even make any

difference whether our students are
supposed to he 'Lducable. or 'train-
able* or whatever label someone has 1,"
slapped on them. All that's impor-
tant to us is whether they can get and

SESI
COPY
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hold a job and take care of them-
selves either in sheltered or inde-
pendent living after they leave here.
The vast majority make it."

Throughout the classrooms, there
are charts listing personal goals, ar-
rived at after many sessions with the
teacher and counselor.

Hanging beside the goals chart is
a folder containing contracts made

with themselves in cooperation with

stsi
coli

0100.

the teacher, a gentleman's agreement
to achieve individual objectives.

"We don't change values here so
much as we change ways of arriving
at values," a teacher explains.

Yolanda has gone beyond fulfilling
the terms of her personal contract.
She's now setting her o...n goals and
values, and they are higher than any-
one thought she could reach.

NAME

Jimmy

Elrod

Terry

Denise

GOALS
(Training)

Increase speed on assignment

Stop compwining about work

Improve attitude

Be punctual

GOALS
(Personal Adjustment

Training)

Stop rolling eyes

Stop roving about class

Lower voice level

Stop flirting

dig

Po

a

LL
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Open-ended progress
for each individual

The setting of goals and objectives
for persons who are retarded is

quickly gaining acceptance through-
out the various planning levels, from
individual programing. through to
the federal level. Me approach is

realistic and geared to the human
scale.

Sonic programs employ minutely
detailed individualized assessment
charts ,:overing every facet of func-
tioning. Others use a more informal
procedure that requires a minimum
of record-keeping. Measuring tech-
niques also vary according to age.
severity of handicap. and other fac-
tors.

In goal-oriented. individualized as-
sessment and program planning s,s-
temsthere are several varieties--
there is. first. a one-to-one procedure
to modify or strengthen behavioy.
This is done to enablt. the person to
move up from whatever functional
stage he is in to the next higher le%ei.

Example: John now combs his hair
unaided. The next objective may he
brushing his teeth unaided.)

Each step is measurable on indi-
vidualized assessment scales.

Group planning is possible for sev-
eral persons in a given situation when
they have reached a certain common
objective. (Example: X number of
bed-ridden clients have become am-
bulatory. or X number of clients liv-
ing in a group home are moving into

independent lining.) The administra-
tor can then char, realistically the
broad functioning level of a group of
individuals and can plan programs
according to the nett objective for
these clients.

Requirements for stalling, equip-
ment. budget planning. daily pro-
gramming and all other aspects of
program planning must be kept flex-
ible to meet clients' current and ac-
tual needs,

Community. then State. and fed-
eral planning can also be based on
cumulative data on functioning levels
ind resultant needs for clients in or-
der that they can advance toward
higher objectives.

Traditionally. in the program-cen-
tered approach. "the mentally re-
tarded" within certain IQ ranges
have been fitted into existing pro-
grams. Many of these kinds of pro-
grams are a dead-end for the retarded
person.

Client- centered programs. goal-or-
;ented and based on individual assess-
ment clu, ts. on the other hand, fit
the program to the client. Resources
can then he redirected toward ac-
tual needs.

For instance, clients in a day care
center might he enabled to progress
to a higher level of functioning if
given intensified occupational train-
ing and socialization. Some may need
orthopedic surgery. or dental work.
in addition. Remedial programs of

various kinds may be needed simul-
taneously.

Etch step is a prelude to the next
step in an open-ended progression.

!Ienefits of the intensive training
toward an objective extend beyond
the person served. Each person who
learns to dress himself, for example.
not only moves up from total depend-
ency to semi-dependency, but also
frees the person who has been dress-
ing him for more constructive duties.

For Nt:ple with severe handicaps,
then.. are soate fundamental objec-
tives. With rare exceptions, being
toilet trained and ambulatory are
basic requirements for going to
school or getting a job. or group liv-
ing. Both are hih priorities.

Once toilet training is accom-
clished, self-feedini, may he possible.
[hen dressing unaided. Then. . . .?

Who knows how far the ladder of
development reaches for each indi-

idual?
The ultimate goal is the achieve-

ment of maximum functional inde-
pendence for each person within his
capabilities.

Is such a goal feasible for even the
most severely handicapped individ-
uals who arc incontinent and bed-
ridden? 'I-he next pages indicate the
answer.



"Human beings inside.
Handle with care!"

iewed through the bars of the
oer.i/ed crib. the diapered form l-
ing there appears to he all arms and
legs. fro /e1: at grotesque angles.

Rows on rows of similar cribs
holding similar faceless. nameless.
sexless bodies line the walls.

In four wooden .hairs drawn to-
gether. Ilitc-clad nurses' aides sit

ifiutel folding mountains of diapers.
hom the other end of the ward

comes the only sound in the ro m.
three eommunit outh workers hud-
dled together on a bench. giggling
IIMOUSI

'I he place reeks of a great variety
of human waste.

This is one floor of a hospital for
the -hopeless,- the non-ambulatory..
mentally retarded patient with multi-
ple handicaps.

40

I he linens. floors. walls are hospi-
tal clean. The patients.. incontinent
as theL are, are as clean as they can
he under the circumstances. They
are fed as well as possible. consid-
ering their limited ability to chew
and swallow. The staff -patient ratio
is good.

In short, these patients are being
serLed adequately. Requirements for

M.1 .44141.
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this patient population needing nurs-
ing care are being mit.

All other floors of the hospital
mirror images of this scene.

F xcept one.
The fifth floor. freAlly painted in

happy colors, is alive with murals
:rid artistic designs by art students
and community %olunteers. A bright
corridor leads to a door with a pro-
nouncement attached: "CAUTION:
Human beings inside. Handle with
care!"

The door opens onto action and
interaction, involvement, motion. A
formerly nonambulatory boy of about
eights walks up to greet the visitors.
Ile plunges a hand into the pocket
of his corduroy trousers with such
vigor that they begin sliding to half
mast. but he hikes them up. An aide
in a blue pantsuit smiles at him
she rushes past to catch a frisbee re-
leased rather than thrown by a little
girl seated on a mat. Near her on the
same mat another aide is on his

knees taking a blind child through
the motions of tumbling.

A small group of children and
adults doing art work at a table are
so involved with one another that
they are oblivious of the %isitors.
Sonic are staff, some residents. It is
impossible to differentiate from the
clothes they wear. There are no uni-
forms.

In a side room, two young children
are asleep in cribs. But they are there
because it is nap time. and they are
taking their naps. Except for their

are
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shoes, they, like all the others on this
floor, are fully clothed.

A few are in wheel chairs getting
ready to he taken to the swimming
pool. Everybody on this floor gets
out at least twice a week.

The walls are in attractive pastels.
decorated with residents' art work
and posters proclaiming: "If you
hear the music, join the singing." "No
bird soars so high as he does with
his own wings."

Basically, the needs as well as the
phsical and mental competencies of

\

the persons living on the fifth floor
are no different from those of the
patients on all other floors. A few
months ago. they, too. were lying
motionless in rows of cribs.

The staff has not been increased
for the fifth floor. When they weren't
changing diapers or washing or feed-
ing the patients. they used to sit and
fold diapers like the staff on other
floors The staff is more in evidence
on the fifth floor, but it is because on
the other wards the staff tends to dis-
appear for long periods during the
day, to give in to the human urge to
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cSeape from a depressing scene.
either down the corridors or to he
absent for da s at a time.

There is no appreciable increase
in the cost of the fifth floor center of
action o%er the wards of inaction be-
low.

The chances are not due to a dem-
onstratioo grant, and they: persons
on the road to mobility- and selfhood
will not slip back to being immobi-
lized. faceless forms in a cleadend
hospital after a spurt of progress.

A total learning experience is tak-
ing place here for residents and staff

alike. It has started on the fifth floor;
it will gradually include the entire
resident population. 'Since this sec-
tion of the report was written, the
other floors have been included in
the program with comparable results. I

The changes encompass the colors.
the light, the furniture, the living
space allotted each individual, the
person-oriented design of that space,
dynamically and effectively used.
Words that shape attitudes are
changed.

Hospital. ward, patient. retardate
all the inappropriate terms are be-
ing removed from signs as well as

from vocabularies. Uniforms arc dis-
appearing, though roles remain clear-
ly defined, and each knows that he
has a responsibility in the total pro-
gram planthe laundry workers
through to the director.

First and foremost, though, the
change from immobility to forward
motion on the developmental scale has
been accomplished through the es-
tablishment of an ultimate goal: Lib-
eration of the person.

i7



STEP BY STEP TOWARD FREEDOM

"Can you help me
get out?"

Age is no deterrent to further tie-
velopment and successful community
living. even after nearly a lifetime Of
institutionalisation. for some people.

"Can voti help me get out?" The
request came unexpectedly from a
man raking up leaves on the institu-
tion grounds. He had not been on the
list of residents to he interviewed
a county Association for Retarded
Citiiens group. there to interest resi-
dents in community living.

Ilk hair w as w bite, but his step
firm, despite his 70 years. "I don't
know how long I've been here." he
told the group. "Long as I can re-
call."

He had heard from others about
the program of training being of-
fered. and decided that he wanted to
1-e a part of it. In a very short time.
he was accepted as a candidate. For
the next month he went through the
evaluation tests, including social
adaptability. He passel with ease.

Now he is having the time of his
life, in a .ilroup home with some
ounger men.

He likes gardening and ard work.
So the goal for him is a job as a
yard man in an apartment complex
for elderly persons, situated conveni-
ently near the group home. Mean-
while, he is making the transition in
a sheltered workshop run by the
county ARC.

"This is really living.." he says, as
he draws up a chair for a checkers
game with the other men after din-
ner.

"I'm staying here."

Some move toss ard independence
and freedom of choice with ease.
Some hold hack, shackled by re-
straints too ingrained to overcome.

Miss Bessie's production rate out-
distanced even the youngest worker
in the sheltered workshop attached
to the State home for retarded peo-
ple. kery day she tried to better

her record, and often did.
She was 56, a fitly, bird-like wo-

man who had been in the institution
since she could remember.

For the past 12 years she had
been assembling components for hair
driers, and she was proud of her
work. "Nobody here can work any
faster than me," she boasted, tilting
hack her head with mock arrogance.

A candidate for community living?
She could make money with her skills.

"They better not try to get me out
of here." She bristled at the thought

of moving. This is my home. I'm
staying right here. And you'd better
believe it."

When Miss Bessie was placed in
the huge. isolated asylum. as they
termed State schools in those days, it
was thought to he the ideal life for
retarded people.

Miss Bessie still thinks so. And
for her, it is. Life "outside" would
defeat her.



STEP BY STEP TOWARD FREEDOM

Out of the nest

Janice is 26. She has li%ed at home
with het tainil all her life. the onI
lime she was :ma% from home (wet.-
night was when she spent a week at a
camp for retarded adolescents.

For six ears she has worked in
a sheltered workshop doing routine
jobs. and generall being pleasant.
sh and quiet.

Perhaps that was her problem. She
was so agreeable that she was no
problem to an so he was
passed il%er when chances for ad-
xancement were being offered.

One da a teacher in the program
hail a lone talk with her and !omit,
she liked the idea ot working w ith
people -doing things to help them.-

INaluations showed she was cap-
able ot beond her pres-
ent job. and .11so seemed to be reads
for moo ing of the protected en-
%ironment of lip ing at home at the
ace ot

20 ik/

In this ease. it was the parents who
needed counseling more than their re-
tarded daughter. After se oral !-es-

sions the began to see that she could
grow more as a mature person if she
were out of the nest. So she's now liv-
ing in a grump home and working a
few hours a da% gking lunch to chil-
dren in a nearb nursery school.
Graduall the time she spends there
will expand.

She is making plans to move into
her own apartment wheneer she is

tinanciall capable of the move. A
friend at the workshop will share the
apartment.

In her spare time. Janice is now
tring to organise a volunteer group
to go on regular visits to a State
school and pro% ide friendship and
recreation for the residents.

Long-range goals for Janice are
being re%iscd, with the sights raised.
bawd on her short experience with
new -tound freedom.

"If I get a job will I
have to leave here?"

The staff of the group home
couldn't figure what was wrong with
Harold. He was the most helpful and
affah:e of the seven men who lived
in the home. tio one was more happy
than he was to get out of the institu-
tion. But he resisted all efforts to
place him in a job.

Finally, he confessed. "If I get a
job will I have to leave here?"

Reassured that he would he in-
volved in any decision concerning his
life, and offered freedom of choice.
he stopped worrying. A week later
he had a job.

Home. for him. was the group
homeat least for the present time.



LOWERING THE RISKS/EASING THE BURDEN

The positive approach

the best hope for reaching the
goal (If freedom is preention of
the halic;:pping conditions that can
rob indiiduals of their freedom and
keep them dependent throughout
their IkeS.

%OM% the nation. research is del,
ins into the factors that promote
licalth human docloi,ment or these
that disrupt delopment and result
in damage that is often irreparable.
File health and emironment of both
mother and lathe!, before con-
ception occurs. is of import.mce. as
is the genetic inheritance hie will
pass on to the child.

front conception on to completion
of pregnan, dclopmon and chi_
laentiation of tissues and organs. :I%

growth (represented b in-
crease in mass) are major determi-
nants of the LA enteral intellectual and
enh.tittn,i1 functioning of the indi-
tdual.

Flututli research has uncmered
man\ causes ot disorders beginilinz
in the prenatal period. disco\ ering
the C.IllC i but one step in the proc-
ess of correcting the proNeni. 1:Aer%
hah born .ith mental and or phsi-
cal di., !er N tragic e\ ikiCtlie of the

need for further research and appli-
cation of present knowledge.

So. if preventing handicapping
conditions is the best hope of free-
dom and avoidance of dependeno.
early and intensive treatment is the
second best hope.

A handicap can usually he made
much less StAerC \% hen treated in the
earl de\ elopmental period. When re-
tardation is the result of sensory dep-
rivation, research has indicated that
:;:rly childhood stimulation and im-
proved emironment can often cor-
rect the condition.

For mans children, it is already
too late for such remedial interven-
tion. But it is still possible to lessen
the handicap considerabIN. and make
these children less dependent than
.:1e. would he if left untreated.

Mans such research and treatment
programs are going forward across
the countr. Results of the work

strongly indicate the need for further
positive action directed toward pre-
ention of retardation and avoidance
of dependency, so that more may
benefit.

In order to hear from some of the
people who are directly involved in
these fields. PCMR held a Regional
Forum in the Fall of 1973 at Kansas
City. Missouri. with participants from
Kansas, Missouri. Iowa and Nebraska.
Other Forums are planned for the
future.

The material in the next few pages
is based on relevant, selected presen-
tations nude at the Forum. They start
at the h:ginning of the chronology of
prevention, with research on repro-
ductive biology. They then move on
to attempts to prevent disorders in
high-risk pregnancies; through an

early intervention program for in-
fants and young children and their
parents: and, finally, to an inten-
sive. short-term program for severely
handicapped children to prevent their
long-term institutionalization.



"The entire potential
... in one cell."

"There is a moment in time when
the entire potential of the individual
is in one cell. a single microscopic
cell invisible to the human eye.- said
Dr. John Spaulding in the opening
words of his presentation at the

PCMR Forum.
Dr Spaulding. Director of the

Children's Rehabilitation Center at
the University of Kansas Medical

Center. roiewed the Center's re-
search into various stages of prenatal
growth. In every stage of pregnancy.
he explained, a number of events
must occur in sequence in order to
produce a healthy child.

First. researchers at the Medical
('enter are exploring the relationship
of hormone levels to ovarian function
in order to learn how conception is
enabled to take place.

Then. to determine the elements
that affect the survival very early in

BES1 tort itodasa

pregnancy, they arc studying tissue
implanted in the mouse uterus.

"A severe disruption at this very
early stage would lead to death." said
Dr. Spaulding. "hut a less severe one
may still distort the entire growth and
development of that individual from
there on.-

The Medical Center is also inves-
tigating placental transfer in goats.
with exactly dated pregnancies. They
are especially looking into placental
transfer of various significant drugs.
to determine the effect of the drug on
the goat fetus, and the dosage rela-
tionship.

Dr. Spaulding also discussed the
Medical Center's fetal diagnostic
studies. using the technique of am-
niocentesis. to draw fluid from the
embryonic sac. 'Many university
medical centers and some other large
medical centers are now offering am-
niocentesis and prenatal diagnosis to
families.' He stressed the necessity
for an experienced obstetrician to
perform the amniocentesis; the need
for a competent lab to do the chromo-
some, or biochemical, studies: and an
expert in genetic counseling to i.ater-
pm lab results and to offer a prog-
nosis if the individual is diagnosed as
affected.

What, for example. will it mean in
the life of the person if he is found
to have Down's syndrome?

"Counseling.- he said. "has to he
connected with some way of taking
action. If the pregnancy is to be ter-
minated. an expert obstetrician is

23



LOWERING THE RISKS/EASING THE BURDEN

111:Clied. It tilt: Pregnatie is to he con-
tinued. there must he follm%-up pro-
granis..

In III: area of neonatal phsiolog%.
Ile tICLl ICSI helll' iji:%%-

!NOM MI th.lt 111.1 indic.lte %%hilli-

er or not the child can hear. Far-
phones are placed on the 1\111%. and
.1 pacifier put in his I he paci-
fier is connected to sophisticated rc-
cordin de% ices. I he researchers then
induce the child to suck. and Iced
sound into the earphones-- a mixture
of classical anl tol music. I he in-
tants can he conditioned to suck for

longer and ..mger periods because
the% %CCM It: like to hear the music
and "tlie ork (suck I for it...

When thc re%ase the process. said
1)r. Spaulding. and turn oft the music
as soon as the child suck.. he xvill

then suck less and less and Icc.--in-
icating. it %%Mild seem. that he Call
11C;11.

"When this test is done in the
incubator. it has Amos that the
Intktyund noise in there is

deafening. The //nid of an !n-
enhator is a hind. noisy. drip-
ping. roaring place. One ques-
tions whether that's very good
for the nerve!. of the infant."

John Spaulding. M.D.

24
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"The most attractive
isolette ever made."

From five to twenty percent of
all women who are pregnant will
have an infant w ho is at some de-
gree of risk. Dr. (ierard Van Leeawen
told the P('MR Forum. The range is
related to the socio-economic struc-
ture of the area.

The six major causes of death or
brain &image in babies. he said. are
low hirthweight. maternal diabetes.
maternal toxemia, blood incompati-

congenital malformations. and
complications of pregnancy.

Dr. Van l.eeuwen. who is Profes-
sor and Chairman of Pediatrics at the
College of Medicine. tniversitv of
Nebraska at Omaha. is a "practi-
tioner of new horn medicine." a spe-
cialty that requires at least two midi
tional .sears of training after pedi-
atric residency .

In small communities. he reported.
there is usually one doctor who de-
livers the mother, and if the mother
has difficulty. this means there is no
one there to take care of the bab.
Therefore. Dr. Van l.eeuwen and his
team emphasize the importance of a
second. trained person to resuscitate
the baby.

lie pointed out a few of the dan-
gers at the time of delivers. Too
much oxygen may cause blindness
and lung damage.. not enough may
cause brain damage. letting a baby
get cold also may produce brain dam-
age. he said.

Other causes of neonatal brain
damage that he cited arc low blood

sugar. infection. and jaundice when
it is severe enough for the hiliruhin
( which causes jawtdiee) to reach a
certain level in the blood and enter
the brainone of the common causes
of cerebral palsy.

One of the methods Dr. Van l.eeu-
wen and his team use to prevent
disability in high -risk newborns k a
transport isolette which carries its
own oxygen and can he used in a car
or airplane. This equipment plus a
box of medication and supplies are
all that is needed to provide total care
of the infant from the moment he is
picked up at the emergency entrance
of the referring hospital or the home,
and brought to the newborn inten-
sive care unit at the University of
Nebraska liospit

"Those of us who are in the
business of preventinv mental
retardation LOU! developmental
disabilities and flu who are
treainv the problem often don't
reali:e that we're in the same
business."

"Probably the hest way to move
the infant. however.- Dr. Van Leen-
wen said. "is inside the uterus.-

lie called the uterus "the most at-
tractise transport isolette ever made.
It hardly ever gets dropped. It never
runs out of electricity. and it has a
number of other athantages. It keeps
the bab oxgenated and w arm.''

lie reported that during the first
six months of 1973. 75 mothers were
transferred to the hospital: in 1961

none were. The team transported
four babies in 196X, During 1973
they transported 250 babies.

By taking these extra measures,
they initially believed they could re-
duce the number of deaths by half,
and prevent some of the brain dam-
age and disability. The results, how-
eSer. have exceeded the expectations.

Dr. Van l.eeuwen reported that a
1949 to '53 long-term survival study
in Colorado on 91 babies who
weighed four pounds or less at birth
indicated that 66 percent had handi-
caps. One-third of these handicapped
children were severely mentally re-
tarded or had cerebral palsy or were
blind.

In the Nebraska program, he said.
serious handicaps are down to about
b percent of the survivors. The sur-
sival rate has doubled.

In 1973. he said, at least 75 per-
cent of the infants under four pounds
in their program appeared to he men-
tally normal and have minimal devel-
opmental disabilitiesdespite the fact
that these were all high-risk infants.

Dr. Van l.eeuwen added that there
is still a possibility that a number of
these children may have minor dis-
abilities that would not be discovered
until they may have learning prob-
lems at school.

Cost for the intensive medical care
of a high-risk newborn infant is of-
ten $5.000. he said, and frequently
reaches $20.000. paid for in a num-
ber of waysinsurance. parents. the
State. State dollars have not been
used for air transport, however. "This
is a small price to pay for a normal
brain and a normal body,- he con-
cluded. 25
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Goals for each child

The purpose of the Infant Devel-
opment Center. Lake Quivira, Kansas
City. Kansas. is to provide develop-
mental education immediately upon
identification of high-risk or sus-
pected atypical infants. and to pro-
vide supportive and informative coun-
seling for the family. The program
was described to the PCMR Forum
by the Center's director. Lee Ann
Britain.

"The impact of the birth of a
handicapped child on the fam-
ily is a devastating experience."

We like to get to the mother
right away and give her emo-
tional support. and let her meet
other mothers in similar circum-
stances.**

-The mother, or whoever has
the rimars care of the thud.
is the developmental educator.
trained M. the Center's

"Highly individualked goals are
set for each child by the stall
in the devehtPil'Ill of grins
motor. fine ni(uir. adaptive.
language. and personal-social
skills."



LOWERING THE RISKS/EASING THE BURDEN

"If we don't do anything
for this child now .. . "

I o procut long-term admissions.
oodw and Stile I Illraill-School.
110Lk% has started a

shortterm intensoe Ite;itment unit
and respite care program for chil-
dren from birth to 12 cars of age.
Dr. S B. Hussain. Clinical Director.
reported in his PC\IR Forum pres-
entation.

I he expressed purpose is to assist
parents in the home management of

1111-1__

r,/.1 28

their child and possibly avoid the
need to place hint in an institution.

-The difficulty of rearing a re-
tarded child in the home can he
reduced through early inter%ention in

behavior management and special
therap techniques,- Dr. Iitis.ain
said. "When we see a child in the
Diagnostic Clinic with ...Timis prob-
lems. we know that if we don't do
amthing for this child now, he'll he
a long-term institutionalized person.-

lle cited examples of children with
"legs like scissors." children who are

.416eP
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hyperactive. or not toilet trained. The
schools can't serve these children, he
said. So the clinic admits them for
two or three months. has orthopedic
surgery done, or toilet trains the
child, or provides behavior modifica-
tion. Then they train the parents in
physical therapy or behavioral tech-
niques. or whatever is needed to con-
tinue the treatment. The child can
then live at home and go to school.

.t
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the teachers are also atkised on the
child' needs.

Dr. fluss,iin told of an 8-car old
chili th )ow n's syndrome. aho
was in the short-term respite care
program. At the time of admission.
she had no independent self-help
skills. 'Huck. months Liter when she
Na. discharged. she was able to feed
and (Ire.. herelf and meet her !act-
ing needs independently.

All of the children given the Mien-
ske. short-term treatment at the unit
are back in their communities and
progressing well. aci...ording to Dr.
Ilussain. Left alone. he said. these
are the sure tier long-term
inst it utionalitation.
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PCMR BELIEVES THAT:

Mentally retarded people are capable of continuing
development

The tact that people who are retarded can develop with intensive care and under
favorable environmental conditions has meet effectively demonstrated. A hostile environ-

ment. however. can block progress even when the internal harriers to growth and development

;lave been removed.

In order to promote a more receptive environment in which persons who are retarded can

develop in the freest possible way. ith the opportunity to exercise the same rights as other

citizens. in 1973 PCMR:

Held the first national conference on The Mentally
Retarded Citizen and the Law to help educate the legal
profession and the public to human and legal rights to
which retarded persons are entitled:

Assisted in the preparaticn of two publications resulting
from the legal rights conference: One a professional
legal reference document: the other an action-oriented
report for a general audience:

Promoted acceptance of retarded citizens in communi-
ties, and emphasized their right to choose a place rf
residence. through radio and TV public service an
nouncements distributed nationwide:

Launched a joint effort with architects to improve
building codes. zoning regulations. and other barriers
to community living:

Contracted for updating the PCMR pub'ication that was
so influential in promoting the normalization principle.
Changing Patterns in Residential Services fcr the Men-
tally Retarded:

Directed preparation of a monograph on planning com-
mnity services for mentally retarded persons living
away from home:

Cooperated with the Law Enforcement Assistance Ad-
ministration in a Southeastern Regional Conference on
the Mentally Retarded Citizen and the Criminal Justice
System:

Joined with the American Association on Mental Defi-
ciency in a regional conference on legal rights in
Morgantown. W.Va :

Participated in a Conference on Services for the Re-
tarded Adult held in Santa Barbara. California:

Published a professional paper on Experimental Studies
of Memory in the Mentally Retarded. which explores the
learning process and possibilities for accelerating it:

Took leadership in exploring the effects of the energy
shortage with several private and governmental or-
ganizations serving retarded persons. and designed a
survey on the impact of cots in heating fuels and gaso-
line on mental retardation programs:

Proposed to the Secretary of DHEW ways and means to
meet the urgent need to develop executive manpower
for mental retardation and other human services pro-
grams.

.7//31



PCMR BELIEVES THAT:

CQs

Corrective measures introduced in early childhood can

reduce the severity of the handicap and

sometimes reverse its course

04*

Research data strongly indicate that the first five years of life are crucial in the development of each
individual. This is especially true of children horn with a handicap. If problems are detected and
treated in these earls years, the damage can often he considerably lessened. In some cases, the
course of the condition can he reversed.

-Co encourage early detection and correction of handicaps, and to publicize the most recent
advances, in 1973 PCAIR:

Published a definitive monograph on Screening and As-
sessment of Young Chiloren at Developmental Risk. an
extension of the theme of a 1972 PCMR conference on
the subject: (Available only from Superintendent of
Documents GPO. Washington. D.C. 20402. S2.40. SN
4000-00294.)

Completed plans to cosponsor a Conference on Infancy
and Early Childhood Education. with the Association for
Childhood Education International and severs: other
agencies. to be held in the spring of 1974:

Published a professional paper on Malnutrition. Learn-
ing. and Intelligence. summarizing research data on the
effects of malnutrition on brain growth and learning
ability.

Dr. Henry Cobb lends a hand with phonics.
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Committee members actively par-
ticipated in the programs at the Kan-
sas ('enter for Mental Retardation
and Human Deelopment at the Uni-
verity of Kansas in Lawrence, dur-
ing a visit in conjunction with a Re-
gional Forum in 1973.
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Ralph Ferrara gives a friend a head start.
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Nan Ulle beating the drums in music therapy.

Kenneth Robinson astonishes a friend with his
block - building skills.

William Robertso.) teaches
reading readiness.
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PCMR BELIEVES THAT:

Prenatal and neonatal biomedical intervention can

prevent many forms of mental retardation and

related handicaps

Reproduction is an intricate process. One extra chromosome in the genetic inheritance, a virus
contracted 1y the mother at a certain time in the pregnancy, an untreated infection, these and
many other factors can cause the child to be damaged.

To stimulate advances in the techniques of prevention of mental retardation, and to
inform the public on preventive measures, in 1973 PCMR:

Brought together a group of leading geneticists to
review the state of the art and to identify methods of
meeting needs:

Produced a series of radio spot announcements in
English and Spanish to inform prospective mothers or
how to increase their chances of having healthy
children

34

Marianna Beach offers a reward for improved behavior.
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There was other Committee business in 1973 that touched on each of these areas.
Nlembers and Inc executive director addressed numerous groups and attended conferences in this
country, Europe. England and Latin America. They testified before committees; they were
interviewed on radio. TV. and for newspapers and magazines.

Some 1973 Committee activities that touched on all areas in the mental retardation
field included:

A Mid-Atlantic Leadership Training Institute held in

Richmond. Virginia. which brought together people
from Pennsylvania. Delaware. Maryland. Virginia West
Virginia. and the District of Columbia to report and
discuss progress and problems in mental retardation
in those States:

A Midwest Regional Forum held in Kansas City. Mis-
souri. at which representatives of Kansas. Iowa.
Missouri. and Nebraska gave presentations and dem-
onstrations of their programs to aid persons who are
mentally retarded and to prevent handicapping condi-
tions:

Advance meetings to plan for a major Inter-American
Conference on Mental Retardation to be held in 1975
in %hich PCMR wiii participate.

4
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Louise Ravenel and
PCMR Executive Director
Fred Krause get involved.

Dr. Cecil Jacobson observing
a pre-school class.

35



PCMR MEMBERS 1973
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Caspar W. Weinberger
Chairman
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-11112111.

Hon. Thomas J. Meskill Lloyd E. Rader. Sr.
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N. Lorraine Beebe
Vice Chairman

IN

Louise R. Ravenel

Marianna Beach

A

4
Michael R. Gardner

William B. Robertscn Kenneth S. Robinson
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Henry V. Cobb. Ph.D. Robert A. Collier
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Melvin Heckt Ce.il B. Jacobson. M.D.

Will Beth Stephens. Ph.D.
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AMMO .

Frank R. DeLuca
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101101,011

Richard J. Elkus

James N. Juliana Lawrence A. Kane

Margaret B. Ul le Miriam G. Wilson. M.D.

The Secretary
of Labor.
Ex Officio

Ralph J. Ferrara

Ali IMIMIL
Aris (Bob) Melbas

The Director of
the Office of
Economic Opportunity.
Ex Officio
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PCMR STAFF 1973

OFFICE OF THE DIRECTOR

Fred J. Krause
Executive Director

Helen C. Caldwell
Ruth Ann Metzger

PROGRAM OFFICE

Allen R. Menefee
Program Coordinator

Alfred D. Buchmueller
Elizabeth S. Bush
James M. McCormick
Michael J. Offutt
Linda E. Walder
William H. Wilsnack

Gwendolyn R. Coleman
Gail M. Gorman
Pierrette A. Spiegler

INFORMATION OFFICE

Raymond W. Nathan
Director of Communications

Martin Bouhan
Mary Z. Gray

Nancy 0. Borders
Beverly M. Keith
Mattie A. Smith

MANAGEMENT OFFICE

Stanley J. Phillips
Management Officer

Ruth G. Gray
Patricia S. Kramer
Larry Lane
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CONSULTANTS

Harold S. Barbour, Ed.D.

Leo F. Cain, Ph.D.

Julius S. Cohen, Ed.D.

Louis Z. Cooper, M.D.

Ross H. Copeland

Patrick J. Doyle, M.D.

Maurice Flagg

Erwin Friedman, Ph.D.

Dennis E. Haggerty. LL.B.

Edward L. Johnstone

Paul A. Rittmanic, Ph.D.

George Tarjan, M.D.

John D. Thompson, M.D.

Thomas A. Tucker

The President's Commit ee wishes
to express its sincere appreciation for
the gift of time and talent by Andrew
J. Molnar, Vice President and Art
Director of Ceco Publishing Co.,
Troy, Michigan.

The Committee also wishes to
thank the numerous individuals in
the following facilities who contrib-
uted many of the photographs, much
of the information and most of the
inspiration for this report.

The National Children's Center.
Washington. D.C.

The Occupational Training Center.
Washington. D.C.

Sunland. Tallahassee. Florida
Sunland. Marianna. Florida
Montgomery County (Maryland)

Association for Retarded Citizens
University of Kansas Medical Center.

Kansas City
College of Medicine. University of

Nebraska
Infant Development Center. Kansas

City. Kansas
Woodward State Hospital School.

Woodward. Iowa
The Hospital for Sick Children.

Washington. D.C.
Mental Retardation and Child

Psychiatry Media Unit of the
Neuropsychiatric Institute.
Univers;ty of California. Los Angeles

Illinois Braille and Sight Saving School.
Jacksonville. III.



A FINAL WORD FROM THE EXPERTS

"Not everybody's the same."

In a complete!) spontaneous, frank discussion, a group of eight ado-
lescents sat down together one evening in 1973 and talked about mental
retardation. All had been in special education classes, all have grown up
with the label "retarded."

Their conversation was video-taped at the Mental Retardation and
Child Psychiatry Media Unit of the Neuropsychiatric Institute, Univer-
sity of California, Los Angeles. With UCLA's permission, these quotes
were taken from portions of the discussion.

"I think when we were being born.
Mother Nature made some mistake
and it damaged part of the brain
and something didn't turn out right.
and it held us back."

"A different thing happen.,d to
each of us."

Not everybody's the same."

"It depends on the personcn
how much they have on the ball."

"Like my cousin Russell. All the
time. 'I can't do this.' and 'I can't
do that.' I tell him. 'Russell. yes
you can. You can. too

Like me I try because I want to
get ahead In 9th grade I got out of
Special

"To accomplish something takes
you twice the effort. . . . To get a
C. I would have to work like an A
student

"Once I sat down and cried
because I was in a gym class and
I had a problem Everybody threw
rocks at me and ran up and hit me
and I turned around and hit them
back The teacher walked around
laughing and showing this roll
book It said F F F F Eventually I
got out of this class . I was put
in a special gym class where some
people had problems and where
people were more grown up Later
on. I Went to a doctor for some
help. and I found out what the
problem was Very poor visual
perception. That was the thing that
was holding me back

"I realize that I'm 21 and I .. . want
to have a car and . . . all these
things. And yet I get uptight about
i t with myself . . . I'm my own worst
enemy. I just told the guys the other
day. 'There's only one person in
this apartment that I don't get along
with: Me!'

"The emotion does figure in it. It's
reversed Because you want to do
things but you know you can't. And
you keep on fighting it and you
keep on pushing harder and harder
to get there faster and faster."

Well have problems with holding
certain types of jobs Like I know
I'll probably never make it to be
an engineer . . . The question is
still open."

"I wanted to be a social worker.
But it would take me 14 or 15 years
to do it. So. realistically. . .."
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oil have to tact, the tact that
that one th:no yo,: -an't do

You know. you are [retarded]. and
von,t.,ody calls you it But volt
dkrn I want to say ou know you
Ire w thin It rnot)F; vOu dkWtirl

It !note the t al..1 It

:':,err', It be tnv

I th.nic parents sholi;41 k

1;; Arorld Thoy ft"
(1,),thl tt) ti,ix, I," find Out -)oner ;)r

Soonr,r t)etter than iatr

You cant tliCtr" rt ttOti! t."o
boC,Itr;f" oo.no to find out
eventually any ,.4.- iv that thr n
c;,",tiliflo I ft:1
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You gotta evaluate the youngster
on an individual basis Not compare
one to another. like a tennis match

Rut di!lcipline should be the same
for a!! children

Even though they' may have
learning problems. they're human
beings lust like c.-evbody else. and
they deserve basically the same
treatment as any other human
being

The object is to motivate them to
t'y harder and to encourage
them

Some of the speakers use they' in
referring to other retarded persons

"You never stop learning. You learn
things every day of your life

"Let the kid go out and make his
own mistakes and learn from them."

They'll grow out of some [of the
mental retardation], but it the
mother protects them. they'll never
grow out of it.-

They'll go into a shell A live
vegetable

You aren't going to learn anything
it somebody's doing something for
you all of the time

My mother will always see me as
a baby. no matter how old I get



"You have to have the experience
of knowing how to live when Mom
and Dad aren't around Because
one day they die too

And later on in life. nobody's
going to teach you how to be
independent and what to do

"There comes a point when you
have to let go . . when you've
got to get them their freedom.
Slowly, but surely, they'll get their
independence."


