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THE FCROTTEN RETARCED

M. Chairman, Ladies, and Gentl enen:

In 1967, the President's Coomittee on Mental Retardati on took stock of the national
effort being nade to conbat mental retardation. Two aspects stand out as needi ng

special attention —residential care and the retarded from di sadvant aged areas, both
urban and rural .

Residential Care

Sone of what | have to say tonight will be an effort to discuss the reasons for
this poor showi ng. UWndfortunately I can bring you little good news when tal king
about residential facilities. | think it is inportant, however, to point out that
inthe United States considerabl e progress is being made in sonme areas of nental
retardation, rmuch of it outstandi ng, such as enpl oynent opportunity, sheltered

wor kshops, public education, diagnostic centers, daytine activity prograns, and
resear ch.

Wiy have the residential facilities in this country |agged so far behi nd these ot her
areas i n whi ch advancenent has been so promnent. Wiat are sone of the problens? In
many places the public residential facility has been plagued by a triple problem--e
overcrowdi ng, understaffing, and underfinancing. Gadually a change in attitude has
been occurring as various significant efforts have been nade to enlighten | ay and
prof essi onal people alike. But despite these efforts, the residential facilities of
this country have | angui shed.

| would like to anal yze briefly some of the reasons why public and private residen-
tial facilities throughout the country have fallen behind. Those persons responsible
for planning facilities for the retarded were largely coomitted to | ocating t hem anay
fromthe popul ation centers of the state. This unfortunate decision seens to have
been notivated in part fromthe conviction that the nentally retarded person was best
cared for in a nore bucolic setting, in part out of fear that the retarded, being a
scourge to society, should be renmoved as far fromsociety as possible; and in part to
satisfy the yearning to have a state facility in a certain tow in order to provide
addi tional revenue for that community.

e shoul d further note sonething of the history of the devel opnent of residential
facilities. In the late 19th century there was a wave of optimsmabout the care of
the nentally retarded, with the general belief that through educational efforts the
retarded coul d be hel ped, indeed cured. Wen this concept, so noble inits

begi nni ng, proved wong, it was suppl anted by the scourge notion proml gated by
Goddard and derived fromhis poorly designed study of the Kallikaks. The nentally
retarded were soon to overpopul ate our society, according to Goddard, and segregating
themfromsoci ety was the nost inportant service to be rendered. As a conseguence,
buil ding prograns for institutions in the 1915 - 1930 were really a continuation of
the out-of-sight, out-of-mnd concept. Still late institutions for the retarded
began to be considered as col oni es where the undesirabl e menbers of soci ety woul d be
segregated and separated. This concept al so proved to be fallacious.

For what ever reason or conbi nati on of reasons, nost of the nation's public residen-
tial facilities and also the private ones are located in out of the way communiti es.
Being so located has nmeant an ever-increasing difficulty in obtaining highly quali-
fied staff who frequently have preferred to live in larger coomunities. Smlarly,
the core of any institution, the ward or cottage personnel, have been increasingly
difficult torecruit as peopl e have noved to | arger netropolitan areas.



VWhen citizens become concerned about an issue such as where to |ocate a new hi ghway or
whether to build a new school, it has always been useful to be able to show these
citizens, their legislators and others in decision making positions what the problem
is all about by having ready access to an existing exanple. None of this is available
to those trying to change the plight of the institution* Is there an exenplary node
of care for the severe and profoundly retarded to be seen anywhere in this country?
Many | egislators have appropriated |arge sums of noney to support their public
facilities but have never visited a single institution for the retarded. There are
physi ci ans who refer patients to these residential facilities but who have never

seen the facility and do not know the professional personnel caring for the clients
whom t hey refer

Patient help constitutes another problem sonetimes referred to as institutiona
peonage. Although some work placements may be indicated, the continued retention of
patients in work situations has often been the only way the daily work coul d get
done. Some inportant activities as the laundry, food service and ward service in
the hospital would collapse if it were not for the continued reliance on patient
help. In addition, the failure to have adequate community resources —workshops,
group living facilities, and rest homes —has neant that even if patients were to
be rel eased, there is often no place for themto live and no job for themto have.
To rehabilitate the retarded person who has lived nost of his life in an institution
becomes nuch nore difficult since he is ill-prepared to cope with the socia

requi renents of a normal conmunity.

The underfinancing of nost public institutions is a tremendous problem The perdiem
costs over the country range from$3.00 to $12.0,0. .-. Five of the |argest zoos

spend an average of $7.15 for their large animals on a per diembasis. The under-
financing pertains to all aspects of residential care. Many institutions have
budget ed positions which are now vacant. On the basis of some rough cal cul ations

it is suggested that about 30% of all budgeted positions in residential facilities
are now vacant. This can be partially explained by the fact that the attendant
positions of many of our public institutions are at the |level designated by our
national governnent as poverty wages. Three thousand dollars a year will not provide,
personnel of high caliber. Since the cottage |ife personnel and the ward personne
constitute the backbone of any residential program it should not be surprising to
find that the progranms for rehabilitation are frequently seriously inadequate or
lacking altogether. A

Underfinancing contributes, of course, to the understaffing. Many residential facil-
ities do not have full-tinme physicians on their staff. Physical therapists are
frequently lacking altogether. Speech therapists may consist only of untrained

i ndividuals. Qccupational therapists may be totally unknown. VWile the clients "*
may be kept clean, they often have no prograns for daily living other than the neaningl ess
blare of a television set or the conpletely enpty, fenced-in court.

A few years ago Burton Blatt and his col | eagues put out a book called "Christmas in
Purgatory". In this book Blatt described the deplorable state of some residentia
facilities, depicting this aspect in a nost graphic fashion. Although criticized
by some, | believe Blatt has performed a great and inportant service by pointing out
this shocking problem | have seen, for exanple, a man without |egs condemed to
wal k on his stunps because he once ran away fromthe institution, got |ost, froze
his legs and had to have them anputated. Everyone was reluctant to provide him
with rehabilitative services for fear that there mght be a repetition of this
behavi or and furthermore it was a deserved punishment. There are too many places
where patients sit naked, surrounded by their excreta.
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Many Anmericans have the inpression that poor residential facilities are something

whi ch nmust be endured along with other evils of our tines. This situation need not
be tolerated. One can visit several of the European countries, especially the

Scandi navi an countries, to find imagi nati ve and unusual prograns of care. Along with
others | have been inpressed by finding residential facilities in the Scandi navi an
countries which were | ocated close to popul ation centers. |In Copenhagen | visited a
facility, The Children's Hospital at Vangede, which is located well within the city
limts. Many of these facilities have no nore than 150 to 200 people. Staff ratios
would be 1.1 and the care provided exenplary. |n addition, the physical

surroundings are attractive, abounding in bright colors. Fi xtures and furni shings
are attractively designed and not the clunsy prison industry furniture often found
inthis country. Everything is meant to be attractive and to have appeal to those who
nust reside in aresidential facility. If one is to solve in sone neasure the probl ens
of our overcrowded institutions, then corresponding attenti on nust be given to
community resources. It has been pointed out on nany occasions that the gal axi e of
servi ces needed shoul d include day care centers, schools, diagnostic centers,
vocational training centers, sheltered workshops, group living hones, etc., and the
personnel to staff them | would naintain that residential facilities will not be
what we want themto be in the future unl ess simltaneous efforts are nade to rectify
the situation in the institution and in the coomunity. As one nmajor effort towards
acconpl i shing the obj ectives which are desired, nassive re-education is going to be
required. There is nothing to be gained by hiding the fact that our residential
facilities are in a deplorable state, their buildings crunbling, the staff

overwor ked, underpaid and often undertrai ned and the prograns avail abl e providi ng
only mninmal care and rehabilitation. Each state nust devel op an even greater public
education effort to bring to the attention of their citizens. This blot on our
escutcheon. It should be the wish and desire to try to rehabilitate patients to the
community rather than to segregate them This re-orientation in thinking wl

require considerable effort as public officials, admnistrators of institutions,

prof essi onal people, and the lay public all cone to understand that the physically
handi capped and the nentally retarded do not need to be noved asi de but rather

shoul d be a part of the ongoing prograns of conmmunities.

In addition, nursing hones, rest hones, and conval escent homes should all be part of
the services available in the commnity. Even severely retarded individuals wth
ext ensi ve physi cal handi caps can be handled in the comunity. Qeat Britain some
years ago pioneered with the idea that the physically handi capped as well as the
person w th other handi cappi ng conditions can and shoul d be mai ntained in the
community, but to do this they devel oped a concept that even the nost severe form of
handi cappi ng condi ti ons whi ch mght require prol onged nursing care coul d be cared
for infacilities in the coomunity as part of a regular pediatric unit. Such

servi ces need not be separated, segregated and renoved from society.

An attitude of hel ping should be inculcated into all of the hel ping professions.
Ms. Una Haynes, long associated with United Cerebral Pal sy, has anply denonstrat ed
the kind of things which can be done for the physically handi capped and the nental |y
retarded. Her type of enthusiasmw |l go a |ong way towards trying to pronmul gate
far better ways of thinking about the mentally retarded. In brief, one should ask
the question why couldn’t all patients be naintained in the conmunity? Wy shoul d
t hey be renoved? Shoul d not society aimtowards trying to hel p where the situation
of mental retardation or physical handi cap has occurred? One does not say to the
parent of a child with | eukema that he shoul d be "put away" even though everyone
recogni zes that the child will ultinmately die. Rather, all forces are nobilized
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to help and to sustain the child in the conmunity even though he may need peri odic

hospitalizations. Surely the sane approach shoul d be used for the nmentally retarded
and the physical |y disabl ed.

The Foster andparent Programhas been successful in helping to cope with the
manpower problem It takes cogni zance, of not only the needs of the retarded and

t he handi capped persons, but also of the elderly who simlarly are | ooking for

pl aces in our soci ety where they can be of hel p and assi stance and not rel egated to
a shel f. The SWEAT program has been anot her devi ce used successfully in trying to
attract people, in this instance young people, to have some exposure to mnent al
retardation, thereby dispelling sone of the fantasies they have had about the
difficulties in wrking with the retarded and al so gi ving them sorme know edge about
how rewardi ng such a career can be. But nuch nore is needed and much greater effort
wll be required if the nanpower problemis to be sol ved.

I n thinking about solutions for residential care, one certainly nust give thought
to architecture and size. Many of you know fromDr. Qunnar Dybwad about the
architectural barriers which exist inresidential facilities. He and ot hers woul d
point out that if existing buildings are to be nodified in order to nake room for
the clients, a loss in bed space is inevitable. The Scandi navian countries, again
leading in the area of renodeling existing buildings, have deduced fromtheir 10 to
15 years of experience that it is absolutely necessary to plan on reducing the
nunber of beds by half if the forner constructi on had been al ong the general open
ward vari ety.

| realize it is still controversial as to the desirability or not of having |arge
facilities of 1,000 or nore. Many of our facilities are this size and some are now
bei ng constructed that will be of this size. The evidence is not convincing to
suggest why large residential facilities need be built. The argunment often runs
that large facilities cost less to operate. | would suggest that this point has
not been proven. Qurrently the President's Coomittee on Mental Retardation is in
the process of making a study about what is known in reference to costs of running
large versus snall facilities. There is evidence to suggest that small facilities
of 150 to 250 can be operated and constructed at no nore than the cost now bei ng
utilized in the larger residential facility and perhaps even at |ess cost.

An additional point to be nade about the size of an institution certainly relates
to one's sense of human values. |In today's world where nany of us become nunbers
on an IBMcard we all feel great reluctance to bid farewell to a nore individual -
istic approach to the problens of hunan care. Areturn to snmall units, whether in
a university, acity, or aresidential facility, seens to be a natter of increasing
concern to nmany peopl e. These human val ues nust not be permtted to be oversha-
dowed by too nuch architectural efficiency and the engi neering consi derati on of

| ocating buildings at the point closest to the steamplant. Surely we have |ived
with problens of reginentation for too | ong and nmust be ever on guard in all sectors
|eSt V\Eperpetuatethls pr0b|em The Digadvantageld

Let ne now turn to some thoughts about the di sadvantaged. Poverty nay be a | eadi ng
cause of nental retardation. This may startle those of you here today who | abori -
ously charted the famly histories of the Jukes and the Kallikaks in your high
school and col | ege bi ol ogy courses and came away believing that heredity was the

| eading factor in retardation. Perhaps only one quarter of the cases of nental
retardation can be traced to faulty genes, virus infections, accidents and di seases
causi ng brain danage before birth or in early infancy.



Today nost agree that many in this group are the victins of urban and rural sl uns,
soci al and psychol ogi cal deprivation in which they live during their fornative years
and takes away fromthemthe opportunity to develop fully their intelligence. Three
of every four retardates come fromhomes in poverty areas. Relatively few of them
seemto have been stunted intellectually by nedical, physical or genetic problens,
al though poor nutrition and | ack of adequate pre-natal and other nedical services
have contributed to this tragic statistic. Qher figures further enphasize the
probl em Three percent of the nation's total population is nmentally retarded, yet
conservative estimates of the preval ence of nmental retardation in slumareas of the
inner cities begin at seven percent. Poor famlies suffer mental illness,
retardation and nervous disorders at a rate six times greater than the rest of the

popul ation.

It is estinated that 80 percent of all children who grow up in what we call disad-
vant aged hones will test out as borderline retardates by the tinme they enter school .
The President's Coomttee on Mental Retardation, in its 1967 report to President

Johnson, noted that many children fromsuch homes becone functionally retarded during
their school years.

Wi t ney Young, Executive Drector of the National Wban League, translated these
disturbing figures into graphic human terns at the 1967 Annual Meeting of the
Nat i onal Association for Retarded Children. In describing the cycle of futility
whi ch faces residents of urban and rural ghettos, he said the poverty world of the
ghettoi zed Negro, Mexican | aborer, American Indian, Puerto R can imigrant and poor
white is "the breeding ground of as much as half of our mentally retarded peopl e,
the dull -eyed children, the juvenile delinquents, the dropouts and socially
unadapt abl e youngsters who drive teachers, |awrakers and governments to despair. "

Gimas all this nay sound, new know edge and techni ques in educating and training
the retarded give us the opportunity to change this unhappy pattern. Avail able

evi dence indicates that sone of the effects of social -psychol ogi cal deprivation may
be reversible. This means that nmany of poverty's retarded victins can becone
producti ve menbers of the community. They can grow up to | ead reasonably nornma
lives and to support thensel ves. Even nore inportantly, it neans that we can do
sonething nowto prevent many future retardates, to reduce the retarded of tonorrow

To acconpl i sh these goals, we nust understand how living in poverty contributes to
nental retardation. If | nmay be candid, the fact that so many of us do not know
what it istolivein poverty is a major stunbling block to the creation and inple
nmentation of the kinds of services that are needed. VW go into the ghetto with
our mddle-class attitudes and our mddl e-cl ass experiences and wonder why our good
wi Il and professional expertise is nmet with apathy, indifference or outright hos-
tility.

Unhfortunately, we do not talk the sane | anguage as the poor. W have not faced the
cycle of futility, the terrible overcrowding and poor living which are all the
ghetto resident can find. VW have not been frustrated by exorbitant credit rates,

hi gher prices in the ghetto stores than are charged el sewhere ... by second-rate
schooling and | ack of services nore readily available in better nei ghborhoods. Ve
have not lived with the growing bitterness that cones not only fromgrindi ng poverty
and limted or total |lack of job opportunities, but al so fromthe know edge t hat
children fromother nei ghborhoods are treated differently than ours when they get
into troubl e.

Frustration and anger are factors which overlie the poverty areas. But there are

nore specific factors which contribute directly to nental retardation. Mbst poverty
area nothers have their babies in public hospitals, if they go to a hospital at all
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Yet, 4-5 percent of the wonen whose babies are delivered in public hospital s have
had no pre-natal care. The | ack of such care, along with poor health and i gnor-
ance of famly planning, contributes to the high incidence of premature births
anong | owi ncone wonen. They have three tines nore premature babies than ot her
worren. Prematurity is a major factor contributing to nental retardation.

Children born in poverty are often born to nothers who thensel ves are poorly
nouri shed. The babies are often unwanted or born out of wedl ock. They grow up in
hones where there is frequently no father at all. |If the nother is working, the
child nay be left alone all day, in a kind of solitary confinenent to a crib.

It is not only the working nothers who are unavail able. There are those whose

probl ens make themenotionally unavailable to their child, those so lethargic,
depressed or just plain harrassed by life that they are incapabl e of providing the
tender loving care which a child requires for healthy enotional and intell ectual

gr owt h.

In such a hone, the parent rarely reacts to the retardation of the child, even if
intellectually able to recognize it. Such parents are usually so involved in their
struggle to exist that they are unable to provide their children with any of the
intellectual or cultural stinuli which are available to children of nore affl uent
parents. Many sinply cannot afford books, paints, records or toys. If they can
afford a television set, it may becone the child s intellectual parent.

Wien these children get to school, they are backward in | anguage and in the ability
to think abstractly. Too few teachers recognize this inability or are able to
translate their classroommethods into a context which takes this into considera-
tion. The borderline retardate, especially, becones frustrated and if not hel ped,
al nost inevitably becones a dropout.

R ght now, the nentally retarded i n such nei ghborhoods often receive | ess hel p from
public and private agencies than do the retarded |iving el sewhere. Hospital s and
health facilities are often |ocated in other parts of the city. Day care centers
and recreation prograns for the retarded are generally in niddl e class :

nei ghbor hoods, while institutions for the retarded are even further away. Public
transportation to such facilities is usually conplicated and costs too nuch.

What is needed is to bring services to those people in the poverty areas. Services
to the retarded nust be integrated where possible into the total package of expand-
ing health and social services which are bei ng devel oped.

This means a nmassive re-education effort within the agencies and groups w th whom
the retarded and their famlies come into contact —the schools, the police, the
public health services, the welfare departnent. Smlarly, the welfare worker,
encouraging a nmother on relief to take a job, should knowthat there is a day care
center in which she can place her retarded child while she is at work, so that the
child does not suffer further fromthe | ack of conpani onship and stirmulus during ,
the mother's daily absence. In the area of preventive prograns, there nust be

i ncreased parent and child health services, famly planning and counseling. It is
now recogni zed that much of a child s intellect is devel oped between the 6th and
30th nonths of life, so prograns conparable to Head Start need to be created for the
very young, perhaps at day care centers or on a pre-school basis in nei ghborhood
community center or library. Such prograns are needed to fill in the gaps of
intellectual and cul tural stimulation which exist in so nany | owincone hones.
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School s in poverty areas usual |y have fewer special education facilities and the
| east-trai ned and | east - experi enced teachers. Both the over-all instructional

I evel and the specialized training prograns need i nproverment to reverse the drag
downward for many children fromretardation-fostering hones and to hel p those
already blunted to nake the nost of their abilities.

The National Association for Retarded Children, the National Wban League and the
Fam |y Service Association of Anerica are about to join forces to hel p achi eve
these goal s by working together on a community level in several cities to pinpoint
needs and provi de the services —or see that they are provided. Theirs is a
denmonstration program Al communities having ghetto areas shoul d be doi ng sone-
thing simlar. A broad spectrumof voluntary groups and private and public agen-
cies working together is needed. Goups such as yours have done a great deal to
pronote the services that now exist. Now, you need to help in the effort to
broaden the services to provide an intensive preventive or reversal effort in
poverty areas.

V¢ will need to work closely with the coomunity action groups, through which the
poor are |earning to communicate their needs and achi eve sone of the progress they
hope for. Participation of the poor is essential, for they speak the same | ang-
uage, have shared the sane frustrations, and can do nore to spread the word that
services are available than can traditional health and wel fare agenci es. They can
enlist support, in terns of nanpower and bring pressure for expansion of services.

Too many people in the health and welfare field think that by raising sone noney or
getting an appropriation, opening the doors of a facility and announcing its
presence in the press and on the air, they will bring service to the peopl e who
need it. They are frustrated when the people fail to flock to the newfacility.
They forget that they are dealing with famlies whose |ife experience has | ed them
to expect that help really will not be given, even when it is publicly promsed, or
who are so frustrated by red tape and waiting lists that they have given up.

For exanple, in the South Bronx, a private agency established a group residence for
eight retarded teenagers so they could live in the coomunity whil e being retrai ned
and beginning to work for a living. By dint of great persuasion, the agency was
able to get alocal Yto accept the boys inits swimmng and recreation program
The next week brought nore of the retarded into a needed recreation program whi ch
al ready existed, but al so brought themout of the darkness into the Iight where the
agenci es w th special services for themcoul d nake contact and begin hel pi ng t hem

e key to providing service for the retarded in poverty areas is to establish
facilities within the area and to utilize existing facilities —schools, Y s,
libraries, and other avail able buildings —where they are visible to the people
of the area. The grapevine will go to work and will help bring in famlies who
need hel p. A community-based recreation programin an old hotel in Hartford.,
Gonnecticut, brought out a retarded woman who had been hi dden away for thirty-two
years of her life.

Another key is the utilization of personnel within the area for as many para-

prof essional jobs as possible inthe facilities. There are not enough specialists
such as teachers, physicians, therapists, social workers and nurses to staff the
needed prograns for the retarded. Trained supportive workers can take on much of

t he work now bei ng done by professionals. H gh school graduates and junior college
students can be effectively utilized.



The parents of retarded children should be involved in the services insofar as
possible. This can lead to strengthening the famly, making the horme nore |ivable
for the retarded individual and can be a nmeans of |lifting the level of the entire
famly. |In a project |I devel oped, a hone econom st joined the social worker who
nmet wth a parents' group in a retarded children's program She hel ped them| earn
nore about househol d activities such as sew ng, decoration, and cleaning while, at
the sane tine, they were | earning together howto help their retarded children.

R ght nowthere is a tremendous waste of people anong the nillions of retarded
Anericans for whomthere are no educational or vocational training facilities.

This is especially true in our poverty areas, where nost of themlive and too nany
of themw Il grow up w thout hope of a decent future.

By focusing our efforts on these people, we can achieve a great human triunph. It
will take a lot of effort to sell public and private agencies on expanding their
efforts, to garner public support for such expansion, and actually to provide the
help. If it means, however, that the malignant, intellect-stunting results of

poverty can be reversed and, perhaps, elimnated, it will be a nmagnificent
achi evenent .





