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’ . Foreword'

Mental Retardation 1s a condition with which we have been hwving since civihzation began Although
in recent years much has been accomplished to _:c._.mu?\. treat, and sometimes o.:.d,_:m.a certamn causes
of mental retardation, we are contnually learming that 1ts effects go far beyond present r:oE_Qamo
There s an urgent need o determipe-and present what s known m_gov. 391@_ retardation .oam<
TFhere s a paralte! need towdentify and acknowtedge thosé areas where true r:oé?aoo does not exist,

and only opimon prevails

In this book we attempt to ideAtify wiRat 1s known, and to present 1t 1n Such a mannk that mrxo:m -

associated with ot interested i mental retardation witl find it readily useable This work deals with

the nature and extent of mentd retardatton and its sociat implicattons It-presents information retatecy

to thiee goals Qf the Piesident’s Committee on Mental Retardation® minumum occuirence of the
disabthity, adequate and humane setvice systems, and assurance of full ciuizenship for those who are

mentatly retarded, ) ] . -

.

It 15 hoped thht this book will be fust of atl informative and authontative, and that the manifest
absence of knowledge i many ateas will prove an imcentive to seek facts that are presently lacking

The book should be a platform of present knowledge on which future directions_can be charted 4tis ~

. . P,
an essential prefude to the Commuttee’s forthcoming report to the President on the futuie autlook for -
those who are mentally retarded ¢ , .

- \

I wish to mﬁr:céri:,. the generous contnibutions of members, ﬁo:mc:m.:m advisers angl staff of the
Pom:_c.: s Commuttee The task group of Di Cecil Jacobson, Aurs Z.m:mm Alfred Weissberg, Dedyus
I.:EE ty, and Wilhiam <<__hﬁbh k are especially recognized i ! /

.

= James N Jufiana
. Chairman of the Task Group and -
Member of the Piestdent’s Committse /
. on Mentat Retardation
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Preface

\
Thesnation has been given a mandate by its President ** to chart a concerted effort to minunyze the

occurtence of [mentall retardation and to assure humane services and full citizenship for those who

are relarded .
The Piesident’s Committee on Mental Retardation is charged, on the eve of :wo Bicentenmal, to make
a major report to the President, advising him on the best methods for ‘ach.eving these goals

~
This book 1s one part 3/?: report 1t descitbes for each of the three major goals mentioned above

what can and what cannot be reported about the fevel of methodology an
- -

H

d accomplishment in the
-

Unmited States, in the year 195 -
. A

It s stated now, and will be repeatedly emphasized, that there are many gaps in avaitable information.

While recommendations are not within the scope of the book, the need tor information to be readily

avarlable s stated as a uwsmi Effective progiams cannot be operated f major ,questions go

unansweted ;

k3
It <<c:.:_ be maccurate to statesthat the highhghted gaps always represent ::_u unknown o1 the
unknowable Each piece of infprmation presented here represents the best of E:& could be obtained
fiom what m_lm. called, i today’s language, “information retiieval systems ** j.oﬁwo n the field have
done murh more than can be reported here, but documentation of these facts has not been collected

i a central reporting system .

Apart fiom the three 52..;: areas of otcurtence, services, and citizenship, each of <<4_v_n3 1s discussed
In a separate chapter, two other questions are discussed what is mental retardation and what are the
costs of mental retatdation? The first question serves as an introduction The second, although
placed at the end, 1s not a summary, butraises questions that must be answered as the nation works

to meetats objectives . -
Al

The mformation presented i this book should seive as a baseline for monutonng present

crcumstances and as a departare pommt, indicating future change

L0 ~ .
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How Has the Definition of Mental
Retardation Evolved?

-

Mental retardation refers to significantly sub-
average general intellectual functioning (two
standard deviations below the normal) existing
concurrently with deficits in adaptive bebavior,
and manifested dunng the developmental
Um‘:oa.- ﬂ

.__,_:m _w:;m&m::.:O:maooaagxnrm, >3m~vnm3

Association on Mental Deficlency (AAMD) on
advice of its Task Force on Classification and
Terminology headed by Herbert Grossman i,
1973 It -1s the latest 1n a series of efforts to
define mental retardation These efforts are
certain to conynue ,

I 1846 mm.3co_

ndiey Howe defined ““feeble-

minded”  personsy\ who level of

ncapacity from th
simple individual o:.
of _0830309 m:g antmal action, to

v

renged 0
e with reason enough for
nce plus normal powers
“mere

-

organ 1isms.”’

-,

In 1914 Henry Goddard subdividad :5 *feeble-

3_3?1 " agan U<.;c@:€ of :nacmo:/\. inted”

““motons, imbecdes m:g whots”’ N

In 1941

ciengy’” as (1) mon: incompetence, (2) due to
mental m:::o::m:m“f {3) which has been de

velopmentally arreited,

Edgar Dpll defined ‘mental defs

(4) which obtains 'at
matarity, {Bkis of! constitutional ongin, and

(61 15 essentially _:nw:m::,

I 1958 Seymeur mm:;c: ard Thomas Gladwin

aecepted those persong
with  bram

which applied to

Doll’s defimtion for

damade but proposed
4

another-

ndvidaals who almost

invariably come ro:: the lowhbst <ocial classes

and whose low [infelhgence test scores cannot

be consiceted a reflection of mtellectual po

tential

2

\

.
0

-

i

Y

In 1959 Rick Heber prepared for the American
Association on Mental Deficiency (AAMD) a
“"Mental
erage general intel-

lecdsal functioning which onginates Qc:zmw:m
" de prnental om.:oa mla s associated <<_,:.

irmant of adaptive behavior ** Subaverage
functioning wag, er:maa_: the language of

definttion which Snm:\ma,_é_am use
retardation refers to suba

< statistictans to mean anyone more tharf one

mSJQm.Q am<_mLU% below the normal (1Q ap-
n~ox_3m~m_< 84 and Um_*os; It included a
" and labeled

group called “"bokderfine retarced,’

successne degrees of :jnm_:dme .as mild,
moder ate, sévere, and qu*oc:a mental retarda
ton
In 1973 Jane Mercer tned to define Bm:S_
retardation in a chfferent way, from what she

- called the
than the “‘clinical perspective
mental. ietardation an_. “achieved status 1in a

“social svstem and the role played by persons
holdimg_that status ”* One could, therefore, be

cohisicddered mentally retarded and labeled as

“social “systems perspective’’ rather

She considered

such even though not meeting all the criteria
required by the AAMEO definition.

H

See references 30, 36, B0, 72, 77
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ﬁ |  Two Views of Mental Retardation .
- \- i ,A 7 - ’ V\ , '
) Clinical Petspective b e Social Systems Perspective |
. * R ¢
P ,
I — 7 . .
Imtelligence 1s an entity*that expsts independent M “Intethgence 1s relative ﬁo_ﬂrm Soc:mmdwjﬁ of
R . RN .
of cultyral setiing : £ the patticular social system
.. : ! g
- . N N .
" T T
; | . T .
o _v t A
. ‘e I .—l
{ he s o il
H_one is retarded according to standard statist One can be “retarded” for some systems (e g,
- y ] -
Lal or medigal tobls, 18 iswAtarded . : school)l and “normal”™ for others le g, family g
- : ~_ ) hfey ., ‘ -
. ! "R N
+ ! 0y — e
T, N - E -
, 4 T ,
T m— : "
A chimeigit tan detpct abynormalities not ap A mm;g:_%pos f.::w‘ﬂ be undetected,”” since an
! . . I .
parent ta laymen “hese gnsedn aboormahities R ndividual s retarded only by virtue of being
- - -~ - ‘
can be proot of retardation] - i) labeled as suchrin a particular setting
* ' 1 . A ¢
5 o T .
-— .n_ The number of people labeled retarded in an
The real number C?ﬁ?::T; people I an area "
<, . area s determined by the social structure of
can b screntihieally detegilined without consid N - -
a , | that areg (e, what is expected of persors, how
ering the area's socral*struciure
n.,. : ; , - much, ot how well, isdifference tolerated?) .
~ ] ‘ - . ~- «
: : Addpted romg Nerce™ J R Label ng the Mentally
" Reth aeid Borkatey, Cal‘crna Usiversity of Cah
N oy ' for s 1973 7 .

[

. ’ ‘
¥ ~ -
) , " % R
. LN !
. . {
i N
.. .. .
~ .
. _ - .
bl
P . h
\ ¢ -
- . )
. . - s ®
s B
I i //\
- ‘ :lft
P ¢ .
. 4

\

Also in~ 1973, the Grossman ccmmittee mocd-
ifted the earhier AAMD defimtion, this time
elimmnating the “2ategory of botderline retar-
dation and placing the upper 1Q hmit of mental

,rmnmam:o: at %Uﬁom_BmS_,\ 70 {depending on
which intethgence test 1s used).

As a

vatiety

This defimition s not fully apphed

consequence, practice ~follows a ot
definitions, some of them different trom the
formally ostablished ongge This _u),ﬁm,:ﬁ:_.:_«\
true n the areas of requlation and service

See references 50, 77

E

O

IC

Aruitoxt provided by Eic:

v




How Has the Defimtion of Mental
- Retardation Been Approached?

Undartying the ditferences i defuntion pre
sented here are approaches from  different

scientific frameworks

From the biological or medu al  viewpoint,
mental retardabon hay been seen m terms of
pathology, or  sickness which  difterentinges
mchividuals in therr physical make up and fung
ton from the charactenstics of the normal -’

inchvidual

From the educator’s viewpoint  the mentally
retarded mdhividual s o concern when he does
not respond, to the usually su@esstul methods
ot mstruction i se e hoots This has fed
10 the stenstreal focus, whih attenpts (o
classify individuals according to intellectual
potential and  thereby  predict the hinuts of

futur success o evement

As _::::Tzv._ soentific concerny are s socetal
attitudes have/ been qust o unportant an the
devetoping defimtion of mental retardation As
evidtend e mounted that mote retarded peesnns
woere found” o certarn ethe or aincome
grouns and me certam geographical aceas, pres

tefimbions of

sute was exerted to e examn
tetardation  to  determime  whether  the con
sequences of deprivation were being confused

with constitutionat disabihity

There temam nesolved detuntional questions
that are under vontinung gty

Sae 1eference 22
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LY
to ase one’s mind for
] gurnneg, ot _-.::._::9_.:2 o

well as somfone wifo 1s “normal,” as a _:,.f:: of

and 15 Jdetermined by responsps Lo

he fast attempts to meature antethgende
¢ ulchren by Binet and Stimon oo france o 905
were brought to the Unitdd States .::_...x
tended Around 1915, Stern and Terman pro
posed  the “intethigence  quotient” {1Q),} to

< T mental age

compuite 4 che as revealedton

the tests, with his chionological age By dividing
]

mental age by <chronologieal age and mgits

plying by 100, a numbey s acdhiever)

individual’s 1Q Subsequently, o wide tang

developed  using ether methods for abta

an 1 The moL widely used s the We

hoen

ﬁ.._::...:.:_;.C_.._:7::__:
The average score on antelligemsee tests A

w o far above ar below thes nomibwe ::....::...
scote falls deternunes whether he 7or she s
payehometncally boght”  or 4%*:.___._:./\. re

tatdded

The tollowimg chart show . the major fevelds of

qes that apply
-
to rach devel brom two wldely vsed inte

mental retacbiion and the 10,

e

test,

A “~ !
L3 = :
Obtaned Intelhigence Quotent
Level of Mental Retardation Stanford Binet Wechsler .
(Bordedine)® (69 84) (70 83)
Ml et LY 68 Hh (0
Modecate 6 b1 40 b4
Severe 20 36 25 39 :
Y .
Protound 19 and*below 24 and betow
. .
“CBordethne” fiqures are groen Biere for comparson Since the
Ametican Assocration on Megtal Deliciency adopted s 1973
defintraorn persons sconing m 3‘3 range are oot considered
mentally retarded
“ -
- 4
—
There are o number of prevahog coticsne of
intelligence tests today
o They are based on the volues ol white
- mrdddle closs peraons andd e theretore not
N perhinent o persomny of other coltures
o They meaa athwvement based on ot
. ferences mooppartumity to dear tather than
native mtelhqen e
e They e used arhitranly  as o means for
- excluding peans of mmonty caltates fron,
appoltunities to learn
- .
o Thiey e over sanphfied reflector ot complex
andh nguoe haman charactere ey
C—~—
See references 30, 50, 77 : )
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What Is Adaptive Behavior? How Is It
Measured?

+

Although measurement of mentat retardabon
was fist concerned withhintethigence especiatly
with mote severe forms of retardation, deficrts
i adaptive  behavior  are  the  farst
indications of g problem Simply stated, adap
tve behawtor tefers 1o the way an individuat
performs those tashs expected of someone Tas
age e his culture For very young daldien,

expected bebaviors  ae deessing  cating with
utensils, and acceptale todet tramng (Older
childien are tsually expected to go to school
and advanee i grade, be able to haitdle money,
tesy onsthnfity  tor household

and  take some

chores  Adolescents are expected to develop

independent socnal relationships cope with

thes  sexual development  and begin to earn
money  Adults are expected to be capable of
adequate performance na job or the manage

1Y
ment o a0 householbd

Since Heboer s defuntion of mental setardation
was adopted by the Amencan Assactation on
Mentat La59,

creansed to develop an accutate assessment of

Debhciency 0 attemp . have

adaptive behavioo

Some well r‘_::<: measatres i ouse today are the
Apga the Vineland
Socal Maturity Scale the Gesddt Developmiental
Seales  the AAMD Adaptive Behavior

i

test for oewborn anfants

Seales

nd the Denver Devdlopmental oo Test

satnend

1n turope, the Guobiog Poogoess A

Chart s very widely tsed R

A
esures of adaptive behavor ty e by depend
aho know the

on the qudgments of people

achividual bevng tested o on dhrect obueiva

tion by the tester Because the hehavior to be

N

fated often cannot be seen under “labolatory
conditions” (ot example, a person’s abdity to
use public tanspottation), tests are often ume

caonsaming \

HSome persons have cnicized the ._<._.:.:_.. tosts,
saying that they do not adequately” adcount for

cultural ot greographic differences that would

make for diflenng expectatons ol “normal

behavior

Lo
With the excepbon of the child developmeht
chimcs sponsored by the Matepnal and Child
Health Service of the US Pubta

vice  adaptive behavior measurement has not

Health Ser

yet spread far beyond the insttubions, where
took Mont

chabdien referred 1o these chines tor evaluation

much  of 1y development place

ate rated for both ntelhgence and adaptive

hehavior, and both scales arte considered u any

dragnosis of mental retardation

See references 50, 77, 118

-
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How Are Ratings ' Intellectual
Functibning and  Adaptive mm:m,\\\mbq ]
Related? '

As tow 1Q predictive of |adaptive bghavior

farlures? The answer s mdefinite Wy do no

know

PN

I3

New Patients in Maternal and Child Health Mental Retardation Chinics
by Intelligence and Adaptive Behavior Levels, Fiscal Year 1972

Total Deterimined
Na Retardation
Borderhne

~ Moderate Retardation
Severe Retardation

.

‘

_:S:_ao:nm Level

i “Number %~
+ 22,728 1000
9,026 397
4,886 216
Mild Retardation < 3,955 174
2.621 15
1,508 66
732 372

2
Profound Retardation

Adaptive Behavior Level

Number %
Total Determined 18485 _ 1000
No Retardation 7,100 384
Level 1 (Vhid) ‘4,152 225
Level 2 (Moderate) 3,272 177
Level: 3 {Severe) . 2,348 127

. ’

Level 4 (Profound) 1613 .« 87

*Does not total 100% due to 1ounding A "
. 'y -
Adapted from U S Department ot Heaohih, (2% 14
ton and Weltia Chiddren Served i Mentol Fetarda \
tion Choe Fascal Years 1970 1972 Rockville,
Maryland  Maternal and Child Health Service 1973

The last year for which data represented in the
above table were availabde from the Maternal
and Chatd Health Service s 1972, when the
pre 1973 AAMD .:.....::.::. of,
retardation was  me o use For that reason,
_.c_rﬁ_::. retardation s sull hsted  as o
category  Simce difterent numbers ol pegsons
tests,
between scores cannot be drawn

There s no avatdable informatio v on the distrs

mental

were  giyen the  different COMPANsSoOns

hution of mentally 1etacded indviduals who
have been adentufied on the basis of using 1Q

andd behavior tests combmed

See reference 108

~
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How Are the Numbers of _Sm.:m__<
Retarded People Determined? -,

This 15 a question of eprdemiology, th e science

of determining the amount and distribution of | Persons

. \Po.,.f:o the
/ Population

/

a condiypon o1 <hsease i a given population
Menta! retardation 1s a condition, not a dsease

Two measures are used

o Incidence refers to the frequency ol ocou

rence of new cases of mental setardation i a

population duning o designated time mtervaly - Two
Questions concernmg incdence usually  die Peor
>
relatedito prevention Year
« Prevalence retes to the proportion of pefsons
" a population who are considered mgntally
tetarded at o given bme Prevalence iy impor
tant i deternnming the need for ST
What Is the Connection Between _:nT_::oz and §
Prevalence? :
The inGdence of mental etardation ultimately
) -
detormines th prevalence of retapdduon The
following table shows the eflect of ngurlence on
4 One
prevalence  under  chifferent conditions Thas
W Y Per
table (Hustrates  that even of  occutience of
Year
mental retardation were tgs be preventéd within
the next ten years, therg would stll be nedgd to
provide mcreaang amounts of servica in! the
unmediate future -
1

v -
T -
. - .
" ~ \\ v -
’ An Hlustration of the Effect of Incidence on Prevalence
Yew 1, Year B Yeuar 10 Year 20
Incidence 10 Per Year | Inadence of.; Yeur Incsdence - 0 Incsdence 0

ceseoscoce .9000000000 | 000000 cc0e | 900000000
- 0000 sc0000 | 000 scsee
eee0es0000e | ec00cc0csee | D000 -
scecse eseccccsce
- . sseceoce
Prevdlence - Prevalence = Prevalence = Prevalence =
10~2=-8"* 45 — 10 - 35 65 — 20 = 45 65 -- 40 = 25
ecseccsosce 0000000000 (00000 0}000000.
0000000000 ([ necoossese |[00cs0sscesse
0000000000 [ 0000000000 ([00s00svosoe
0000000000 ([ 00deceseee |[s00c0sssee
ecocsccecee (oo
scceoe ’
Prevalence = _u.:‘éu_a:ncu Prevalence - Prevalence =
10-1-9 45 - 5 - 40 65 — 10 ~ 55 65 - 20 = 45

e one mentally retanded person

for purposes of the itlusteation, 1t s assumed
that the merdence drops m the fifth year ta hatf *
and iy the tenth year to zero and that the rate
ot persons leaving the population s constant at
cither one oo two per yeat

How do people leave the poputation? By death
(medical atientation) or ceasing to function as
mentally  setarded  (psychological, educational
onentgtion)

O
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What Is the Incfdence of Mental
Retardation?

There are no methods curgently available to
determine the true incidence of mental retarda
tton  And 1t s incorrect to speak of “the
as f 1t were a fixed, unchangeable
rate The number of persons who will suffer

mcidence’

impanments o adaptive behavior and demon-
strtate signtfrcantly  subaverage nteltigence 1s
highly A.Ecw::m:,» on such factors,.-as cu-
cumstances of 7@._,.2:2 and buth, adequacy of
health care, econamic conditions, and family
crcumstances. Consequently, questions about
mcidence are related to prevention of mental
retardation

Obvious'y, macidence and prevalence wall be
signiticantly determined by the avay in which
mental tetardation s defined

Some factors that congzbute to difficulty n
determinimg  the angidence  of  mental

retardation are these

o 1t 1s not possible 1o dentify in every case the
cause c.o::.:_.__ retardaton  Therefore, n
ﬁ:_..._:‘.. cannot be determimed at its source

« In only the mmonty of cases can 1t be
determined at buth’ that a person (s, o1 evet
witl be  mentally :..r::.i. or that, having
been wenufied as retarded, he or she may not
at some time cease to be so regarded

o Most mentally :.r::c.m persons _are st
dentified ot five or ax yedars of age when
they eater for attempt to enter) school and
are sabject to mntelhigence tests

¢« Nany clplghen, classified  socio culturally -
mentally A.....::.i\ are not mentally retarded
at buth, but begn to show deficits m
func ttoning after they begin schoal

€2
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What |Is the Prevalence of Mental
Retardation?

-

We are now at a pomnt of being runable to
establish the prevalence of mental retardation

~ This 1s one of the serous lacks of nformation
since prevalence determines the need for ser-
vice

The answer to this question really has two
parts: one fanly well agreed upon, the other
shrouded in controversy

A recent summary of oc:_o.ﬁ_o_oc_nm._ surveys
that were conducted the United Stateg
*concluded that rate 1s 0.3
percent for “severe’’ {actually moderate, severe,

in

the prevalence

and profound) retardation For the most part,

the diagnosis of mental retardation for these

s inchividuals be confirmed

> «%e » o

can medically

) .ﬂio:m: detection of physical signs associated

- with ‘méntal 1etarclation), psychometnicalty, and

through deficits in adaptive behavior They are

os<_~u.h_m_< retarded,” and  usually  obviously
handicapped as well Eprdemrological studies in B
countiies tend to on simitar

other conveige

findings

When mitd mental retardation s added, consen-
The
total prevatence figure

completely  breaks down widely

three
used over the years is now being shown to be

sus

quoted percent

affected by many factors, including

v

« changes in definttion ’of mental retardation
« ways of identufying mldly retacded mdwd
uals

o confusion with respect to what constitutes

socto-cultural retandation
;.

.
It s panted out that at any given tume only
1
one percent (including all levels) are <o wdenty

fiedd The discrepency between a statistically

10

- -—d
Predicted Prevalence of Mild Mental Retardation .
Number Mitdly Retarded 1100 000) in a Nation of 200,000,000 Persons
28 i 2,800,000
26 . IO
. w L] ooo
Nb ......
22 . boocece
20 i ) . ° oooo s
*
18 , O
‘_m * & o
Jb . * & o
1,200,000 1,200,000 ’ " le%e%e®
12 < 3O
10 * SO
*
8
6 600,000 .
4 . 400,000 .
v v W *
2 50,000 50,000 0% 2" 200.000 .
0 (7 7 7 AN .
20 — 24 25 and over

Age Groups

Legend

\\\\\ Using 1% Prevalence
E Using 3% Prevalence

O

Some

Adapted trom Tarjan et-al "Natural History of

Mental Retardation :
Amer

191

Aspects of Epidennaiogy

in

tournal ot Mentst Debaency, 77 Ulanaary,

See reference 100 .

predhcted %:E. peicent and the actual one

percent adentitfiatde s demonstiated by the

accompanying diagram

Tarjan and associates estimated the differences
between stanstically predicted prevalence of
mitd mental retardation assuming early identifs

ation of _21&2:“,._ deficit {2 5 percent), and
climcab Wentification using the Heber definition
table 1t
manifest that the majonty of chifference in the

{75 peicent) From the above 15
estimates 1s accounted for by the adutt popu
lavon The estimates for the school age popu

lation are dentical

Among possibihities sugqgested for such  dis-
crepancy are that persons identified as mitdly
retarded i childhood cease to be retarded as
adults, or that such persons remain a .m_,So
unidentified group i need of services Further
eprdemiologrcal study 1s requied to explain the
“dhisappearing retarded’” in the adult age range

O
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How Has the vqmé_m:nm of Mental
Retardation Been Studied?

A six-year long survey by Connecticut’s Seaside
Regional Center, using the Heber-AAMD de-
finition of mental retardation, supports the one
percent estimate. Of about 338,000 people in
that region, only 2,587 persons, or 0.8 percent
of the popu'ation, were a_mmsomo& or had ever
been diagnosed mentally retarded.

Additional support comes from the Grossman-
AAMD deéfinition of mental retardation (1973)

The changes resulting from this new defimytion
were shown in a Riwverside, Cahfornia study.
Using the pre-1973 defimition of Heber, preva-
lence among school age children was 347
percent Using the new definition, 1t was 097
percent  Differences were especially stiiking
when tests for Mexican-Americans in the area
were changed to reflect cultural and social class
differences

- L2

Y

Mexican-
American
Children

N

.

Prevalence of stﬁ&amﬁmam:o: in Mexican-American Children (Califorma)
Using Different Standards

[ ] ~ (] ]
\ ~ \ .
e
o £
14.9% 6% 1.53%
Mentally Mentally Mentally
Retarded Retarded Retarded
/11 . /1 /l
Intethigence Adaptive Culturally
Tests Behavior R N . Adjusted
Tests B Tests
Adapted from  Mercer, J R Labehng the Mentally
Retarded Berkelay, Coldornia Unwversity of Cah
forma Press, 1973

Those children who were actually classified
m échools {and not all who scored
retarded n the clinical survey were labeled)
were to come from poor
families than those who were W*G_._u_m but

escaped the label

retarded

much more hkely

n annd  that
defimtion  excluded

It should be bo'ne while _the

Grossman-AAMD

former “bordeilme” classification from the
definition of mental ESZ_MJ_O:_ it does not
mean that such individwats are fiee from

problenfs of learning and social adaptation or
that they do notsequire appropriate supporting
service

See refeiences 24, 50, 77 .

—_
—_
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#®  What Is a Handicap?

. .

- There s no clearcut agreement among profes
stonals 4s 1o what constitutes a handicap
Different agencies define the term according to
then needs  the Social Secanity Admimistiation
concentrates on employability, schools concen
trate on educational performance

The recently gormed Office for Handwapped
Individuals (OH1) of the Depatment of Health,
Edudation, and Weltare defines a handicapped
person as an dvidual who, because ot a
pitysical o mental disabihity, s gt g disadvan
tage m petformmg one or more maor  life
activities  {imcluding .&31:::_:_?:_::. move
ment,  employment, educatron, »:‘:;:NM:_G:.

and self care) - N

Lach of these major hfe acuvittes 1s viewed
relative 1o the atohities of a-non handicapped
perqon, and each must be taken separately  For
example, someone myaght be unable 10 commu
::”.:\1\%: but be perfectly motnie

NMentalb retarditione awhen diegnose d, .u Iy
et

frequently  than o the generasl popidation

o o handcanmina conditior Much motre

tetarded persens Bave additional physic sl oL
erobronal prot leme secere epoungh 1o constitute

Prardic

ngce gt by themselves

4
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Additional Handicaps of Any Kind

2

’ ) ) a
§ Free of Additional Problems

With at Least One Additionally  *

> A -
What Is the Prevalence of rAssociated i . -
Handicapping Conditions in Mentally ’ .
Retarded Persons? .
in a 1971 nationwide survey of Um_mozw {both .
in community segtings and residential facilities) ) :
labeled Bmzﬁm__&«ms_‘mm? the following hands- - ; ‘
caps were found . ’
Prevalence of Other Handicaps (%) 1n Mentally Retarded Persons )
v
No Paruial - Sgvere
Funcion Handicap Handicap Handicap Description of Severe Handicap .
Ambulation ¥ 57 8 324 99 Alfle to take few steps with hetp
- - or totally unable to walk P
Upper imbs, ° 575 342 82 - Unable to hold large objects or
gross motor control _complete lack of muscle control
Upper limbs, 56 1 349 90 Munmmal use of hands, cannot use
fine 1yotor control eating utensils
Speech - 451 334 215 Can possibly communicate needs or
wants, but uses few or no words
Hearing 850 115 34 Funct.onally o1 totally deaf, ’
. heating aid partial or no help '
Vision 733 209 - 59 Minimally sighted {uncorsectable)
or fegally blind . '
Setzures ! . 823 151 27 Severe serzutes partially contiolled
{emlepsy. comvulsions) ’ ) ar uncontioltable
Behavior, 68 1 357 63 Adjus tment not possiblte in, home
emotional disorders ) . envitonment abmormal SZWEEOT
’ N __,:.c..:EM to setf or others
Toulet : 775 1072 123 Deperdent on others, wrc..::\ tolet
traimng tramed, o ,d.n: tramned
Percentages may not add to 100 A._.:. to rounding o ‘.

Y -

\
Adapred from »,::h.m, 3

W W oand Derr, K £ “Suivey

and Analysis of thar- tabihitaticn and Rehatnlitation

N

Status of the ?:.:nﬂ

etarded with Associated Han <

. cheapping Conditons © Washimgton, DG Department .

of Health, Educition, and Welfare, 1971

Handicapping Problem

-

;o

With at Least One Severe

Additional Handicap .

2
I
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Prevalence of Chronic Organic Conditiopg (%) What Effdct Do These Additional Im:n_nmum
in Mentally Retarded Persons Have? \ . .
x , Im:n:nmvcmswfﬁo ditions act Q,:,:c_m:é_«\~ e,
T the inability to do one majoriactivity may himit

Percent  Chronic Organic Condition participation in - others. For example, the
68 9 No (hront :n_u;;: o condit gn mentally retarded n@;m_ who s DOﬁ..(.ﬁO__mﬁ
6% . Chroeme upper tespiratary problems trained 1s often excluded fiom special educa-
08 tion classes

34

49 Lot obesity O severe chrome anenig In part .WMMUmCmm of mﬁ_m.. \mr.m Developmental
21 Ci ,..\,:f S0 handicad Hacial dhisf E:.._jmzzf ities P%m ‘.Ummmma 0. 1969 1t was
54 Dent sl or orthodontic conditions = recognized that similarities and overlaps exist
17 Clett palate or oral de formiry - amorng BE:m_ retardation, epilepsy, cerebral
34 Metabi. o e disorders - palsy, and oﬁ:mﬂ neurological handicaps Sup-
29 Skin port for pgojects *o_ ,ﬁ_ of these conditions was

CH - brought under the same funding mechanism

v.); e dors ot uasl 100 persons

We have only mﬁ::mmam of the number of
persons with two ot: mote developmental dis-
abilities, and they <m:.w< widely, e g, estimdjes of
the presence of Bnmim_ retardatign  among

sometimes had mor than one combition

G 14086 mdiny

persons called v arehthr o mentally retarded’” were

The  sample s Some

mctuded - cerebral palsied children have 1anged f-om 15

to 70 percent Agaih, information s lack:ng in
this extremely ::Uofm_:. alea

, .<<33>U055m bmd_::mm oﬁgmsﬁm__,\mm»m_dma
‘ - £ Persons? F -

Stuches such as wra one on the U:,.Socmv pade

An,

show the UBS&m:nm and effect of additional
handicaps :

- No A_mr::_ﬁz studies showing the effects of
positive and Simm:_:m assets of retarded mndch

\..,\

. viduals have been found Yet there 13 clrnical

evidence :m: many mentally retarded persons
“ have m<cqmm~c or superior abilhities In different
! areas j:%o 15 also evidence that most retarded
persons _Wm<m highly varniable “profiles,” being

See S&S:nm 25 cﬂoﬁ_o_mom in_some areas, deficient in others
¥ - . My hd ‘
4

The absence of information on the capabilities

of mentally- retarded persons represents a major
gap in current knowledge.

See references 6, 22, 25
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What Is the Goal of Mintmum Occur-
ce of Mental Retardation?

Simply definad, mimimum occurrence of mental

tetardation
o)

the reduction of the In-

retardation, and the

Stated as an objectivefor the nation it has been

saied —

of this century.”

o2

\vqu/zo pal Statement,
November 16, 1971
/«

What Are the lssues Involved in Mini-

mum Occurrence of Mental Retardation?
L]

T
3 -
There are two _jm_o.“ ssues the ghscovery of
causation and the application Of preventive
measures

With respett ﬁohm.cmmbnwm {etiology), if circum-
retardation are
known, ﬂmgma_om can be mo_._o_i and preventive
strategies developed. There are more than 250
known causes of BmLS_ retardation, or diseases
and condittons so mmmonSQ with the later
development®of retardation as to be considered

probable causes.

stanzes deading to * mental

The causes cover the rtange of hereditary,
tmological, psychological, and sociological deter-
minants of hife conditions and development
They include chromosomal-genetic mfluences
denved from hetedity or physwology They
include diseases, infecrions, accidents and the
physical neglect and mistreatment of chitdien
And they include the slow, sometimes subtle,
influences of the physical, psychological, and
soctal environment which may influence the
development &f mental retardation through
deprivation .

Because cf the problems; m estimpting the
insidence of mental retatdation stated earbet,
that portion of ncidence attributable to 1 fen-
tified causes 1s not yet Known .

.
Prevention  depends on known  etiology ot

smpinical discovery and tts application

Where kaowledge (s relatively clear cut, as will
b shown i the mstances of rubela and the Rh

factor retardaXion attributable to sach causes
can be reduced or nearly eliminated by devel
oping vadespread  avatlabdisy and use of of

Y

foc twe preventioe techno

- t .
Since there -is difficulty 1n measuring the
occurrence of mental retardation, progress to-
ward the goal of reducing it by half in this

century cannot et be assessed.

-

See reference 50 - -

O
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What Research Is Being Attempted on

Causes of Mental Retardation?

<

Twelve Merital "Retardation Research Centers
sponsofed by the National Insutute of Child
Health and Human Development (NICHD)
through 1ts Mental Retardation Branch, devote

their fyll effort®o see<ing causes and remeches
- for mental retardation. NICHD also supports
independent research not m.&_:mﬁm\,_ with these
centers, and the taming of 2@4 scientists

Various other qovernmen* agencies - the
Maternal and Child Health Service (MCHS),
the Divison of Developmental Disabtlitres
(DDD), the Bir au of Education for the Handi
s capped {(BEH), ind the Nationa! Tistitute on
Neuroloical D wwases and  Stroke (NINDS),
among v?..w}, nelp fund research” on mental

. retat-1ati o
€

. -

Ut versity department, of qeietics obstetncs,

N
pedhiatr.es, edhiie m00,. Osyvhalogy  and soc

ology contiitut oogquisthy . to the soarch for
LN

Caises .

The ringe and . lume of the sesegieh $ffort,
and  the gmou "3 of Lublic, philanthiopig,

roversety o and e
- ~ -
. are ot known

S went o resemch
>

~

Kl Y ~

Sep re forences 31 44 50 52, 03

What Means Are Available to Prevent
Mental Retardation? -

They can be grouped according to time of
application. ,

Pre-Conception

« Genetic assessment to determine potential
chromosomal-genetic risks in pregnancy,

e Timig and spacing c*.uﬁmwzmzo_mm through
famity planning strategies, .

« Adequate nutntion for women- of child

bearing age, and .

s

« Immunization
During Pregnancy.

e Protection of mother and fetus agamnst
- disease, L

e Proper nutrityon,

« Monitoring preguancy throygh medical supet-
vision,

+ Use of amniocentegys to determihe the con-

dition of the fexss in high 14k motaers, and

« Parental cheuce Hf tprmnation of fegrancy
when amniocentes’s confirms that the fetus 1s

>

defective

At Dehivery

Mechcal supervision of defreny in § howntal,

including -

o Screening for condittons causing mental re
tardation to determine newborn childien at
risk, and taking inchicated remechal action,

e Protection of Rh  mothers with gamma

globuhin within 72 hours of delvery, amd

o Intensive care of children who are born H or
premature

; . )
- .
N - A.
In Early Childhood ~- . A -0 . .
- - e}
» Proper nutnition for nursing mothers and: qu r
infants and very. young children, . 1 ,
« Dietary management of metabolic ooaa_:o:m. -
leading to mental-retardation, . | B ) .
« Removal of environmental hazards'such as -
lead-based paint; and -

« Early social stirulation ard edudaten for - - .
infants and youhg chifdren who are at nis of
developing mental retarcation {for pre--
vention) and for chifdren,who exhiit’ eatly ) .
mental retardation {to lessen handitap) -

Tris chapter  disqusses” selegted diseases and
corthtions assoctated with _.jr:ig_ retardation, *
and what _ﬁ‘jm_:c 10:? y tan be done, 10

_r..?,c: thetr occurrence 4 ‘

. -

w
%
>
3
z
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What Is Meant by Chromosomal Genetic

Causes of Mental Retardation?
£

-
v

Lach

chromosomes contaming the genes which are

cell an the body contans 23 paas of

totransonat charac ter
The

mtiesited

the beological elements

stics from ta th

Cogenetation et

chromosomes and  thernr genes are

equally from cacl parent and when combimed
the the
chitd hos ahienite d teom hag o The
. the imtlaences ol
_::T,.

i cells ot the chvbd constitate what

1 pareats

chromosomes and genes

the o ovitonment  determine buny one

foel, and hehoves

Ihe Chromosomal composition of a typreal celt
ivreferred to as o cnyotype which soallustvated

am Microscopi

by the accompanyi

cxamination of .chron osomes i a specthc cell
of a hiving person when the chromosomes are

atangesd oo speabic order ustrated by the

kary otyne poeoit determpnation ot ditferences

from  the nornal o so called cheomosomal
anomalies

These e ys may be the abnence ot part ol o
chiromosome i entite hiromocome the

presence of mote than the normal nomber of
ol
(%

chiromaosome. the excha

ot Koot parts

thromaosome from i ferent  pas

Cavionably, normat enclvee gl e wito have

an exchang (translocation) ot matenal be
foren o Chromosomes P anomaly s a
O 1o detecty whach iy ocoonr i o ten

Lot o such individuals nd torms the bhoar, ot

Conetre predic trons ot Mmook RN
etarchation

Crrvotic o harges Come o dueo, e s bk
tine thoy hetp ottt . toy
ttere wen 0 chobidren bewo te o ot
dthoent ayp ot her bt oy oves b t

0

- 8

parents  of  chikdren with chromosomal It s estimated that o the United States

abnormalities show notmal kay otypes inevery chid m every 150 to 200 hive bieths bas a magon

te et single gene or polygend anomaly, ond g Large

puimber have nunor anomabies The relationstup

Defed
tange

ty atttbutable to Chrg mosomes aad genes

of these anomabies 1o mental retardation s not

lrom those based .on a sigle gene 1o

Hearly understood
those ¢ 4 o

that are polygenic {marty genes involved)
Only chromosomal disorders can be dragnosed

from analysts using kary oty pes See references 31, H9, 60 74, 78,102,106, 113

Diagrammatic Representation of Chromosomes,
Normal Karyotype

1 ? 3
Group A

q H
Group B

it A

? 13

i

6 / ¢

Group C Group D

S 16 17 18 19 20 21 27 X Y
Group b . Group § Group G /hb»\«u_::_::,:.:\/
N T e L S TN L R T AT A et e oo
Pt et ¢t P R e e O e e 1974
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What Is Down’s Syndrome?

Down's syndieme was” discovered in 1844 hy
Sequin and s named after tangdon Down, Wwho
reported n 1866 on o number of mentally
retarded ¢ vildren who had a charactenstic facial
appearance Not untl 1959 hd [ ejeune dem
onstiate that Down's syndrome 15 associated
with the presence of an extra ::c_:cn.o:w_.
Since then, other chiomosomal rearrangements
{(some  hereditary) resuling an Down's syn
drome have beendentifiea, but by far the most
common lotm (tiisomy 21) s rarely inhented

More than 50 signs of Down’s syndrome have

been de itied Not all signsfappear ain all cases

the major Charactenstics of the syndiome are
moderate 1o severe mental retardation poot
muscle tone characterstic facial cppeatance
{upward slanting eyes, small round head, small
low bridged nose, prottudimg tonque), frequent
abnormatities of the heart and the eyes, and
upper respatatory infections )

See references 60, 66, 88, 106, 120




How Many Children are .
Born with Down’s Syndrome?

A child with Down's syndrome s born ok _.. "m .
every 600 to 700 ave binths Of the major types

of Down’s syncirome, by far the most.common .
s uomy 21, or the presence of thiee
mstead of the expected two #21 chiomo
tsomy " 21 the most important

H
associated factor s mother’s age at conception,

as .,3@:.:. followmg chart .
.. .

tncreasing Risk of Down's Syndrome,
m Live Births, by Maternal Age .
{Tnsomy 21)

somes  For

" 26 H T ; i 11261
= . ;
s 2 ‘
s 22 f
4
o 20
8 1 ;
- 18
o
a 16— .
m 14.29
3 14 H
° +
t
nm 12 Wu. .
T
K 10 “m m
c
z i
S 8 b
o i N ,
5 . Qw « " H
N v
e a4 1 m I
Qr I
° ! ﬁ J
g T It
0 IEE!
All Mothers 29 or Under 30 34 35 39 40 44 45 49
Maternal Age at Conception ‘

v 1 The Nentally fle A Mult:

v Maszel tne 1971

Adupted Lom Roch B and Dobe et Chid an d His Famidy

Dicphinay Approach New York 3

22

.

[he number of newborn mfants with Down's
synchiome reflects only a small percentage of
the number  of tnsomic childien concewved

Mont are spontaneousty aborted

A suggested reason for the geeatly increasing
sk of Down's syndiome with increased mates
nal  age 1s fthe  mcreasing  susceptibnlity  to
clamage .,: eqy cells o the mother The totad
number of eggs are present at the mother '
birth, and over a penod of years are reduced m
number and exposed 1o physical and chenucal

effects that jnay cause chromosomal damaqe

Some other factors that have been ...%.:3.:”.,_
with aingreased sk of Down’s syondrome gre
pre ovulation exposue 1O radhation” and oth o .
Cwrses of mutation, repeated abottions and
poot spacig of pregnancres, but NO Causative
mffuence has been demonstrated  Risk “muy
be somewhat increased for mothers evho have
atready  borne one Down’s syndirome chyld,

reqgatdless of maternal age .

See references 60, 66, 88, 106

O

Aruitoxt provided by Eic:

E




How Can Genetic Counseling Help

Prevent Mental Retardation? N

//
On:ﬁ._n counseling 1s a recent and increasing
m_xcwcmn: to preventidon of mental retardation
and related defects. Although occasionally of-
fered by a physician acting alone, 1t usually
involves a multudisciplinary  team, mcluding
research screntists, psychologists, socal
workers, and public health nurses as well as
physicians

Chromosomal analysis and other examinations
(including taking a family history) help deter-
mine f there are mincreased risks; that s, if
erther or both parents carry the abnormat genes
for a severe problem, or if environmental
factors pose an mncreased risk .

A larger number of defects can be determined
duning pregnancy throagh ammocentesis This
1s a procedure which Was developed in the late
mineteenth century, but has had extensne use

only 1n the last ten years

A ndedle 1s inserted in the ammotic sac that
“surrounds  the developing fetus and a small
amount of fllid s obtained Fetal cells in the
flund can ‘then be analyzed to determine the

. chromosomal make-up of the fetus In about 95

percent of the cases where amniocentesis 1s
used it serves to detect chromosomal errors.

In addition, about 60 genetic-metabolic errors
can be diagnosed by this procedure, combined
with  appropriate -testing of the cultured
amniotic cells. These disofders are _:A_i:_c..,.__«.\
and collectwely rare, and account for well
below 0 1 percent of diseases of newhorns

See references 31, 39, 66, 93, 108, 120
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Genetic  counselors usually review  dragnostic
and histonical information with ™ prospective
parents and estimate the nisks of theu having a
defective chitd They attempt to help parents
understand the probabihities and the alterna-
tives facing them : .

Ammocentesis 1s of special value to the coun-
selor and the parents For most high-tisk
parents the exammation can provide confir
mation that the fetus 15 normal Without such
confirmation, parents might undergo a terms
nation of pregnancy for fear of having a
retarded child when in truth the chidd would be
normal Others discovering through ammo-
centesis that theu chitkd will be defective may
elect to have and keep the baby or they may
begin no:m:_...::.,._ alternative plans after barth,
such as placement for adoptioif  Stil others
may elect to termanate the pregnancy  They
may decide to have other children, with a qood
chance of their heing normal

Funding for geneuc counselng s provided by
qovernment programs including family planning
programs and CHAMPUS, the medical setvices
prograny, for  Aumy  famlles, by Heatth
Mamnmtenance  OQigamizattons  and by some

medical insurance plans

As of Maich, 1974, there were 274 centess
across, the Umited States providing genetic
counseling %m of Auqust, 1974, four Blue
Shield  (medig msurance)  plans  covered
genetic  coungehing Cahfornia, Richmond,

<__‘,o_:_=, Washidgton, D C, and Flonda
See references 31, 45, 84

24

Some MR —~Related Condrtions Detectable
by Amnmocentests

Tay Sachs chisease

Maple Sugar Urine disgase
O_<nmumo: Storage disease
Gangliosidosis “
Hurler's syndrome
Sanfihppo syndrome
Lesch-Nyhan syndrome
Galactosemid
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i S ) What Are the .Inborn Errors of
: ) Metabolism? . ,
- Phenyiketonuria (PKU) s the prototype of .
’ these gene“ically-based diseases. Its incidence 1s
) B . estimated as one in every 14,000 liwve births in
It was discovered in 1934 {Foling} 1ts major the Caucasian UOUC_QZOD. Its —1&0_)\ 1S
signs are mental retardation (severe or modes described-in the chﬂm to the left. ,
. ate), fair hawr and skin {in Caucasians), eczema, =
. hyper activity and " musty’” body odor In the eleven years from 1964 ::‘OC@? ,_wﬂb.
Texas performed 1,433,386 tests in its PKU
: Screening Program, found 387 suspected cases,

and confirmed PKU in 72 of these suspected

‘ i7 nommmj:w88_002o:szoQSBac::o::m
Its means V genetic transmusston  if cach period was muOu.mmO.

\a::m PKLU and one normal gene Ome;n some ﬂ_me. QEw&.)\ wﬂmmaamn; of new-

parent <4d
fts control and elimination trom 1965 to ‘

. arents 1 be unsftected and each chdd ot . .
1967 44 states enacted feqislation making PKU . poret % ' ' born mfants with confirmed PKU has prevented
thens will have one v four chances ol having .
screening of newborn infants mandatory . PKU  Persons with PKU can teproduce and brain damage which could result in lifetime care

wansmit the ereor PKU follows the pa“tern of a costs far greater than the costs of screening.

recessive gene disordes N

o PKU Screening may produce some “‘false positives,”

- re, a child without the disease may show 2
positive results on the test. Persons who do not ™
. - have PKU can be harmed by the rigid, carefully
regulated diet, rand some chldren develop

) ” Its treatment i the mif 1950°s inral success \uOOl/\.QCmU:m good dietary regimens It 1s stll
fts :?::..&v_o: i the early 1960 an with  dietary  treatment  PKi means  body L . .
. not Known precisely how long a child should be
expensive  cheening  test for newborns was cannot metabolize phenylalanine 3 necessary . ) B .
developedt (Guthrie Test) Blood collected on naturally occurmqg amind aad (protein) Carly kept on his diet. :
Pl
filter paper s tested and reveals the existence of removal of phenylalanine from the diet of a

PKU . - . PKU child helps in some cases to prevent bramn In 1970, 69 percent of nfants Z:Or_m_? the .
Aimage United States and Canada four days old and
younger we-e screened for PKU.

See references 29, 44, mm., 64, 66, 93, 101, 103, 108
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‘How Is Tay-Sachs Disease Related to

Mental' Retardation? Is It Preventable?
Y

Tay-Sachs disease, another nborn error of
metabolism, 1s the early infantile form of a class
of diseases known as sphingolipoidoses: This
means that the body cannot assimilate certain
fats. The disorder was identified in 1881, when . .

it was called “early amaurotic 1diocy.” . :

Tay-Sachs disease can be avoided f, after
genetic studies, there 1s prevention of preg-
nancy. of termination of pregnancy where the
fetus is found defective.

For a child born with Tay-Sachs~the disease is
unwversally fatal, usually by the third year of

hife. M

The genetic transmission of, Tay-Sachs disease
follows the same pattern as PKU. The only time
Tay-Sachs 1s transmitted is when two carriers
have children The possible genetic makeup of
their children 1s shown by the following dia-

gram.

‘ -

The Possible Qutcomes of Children Produced by~
Male and Female Tay-Sachs Carriers
k: Female )

Male ma = a carner, unaffected

, = free of Tay-Sachs gene B

ﬂ U = affected by Tay-Sachs disease

26

33

e Adult carrniers of Tay-Sachs genes ean be
detected through a blood test for a specific
enzyme (Hexosaminidase-A)

e Tay-Sachs occurs almost exclusively in fam-
ilyes of East-European, Jewish background.
About one Jewish couple in 900 s at nsk of
having a Tay-Sachs child.

e Tay-Sachs can be detected in the fetus by
amniocentesis.

o If each parent has one Tay-Sachs and one
normal gene, chances of thewr child’s having
the disease are one in four '

A voluntary screening program in Washington,
DC Baltimore, reported in 1974, de-
monstrated the possibiity of reaching
thousands of peisons to screen them tor this
defect. .

and

%
Results of Voluntary Screening Program
for Tay-Sachs

Population | Findings
Subjects Tested ’ 6,938
" Caniers ldentified 315
* At Risk Couples” Identified 11

Adapted from Kaback, M, et al “‘Approaches to the

Contro! and Prevention of Tay Sachs Disease " 1In
Progress in Medical W.b:o:n«. Edited by A G Bearn
and A G Steinberg New York Grune and Stratton,

1974

The cost for screening averaged a httle over
$4.00 per person

See references 44, 62

O
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How Is the Rh Factor Related to
Mental Retardation? ’

Hemolytic disease, destruction of the red btood

~cells, was first noted in the newborn in 1609
Now, over 350 years later, scientists refer to 1t
as erythroblastosis fetalis Among its signs and
symptoms dropsy (hydrops),
(icterus) and anemia. _Amq:_n:wmw. a severe form
of erythroblastosis marked by bLrain damage
due to yellow jaundice, leads to death n early
infancy or results in mild to severe mental
retardation, seizures, spastic mvoluntary
muscle movements and deatness About 75
percent of infants with kernicterus die 1n the
neonatal period ’

are taundice

or

In 1940 a cause of this chisease was found with
the discovery of the Rh factor which causes
some mothers to form antubodies and destroy
the red blood cells of their later children’ The
antibodies are transferred to the fetuses in the
mother’s subsequent pregnancies via the pla-
centa The hemolytic disease occurs in the.fetal
and early neonatal pénod.

A number of remedies for erythioblastosts have
.
been tried

« heavy doses of oxygen during and after labor,

e carly _:&:n.:os of labor, ’

« injections of Rh Hapten, a »..:57:%¢>ﬂ5.m.:
to prevent antibody formation, .

A~
e

t1ans

o pattial or complete tiansfusions of :_c‘oa to
the newboin baby, and . ;

O

fusions of blood before birth

e vecent years partial complete

In most cases the complete transfusions were
successful in treating erythroblastosis

Finatly, 1t was QOJ:Q that Rh gamma globulin
injections for the mother were most effective
since 1t was possible to prevent erythroblastosis
this Postnatal injection of “the
mother after buth of her fust child 33<.Q:;
sutral sengtization and the formation of the
The timing of the in-

_.on:o:km cnticat, 1t 1s possible to miss im-
. munizahoh of some mothers, and unrecognized

abortiarts may result in formation of ant-

bodies
\\

., N manner

dangerous antibodies

. See references 4, 18, 35, 124
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How Is Rh Factor-Related Mental

Retardation Prevented?

About 85 percent of th@&population is Rh
posttive {Rh+). This genetic factor 1s dominant.’
If an Rht male and an Rh negative {(Rh-)
female concewe a child {and this 1s the only
time that the Rh factor creates problems), there
is either a 50 percent or 10Q percent chance
that the chsld will be Rht+, depending on the
genetic constitution of the father The ant-
bodies formed agatnst this factor may cause
death or severe bran damage to the children of
later pregnancies. The injection of Rh gamma
globulin prevents this possiblity.

28

S

3 -
[
s

Injection of Mother with

Rh Gamma Globulin

within 72 Hours of Birth

of First Rh+ Child, and Each
Subsequent Rh+ Chald .

Subsequent
Healthy
Children

It 1s estimated that in 1970, before the pre-
ventive injection was available, 20,000 infants'a
year were affected by diseases stemming from
the Rh factor.

In 1973, 1t has been estimated that- 80 percent
- of women at nisk were protected after delwery
The percentage of protection was much lower
in cases of abortion, where the nisks to future

n:__aqm:hm:;m_: the same.
.ﬁ.m

See references 4, 18, 1 124
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. How _Is Rubella Related to Mental

Retardation? oo

Although rubella (German measles), a vwal -

“disease, has been known since 1815, 1t was not

untd 1941 that the dangerous effects of mater-

nal infection dunng the first ..:oE_h.w of c«m,w.

nancy were described by Norman Gregg,  an
. Australian ophthalmologist S

He found vaned and unpredictable conse-
quences of congenital rubella, Chifdren of

affected mothers might be stillborn, or born
alive with multiple defects, or, on the other .
hand, be unaffected In the first nine weeks of
pregnancy, however, risk of damage to the
developing child was estimated at aver S0
percent -

Fréquently occurring signs = in  chitdren
affected by comgenital rubella are

Y

« microcephaly and/or mental retarglation

« congenttal heart disease : :

« low.bath weighy *

N .

« deafness or hearing impairment

,

« cataracts .
« glaucoma : -
« enlatged liver and/or spleen

" “blueberty muffin® rash

When present, the seventy of mental retar-
dation can range from mild fo profound

See qm*mqm:nmm 26, 44, 118 .
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How Is Rubella-Related
Retardation Prevented?

Mental

Since 1969, when the
, 1t_has.been possible practically to
radicate the effects of this disease.

rubella vaccine was

It has beeh estimated that during the last major
epidemic of rubelta in 1964, 20,000 to 30,000
infants were born with 3::.6_@ defects of
congenital rubella, many " of them 3m:8__.<
retarded. dunng 1970, a
epidemic year in Los Angeles County, Cahfor-
nta, the incidence of congenital rubella was.one
in 10,000 hve births. Since only a portion of
those affected suffered neonatal death or handi-
cap, this record indicates that rubella as a cause

However, non-

of mental retardation can be kept very low.

The national Center for Disease Control of the
Public Health Service has recommended that in
order to prevent another major epidemic, all
children under the age of puberty should be
immunized, or have a history of the infection
which creates 1ts own immunity.

o

Percent of vouc_m:o.: Protected Against Ryubella, 1973 -

»

. Infection
. Hijstory of History of and/or
Age Group Infection Vaccine Vaccine
“1-4 12.8 55.6 62.4
5-9 25.1 64.9 77.9

Adapted from US Department of Health, Educa-
tion, and Welfare m.)mh!_amﬁcbhmww@rm:_émf 1973
Atlanta, Georgia

Public Health Service, Center for
Disease Control, 1974

' . .

:

" Women of child-bearing age are not at the most
suitable age for vaccination, since the vaccine
may cause harm if they are pregnant at the
time. To take account of this, the level of
vaccination of children would need to increase
in order to protect tife nation against another
major rubella mU.QwB..o Three major outbreaks
of rubella were reported 1n Colorado during
1973.

" See references 93, 118, 120 -

O
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How Are Prematurity and Low Birth :

Weight Related to Mental Retardation? - . . '
Prematurnity and low birth weight are by far the \.l/ ) Studies of premature and low birth weight
most 1mportant obstetrical problems in the chiidren show that risk of severe handicapping )
etioiogy of mental retardation and are regarded ) conditions increases sharply when gestation .
as serious threats to a favorable prognosis for . . : . @he 15 reduced or when birth welight 1s much
the child: . - T ' less than 2,500 grams lfive pounds, eight ' .
- ounces) The children studied here had. many

A study in- Denver of low birth weight and
premature children, reported in 1972, demon-
strates the increasing risk of handicaps with - .

different handicapping conditions Cerebral
palsy and mental retardation were *Snm_m::,\
»

X , found. ’
decreased gestation time and/or decreased birth . R The factors below help determine “high rrsk””
weight . - mothers . -

/ ) . . -
Ifcidence of Moderate to Severe A
A Handicap in Relation to Gestational Age . V- 4t
Gestational No. No. with . wa of Infant " T Tlow
. v Grls Wergh ' Socio Econagmic
Age (Weeks) Exanuned Handicap % (Less than Boys) __ Status - )
28 33 21 64 . ) f e
29-31 35 19 54 T Pant . - )
y (Number -
32-34 23 7 30 ~ of Previous | . Poor or No n -
| Children} . Prenatal Care
Total 9N Lo . .
Some Factors = - -
Incidence of Moderate to Severe . _|4 Associated with "
ey ———
Handicap 1in Relation to w:‘:ﬂ Weight .ﬁ Smokimng 2 Low Birth - ! Maternal Dret .-
- - ‘ . Weight L -
Birth Weight No. No. with , . . / . R g
(Gm.) , Examined Handicap % 4 1 . [
N .. ' 1egitemacy Race ,
950 13 . 1 85 . IR L Ty
950-1,150 20 14 70 \
1,150-1,350 32 ' 13 - 41 . “1 oo R . C “ L
“1,350-1,500 26 ‘ 9 . 35 | Moternal Age I v revious h
. f . : Premature Birth |
Total 91 / : L - - ; .

N Prematurity WE?:S: time of less than 37 weeks

. .

Adapted from Lubchenco, L O, Delivoria-Papadapolous, M, and Searls, D. ‘Long-term Low Birth Wewght Weight at birth equal to or less than 2 500 grarms
Foliow-Up of Pramature infants, I} ©° The Journal of Pediatrics, 80 (March, 1972) )

See qm*mmm:nmw 71, 102 .
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How Does Maternal Nutrition Affect the
Occurrence of Mental Retardation?

There 1s only mformed opimion on this subject
at this time, but no conctusive information. For
example, m,:m fol pwing statements’ were pre-
sented in testimony to the Select Committee on
Nutrition and Human Needs of the United
States Senate in 1973:

An association exists between maternal nutri-
to pregnancy and buth

tional m::__; prior
weight 1n poor populations ’

“The larg A the number of smaller infants, the

greater thg chance of mental retardation ”

“Feeding a better diet during pregnancy -
creases maternal weight gain, birth weight, and,
therefore, should decrease mottality and the
incidence of retardation ”

32

;-
@ 3
Nutritional Status of Women Ages 18—44 - -
for lron and Calcium (% below Standard} ¢
Percent of :
Persans with Below Above Below Above Y
m:wmawﬂama Poverty Level Poverty Level Poverty Level Poverty Level '~
ntake d
100 | 94.66 . .
94.24 92.13 94.70
4 Q .
80 ..
\ 74.50 ‘ 71.69
7/,
4 - . . 2
60 ‘ \ 56.39 55.59 \
40 | ) \ \ :
20 \
0 7 7 ,
. IRON CALCIUM
fron défictency .is a problem for many
White . women of child” bearing age Catlcum def
cienctes, whie not as prevalent, stll occur w
Ve . Cr, more than half of all women, and m.o.m%ms_w
& Non-white : among non-whites, regardtess of mncome level
- The Wnited States Department of Agriculture ,
Adapted from WS  Pubhic Health Sorvice . ﬂ.:,ﬁ ‘ operates a Supplemental Food ._v.cc_m_}:. stll 1w

Heaith ard Nutnitior, Fxamination Survey,

United

States, 1€ 71 1972 Dietary _:7.:3 ‘and Biochemical

f _31:&% 53»7.22;03. DC

1Stration,

974

earth Resolurces Admin

the pilot »tage, and a special Women, Infants,
and Chilaren (WIC) Program aimed "at sup-
plementing the diets of poor famifies Of the
46 mithon women and children potentially
ehagible for assistance from these programs, less

than hatf a rmilhion are being helped. N

See references 105, 117, 126. .
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N . m X ? > .
. ) . - What Do Infant Mortality Rates Tell Us
. About the Occurrence of Mental
. . _Retardation?
~ Infant mortality 1s an indicator of a popula-
~ Infant Mortality, by Race, in the - tion’s reproductive health and the number of
United States per 1,000 Live Births 5 persons who can be expected to have congenital
Year Total ) White All Dther 4 anomalies As indicated in the -table below, the
nation has made progress in reducing infant
1950 292 26.8 445 .
% 5 229 432 mortality ,rates, but the rate for non-whites 1s
. “ .\o MMM (:.m wo.w still almost double that for whites. The rate in
9 o. P ’ “ the United States 1s substantially above that of
1973 176 15.2 28.8
. ; ) . some other countries
" Y1973 infant mortality figures are based on a 10 percent sample. Maternity and Infant Care Projects of the .

Adapted from World Health Organrzation World Health Statistics Report. ' . v Maternal and Child Health Service have Jm_nma
Vol 27, nos 3-4. Washington, DC  World Health Crgamization, n.d to reduce nfant 303&:3\ rates 1n Baltimore,
. h i . . N from 300 (1964) to 204 (1972}, n Denver,

- from 28 1 (1965) to 17.3 {1971); in Augusta, .
Intant Mortality in Some Other Countries, Georgia, from 38.8 (1964) to 22.8 {1970).

1972

Some other countries have Country Rate

These :ates were achtieved through providing -~

A prenatal care to expectant mothers,at high risk o
. sigmficantly lower rates. Finland 113 - . o There are urban and rural areas in the
lceland 11.6 ) United States today where 30 percent of
Sweden 10.8 1 R pregnant women never see a physician untd
Netherlands . 11.7 dehivery.

-

' - In Oregon, i 1973, the death rate among
infants was 53 4 for those born outside hos
_pritals, and 18.4 for those delivered in hospitals

’ See refere ces 118, 121
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Does Malnutrition in Children Cause
Mental Retardation?

While there s no clear cut proof that malnutin
tion by itself causes mental retardation, the
available evidence, from areas with severe nwal
nutrition, provides strtong indication that this
may be the case .

Malnutnition 15 thought by many to be just as
much a problem for childien as 1t s for thewr
mothers  Although the recently conducted
Health and Nutnition Exammation Suivey has
not completed its analysis, prelummary findings

. show that among childien aged one through
five, the mtake of four major nutrients is very
low.

2::.:0:/&\@? ate not always consistently e
lated to either race o1 poverty

34

Low Nutrient intake in Children, by Race, Ages 1-5, 1971-1972

Percent of Persons Below Standard

Below Poverty Level Above Poverty Level

Nutrient White Black White Black

Caleium 14 42 35.26 1214 2496 *
94 46 93 61 94 88 95 29

Vitamin A 5161 \..O 07 36.91 5101

Vitaimm C 58 23 48 54 42 82 52 91

i

Adapted from U'S Pubhic Health Service | st Hlealth and Nutiition £xammation Survey, United States, 1971 _@ww
Dictary Intake and Biochemacal Findimgs Washengton, D ¢ Health Resources Administeation, 1974

Intake of less than 1,000 calones in the
previous 24-hour pened was reported for more
black than white childien in that age group

. Evidence also indicates that poor nutrition n
youth adversely aftects later teproductive per
1 formance

See references 105, 117, 126
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LEAD POISONING
LEADS TO:

L

Recurrent Seizures
Y

Corebral Palsy

Mental Retardation

Death

Young childien often put nedible things
their moyths In older residences where lead
based pamnt remains on walls, chiftfren eating
flakes of pamnt are in danger \of suffering
irreversible brain damage

There s growing evidence that lead poisoning,
tong thought to be a problem mainly in urban
slums, may be a danget to middle class childrbn
as well .

e In a suivey of 14 flhinots communities, more
than one in stx children ages one through six,

« from all nmxu.c economic levels, had elevated
_blood teadf tevels  Fifty one of “the 6,100
children studied had defunte cases of lead
poIsonIng

.

« A qecent rieport from Boston showed that 2
<™

~

certan neigibothoods  wiich  recewe: therr
water through lead pipes, there are :c:ncmc.:,
quantities of lead 1 the dnnking water
supply .

There s conclusive proof that lead po1sonIng ts
& major heatth hazard m urban areas

e Dunng o four month screening penod in
1972, about 50 percent of newly screened
chalchen in Washington, D C.’s fead porson
mg screcnng progiam, based at Children’s
Hospital,  had  blood  tead levels i the

abnormal range 0.
i A}

See reference 118
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What Is Meant by mo&o.O:_EB_._Sm:S_
Retardation?

Observations that mild mental retardation oc
curs: more ?.5:.5:< amonyg poor and dis
advantaged families led to study of cultural
factors It has been suggested that circum-
stances of poverty, lack of developmental
sumulation, and differing  cultural ‘values
combine to produce this form of mild retar
dation, characterized by recutrence mn famihies
"and no physical or medical signs An un-
wdentified polygemic hereditary factor 1s not
ruled out.

See 1eferences 30, 50, 51, 53, 54

36
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Remedial Academic
Education

Occupational Traning

~

Vocationat Information

Special
Stimulation N
Programs
Retarded N {ncreased Children
Mothers Stimulation at Risk

Counsehing

Chddren Functioning
At or Above
Normal Levels

A

What Can Be Donhe to Prevent
Socio-Cultural Mental Retardation?

N 4. o«
In the Mitwaukee Project, .wmc:: mn 1967, Rick
Heber and his associates began by identifying,
among the mothers of new-born infants, those
who were “mentally retarded’’ (those having an
1Q under 80). They worked intensieély with
thgse parents and their newborn children in
hopes of preventing mtéilectual deterioration,
relying heavily on methods of social sumu-
lation. ) ’

.
'

By 1974, results clearly exceeded expectations.
The project reports that the children in the
expenmental group are functjorfing signifi-
cantly above thewr age norms. Chidren in the
control group, whose parents have not hartici-
pated m the program, have begun to show signs
of mental retardation .

W

~
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. mxnm:.:va/m_. Control and Contrast Group 1Q Scores
-~
from the Milwdaukee Project . ..
130
120 . .
110 ]
® .
o
S 100 .
e - : .
c ‘ R .o
Y . g
2 90 | . ih\lvf /
-wo — .
70° | o=@ Experimental
. o --e Control h
! i . . e—ae Contrast {Baselne Evidence)
T 1T T V1.1 1 171 1 1 T 1 | T I T 1 I . M R
24 2730333639424548 60 72 84 96 108 120 132 144 156 168 ’ N
. Chronological Age (mos.) : .
All children nitrally had the same 1Q fevel Adapted from MR 71 Enteang the Era of Human .
The above chart reflects the findings after 24 Ecology ©* Washington, 0 C- President’s Commuttee . : .-
months in the project The experimental group on Mental Retardotion, 1972
1s the group of chifdren involved i the pro- i
gram. Control group children have begun to sented by the contrast lhine, which shows o ,
show dechning In fligence scores, a result deteriorating 1Q scores among school-age
which follows the ftraditional pattern in the Shilaren. )
Z_m_imcr.wm area w«cwao stucdhed This s repre- ' ) :
ar ¢ .
See refesdnces 53, 54, 131. . : . OB
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Introduction .

One of the goals of the President’s Commuttee
Mental
service systems -

on Retardation 15 adequate, hamane

« Services are

activities  designed  to meet

human needs

. m&m:.::im ate  avangements  of  pohcies, re
sources, and processes by whuch seivices are
provided to constmers i a svstematie fash
1on
the detaed procedures for providing services,

The systems concept includes not only

but also the complex network of ntes
tefationships among private and public re-
sources that make service delivery possible
Further, 1t mcludes a defimtion of the mea
sutes thiat will be used to evaluate services

and provision for maintammg standards of
quahity .

« Adéquate tefers to the extent to which
service systems .

« Substantally fulfill the needs of indwiduals
who seek help from them .

« Provile for the aggregate of human needs
expressed by consumers and service pro-

viders fthe community
>

. I::Sao\ service systems. embrace the fol
lowing M{_g_::j as expressed by the Prest-
dent’'s Committee

.

. mam:oo.. for the dignmity of the indmvidual
e« Freedom of choice~among adequate ser-
vices Coe
~= Assurance of the indwidual’s :c_:xo have
and keep perscnal belongings
« Encouragement of the inghviaual to be,
active, rathet than inactive ot passive

. N

« Support for every dwidual’s need 1o
belong to (be interdependent with) some
one else

« Help to the indmviduat so that he may feel

N
his Irfe has meaning and purpose

Information on adequate, humane setvice sys
tems can be-presented i many ways For the
this publication, st 1« classified
The
chagram ﬁ._w_cam.m that as a handicapped person

purposes  of
according to the diagiam on this page
moves fiom dependence to mdependence, he
moves through a hreratchy of needs  physical,
soctal, oﬁ_com:o:“ﬁ. economic, restdential  and
within each need area, from a more to a less
status. The

{represented by the.area to

dependent requiiement
left
dotted hine) mmplies dependence and s most

manifest m the need area of residence as the

of _care

the of the

dragram indicates.

Dependence
,;.; hierarchy refers to needs felt by all people
and, ::;. refltects services that can be provided
around those needs Every jeison, at Some time
i hus o her hife, requnres assistance in meetmg
these needs The steps n the dagram 1imply
that certain needs must be met before a person
will be able to acquire the skills needed to move
.:U<<m2_ i the process of achieving indepen
dence in __<_:d.

Data on the :Mam n thus section reflect what s

now wown and not known about services to

~meet the physical, social educational,

eco
nomic, and residential needs of persons who are
mentally retarded

Needs of All Persons

G

Independence
RESIDENTIAL NEEDS
—a place to hive— 7
—provision of care— e
—_— L
mO@ZOZ:O SUPPORT .
—an ncome— )
—personal possessions and resources—
-
SOCIAL-EDUCATIONAL EXPE NCES
—belonging to someone—
—activity and development— \
# PHYSICAL F\
s —general health maintenance—

Adapted from Santamour, M, and Ross, K “"Defining
the Problem of Mental Retardation A Functional
Model ** Paper presented at Region X AAMD Meeting

1969
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What {s the General State of Information
about Services?

In a discussion of services, one fact is para-
mount. There 1s a sertous dearth of valid and
reltable information through which to present
an accurate “.u_cE.\o.oq the state of services for
meantally retarded pedple J

Some problems with avatlable information anse
from the confusion over the defimition of
mental retardation Some agencies still use the
old »PZSO defimition, some the new one, and
still others do not define mental retardation at
alt ¥or the most part, statustics lack compara-

bality.

In many instances, persons served are ‘not
wdentified according to disability (e.g.., mental
retardation, cerebrat palsy), and available data
are merely estimates, based on varying
opimions. This brings into question the validity
of the information. For example, the number
of mentally retarded coaorm in public as-
sistance programs can only be estimated. A
related _ioc_wa 1s reliability of information

Do differemt U.oao:m N an agency, using the
same criteita, report the same information?
Subjective factors often mterfere

Perhaps most critical among these problems is

the fact that current statistics are 3.1<§\.7

able on a national, regional, or even statewtde
basis In Fiscal Year _w.\.m many agencies are
sull analyzing information fiom 1971 “or be-
fore, rf they keep mformation at all Lack of up

to date mformaton s a problem

BN
-

O
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Concern with services for mentally 1etarded
Independence
persons centers on two elements those serviceg
that all people, mncluding retarded people, )
require (generic services) and those special > - .
services designed. 1o meet the special needs of
individuals who are mentalty retarded and have '
related handicapping conddtions -
Not all mentally retarded persons tequne special ’ N
services On the other hand, “normal” peisons } N - .-
often cannot get by with “normal’” services ' &
alone. An individual’s ability to meet his o1 her .
needs 1s amcm_:_c:._ on many factors Among ' le.t.u
them are age, socioeconomic status, maOoE:_:n, .
location, abihty to get to needed services, . - {
and abdity to enunciate one’s needs, or have !
this done by o quahfied spokesman . 4 . i
Taking these and other factors into account, 1t _ _
1s posstble to plot the relative dependence or Dependence
independence of ..’Um:_a:_m_ person 1 meeting ) _ _ .
a particular need Social . Residence Activity
) NEEDS
.
. For example, take the stituation of a chidd who
- . - 1s mentally retarded, attends special education
o * classes ny public school, and spends most of his
. - . spare time at home watching television I.m 151N
° , a :._.,.:<.,._< “normal’”’ tesidential setting, has the”
. R ’ opporlunity 1o participate i an age-appropnate .
{although “‘special’”’) activity by gowng to :
' school, but 1s_not having his social needs
. : (friendships, etc ) met adeqguately His greatest
. ¢ N need for services would appear to be in the
. y . ) social area Such needs frofiles can be extended
am..\\\\ 10 other needs such as health, incomé, family
., ’ relations, employment, etc - )
. . - )
: o=
a2 . m
S . / (LR




.35.. theory of normalization, developed n
Scandinawvia, 1s a cluster of ideas, methods, and - .
experiences for providing the mentally retarded o .
person with a pattern of tife as close as possible
to that which would be expected if the person
did not have a handicap. A related idea 1s -
mainstreaming, which means the integration of
handicapped and :o:.:w:&nwuvmg persons In .
the same service structures whenever possible. -
Both normalization and mainstreaming prin- - :
ciples have Been wvigorously championed or
attacked. Research on success or failure in their
application is limited. Nevertheless, there ap- :
. pears Xo be a defimite trend toward integration o~ !
of *handicapped persons with others, especially
i public schools. Both Mmmwmw\n?:mq on the ~ ‘=
prowvision of mvmn_m?rawm_wg:‘m in the least - -
restrictive setting, In “the least stigmatizing .
manner possible. Both aini” for maximum -
dependence 4f the indiidual N ¢ -

- . . .

-

See references 9, 133. .
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What Services Are Requited to Meet the
Heaith Needs of Mentally Retarded
Individuals?

Health setvices are of major importance for
persons who are retarded because many of
them also have other handicapping conditions
Health care 1s provided through the following
types of program or funding.

mental health

retardation ot

e Public mental

such as residential mstitutions, com-
munity mental health centers, and.day care
1

agencies

centers
o Medicaid

- Federally assisted State programs
for financing health care of public assistance
reciprents and certamn others ’

. _K_xmal._owqm — Federal Social Security medical
care programs for persons 65 years of age and
older or thewr children permanently hand-
capped prior to age 22

« Head ‘Start

Federally supported pre school

educational, health, nutrition, and parent

education program
. _n..c__oé Thiough early school foltow up of
Head Start chatdren

o Public Sghools  health services for children

and youth with special needs

Maternal and Child Health Service Clics
Federally supported local “well-baby” clinics

Crippled Children’s Services  Federally sup

P 8 SE ANt s B

ported State-operated clinics for children and
vouth with a wide tange of physical and
mental impanrments

Fed
delivery, and

« Maternal and Infant Care Projects
erally financed pre natal care
,POst partum services for women in high risk
groups, such as the poor and uneducated

and Youth Projects —

+ Children Federally
::mrmoa comprehensive health care for chil-
dren and youth s high risk groups

Chinics  —

+ Developmental and Evaluation

Federally financed special projects for the
diagnosis and evaluation of mentally retarded

persons

. v.:<m~m~9mn::c:o; - such as physicians,

dentists, psychologists, social workers, nurses,
counselors, and physical therapists

O
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- The health strategy with the most impact on
-costs and’ benefits is the prevention of mental
_retardation, which was discussed in thé previous
section. ’ ]

One of the most important factors leading to * ~ .
institutionalization of mentally retarded per-
sons is the accompaniment of additional phys- :
ical and medical handicaps. The need for
long-term management of these conditions has,
not generally heen available in outpatient facil-
ities, and community hospitals are not
equipped for long-term patients. Frequently,
there 1s denial of remedial, correctwe medical
and dental services because of the belief that
mentally retarded persons do not benefit.

No national data are available on the types of

medical services, extént of coverage or the cost - ,-t«_
of providing medical services in public and o)
-

private residential facilities for -,:m_‘:m__< re-
tarded persons These facilities are responsible
for health care to the largest identifiable group
of mentally retarded citizens. This health care
has been shown to be seriously compromised
by lack of sufficient mamccmﬁm:\ trained person-
nel, unsanitary conditions, disease of epidemic
proportions, and medical experimentation on
residents in many 52:&:0?& so that residence
iIn some Institutions has been called a health
S.mNma. . '

See references 40, 118
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Federally Supported Health Services for Mothers and Children
through the Mavernal and Child Health and Crippled Children’s Programs
S

v lmpr e b alth S e

£ T Nothers o
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Under Proarsm

Authorization Funding Leve!
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-
mental retardation chnics {child development

Among highlights of these programs,
chinics) were supported totally or i part under
the Crippled Children’s and Maternat and Child
Health Programs In 1972, 316,407 chidren
were seen The major service qus.mma. which
was diagncsis  and  evaluaton of
mental

“dagnosis’’ In

suspected
resulted in a confirmed
about 70 percent of nev.
patients, but removed the label of retardation

from 31.4 percent of all children seen |

The most prevalent problem  amona
children 's dental disease There are no exact
data avallable on the extent of the problem o
the availlability of dental services for mentally
re arded children and adults

tetarclation,

fiealth

See references 108, 118
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Home-heatth services and public health nursing Percent of Persons Under 65 Years Old with

services are two significant health measures Health Insurance, by Race and Age, 1970 .
which, in enabling famihes to deal with special ’
medical or management problems, can mini- 100
mize the need for residential care outside of

| -

their homes. More States are moving to the 84

83
"purchase of service” concept, which enables 80 - 78 -

mental retardation, developmental disabifities, 5 )
public health, or public welfare agencies to
provide these specialized services in heus of
care in large state institutions for retarded
persons

IS

Since nsurance guarantees the financial means 40

Percent Covered

for securing service, one indicahon of the
adequacy of health services 15 the extent of

MSNE

insurance coverage N the population It was 20
shown earlier that mental retardation 1s most .

Jo

ptevalent among low income and winority

t
L

NNE

NI

groups These same qioups have a record of the 0

lowest health insurance coverage . Under 17 17-24 — 25—44 45—64 ’

Age Group

Caucasian Of children under 17 with family 1ncomes
- . under 83,000 per vyear, less than one in folr®
Vw v was covered by health insurarnice.

. , All Other )
-, k »

A L

. See reference 118
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What Services Provide Mentally Retarded
Persons with Social Relationships?

S -

Opportunities for social  relattonships  are
provided by the foliowing types of services
« Pre-school and public school — general so-

ciahzation.

.

« Group-residences — generally for adults who
are ‘moving toward mora2 independent hving.
. Zmnﬂcma:_o in youth activity groups — The
Boy and Girl Scouts of America have special
troops for mentally retarded ndwiduals.
Handicapped persons have joined the YMCA
and YWCA with full membership privileges.
« Membership in churches and church schools
— 3gme are making an outreach effort to
their congrega-

locate retarded persons in
tions. Some provide ‘special chyrch school
classes.

Federally sponsored Volunteer Programs — A
number of Federally sponsored programs
encourage volunteers to work with the men-
Aally retarded. The most notable is Foster
Grandparents {FGP) whict enables senor
citizens to work on a one-to-one basis with
approximately 15,000 mentally retarded chil-
dren

Other significant programs tnclude:
Retired Senior Volunteer Persons {RSVP)
Volunteers in Service to America (VISTA)
University Year for ACTION (UYA)
Program for Local Service {(PLS)

« Special social clubs for the mentally retarded

— They exist or are bkeing formed now in
many communities.

v

o Public ‘and private recreation agencles,. tn-
cluding the Federal Parks system — Some
provide special programs for retarded
citizens

« Attendance at summer camps — Some
regular camps are physically " designed to
accomodate handicapped persons Other
camps specifigally for retarded chilcren and
adults have been established -

« Youth NARC (a branch of the National
Assocration for Retarded Citizens) — 40,000
teenagers and young adults befiiend setarded
persons their age through a variety of service
programs. ’

e Rlaces of employment — Jobs bring many
retarded people into contact with others.

« Citizen advocacy programs — volunteer pro-
grams which stress socialization as well as
representation for mentally retarded persons.

Although some programs for socialization of
retarded citizens are available, there are mapy
gaps. There are transportation and other phys-
ical barriers which often prevent access to
services.

A further problem, as shown by the following
information, 1s that many existing agencies do
- pot yet accept responsibitity for making their
¥

* services available to a handicapped population.

See references 3, 19, 80 . - s
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Thiee kinds of genenc agencies were surveyed ;
in 1970 to see if they served mentally retarded | ‘

Y aly . Do you serve mentally What problems would you have in
persons. The results, although from too small retarded persons? serving mantally retarded persons?
an area to present a generahized pattern, n
i bt . I i ' Time  Acceptance ,
dicatecdt that “"mamstream” seivices are signif- Don't No Manage Roquired By
cantly imited for retarded petsons . Agoncios Yes No Know Response Nona ment  to Serve  Othors

Gudance and *
. h Counsebing Chinacy 44", 53% 5 YR 02 100% 0% % 0%
AN Rebegious Programs 38 aq]"™, 6% 9% 48% 0% 8%, 18%
Soaal o Becreational
Agencies 63 IR a%, 93'% W 0% o,

(Problems were primary ones, simce some o hers werrd mentroned, percentaqes do not always add up to 100% )

B ki
~ Adapted from Schecienborger, 3 C *Generic Services

tor the Mentally Retarded and Thea § amihies ™ Mental At the Insutute for the M~:n_< of Mental
Retardation, 8 (December, 1970) ° §

) Unwersity of Michigan, the staff for the fast
- two years has been working intensively to
onent staffs of generic agencies as welt as public
officials (county commussioners, law enforce-
ment officers from thioughout the State), to
. the special needs of the developmentally dis .

abled  One mmportant component of the pro

~ . gram s the Institute’s work with churches and

rehgious groups to develop outieach programs

. to help retarded cruzens and thewr families

Hetardation and Related Disabiities at the

:}()

. s
participate in :W__G_O:m services

. See reference 95 @)




Human Sexuahlity and the Mentally Re-
tarded Person ‘

Mentalty retarded persons, espeetally of mitd
degree, have normat {not exgygerated) sex
needs The traditionat socal _5_,5( has been to
deny normal expression  of these needs by
segiegation or stenthzation -Curtently theie (s a
tendency toward increasing normalhization of
contact between the sexes, but stenhzaton
remarns highly controversial Stenifization means
any procedure o opetation intended o make
a person capabie of reproducing The nght
to sterdize o1 to refuse stetihization has become
an sssue in the courts

On January 29, 1974 the Secretary of the
Department of Health, Education, and Welfare
approved ::::.:_::., qoverning sterthzation Of
persons i programs requtated by the Depart
ment . These requlations ntroduced g requae
ment of “anformed consent” of the person 1o
be stenhized which, i general requires that he
or she voluntanty and knowingly consent to
the sterthzation after having been qven a fau
explanation of the procedure, a descaption of
ity discomforts and tisks, a descniption of 1s
expedcted benefits, an explanation of alternative
methods »f fanuty  planning, assorance of an
swers 1o questions and assutance of the person’s
fieedom to change his o1 her mend atany time

yoror to the sterilization
|

A natiop wide attitudinagl sSthvey on the subject
of marnage and stenhzation for the mentatly
retarded has ecently  been condue tecd with
patent and non parent members of the Natonat
Association for Ratarded Citizens Home of the

findings are these

-

e The maonty (GO percent) of both” parents
and non pareats felt that mentally tetarded
persons as a group should be Adtowed 1o,

MMy .

e As then chald’s age ncreased, parents tended

1o be progressively  {1) more resistant to the
Wea of martage for then chidd, (2) more
mchned to believe that then chuld would not
be capablt of reanng fus o1 her own chald,
and (3) more i favor of sterthzation tor thes

chadd should he o she eventually marry

e Thirty thiee percent of At respondents ap

proved of the concept of legislation making
steclhization :.:::.i for the most retarded
indhividuals An addional 29 percent ap
proved of mandatory stenhization for those
who are severely and moderately retarded
tlowever 86 percent  of alt sespondents
favored  an mdwidoal determmation as 1o

whether stenlization is appropnate

The ality to develop and sustam g meanmqgtol

marital setationshup may be¥possibfe, winde the
<

abihity of retarded individaals to function o

parents may not be present

See refarences 32, 41, KNO
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.~What Services Provide Mentally Retarded
Persons with Programs of Daily Activity?

Actvities take the form of

« Education attending regular or  specral
classes 1in public schools, private schools,
Head Start and Home Start programs, pre
school and adult and continumg education
programs, speaal  devetopmental programs,
vocational  tiaming  programs, and activity
centers .

« Vocational  Trammng and  Employment
working in sheltered emptoyment, on the job
training, and  employment i competitive
mndustiy - .

« Recreation physical tecreation, cultunal
events, pattcipation in.arts and cratts, spec
tator entertainment, and neighborhood and
commuiuty activities ’

Services also include access to these programs

transportation, escorts, outreach elpers  The

pages following give some of the known facts
about these activities




What Are Some Trends in Education for
Mentatly Retarded Persons?

Mustratedt e the followmy chart as o current
concept of providing educational services in the
least
possible .

specrabized o1 restnchive  cicumstances

£

The

phied not gnly to residential senvices but to all

“erast testicive alternative” may be ap

forms of service

The Cascade System of Special Eglucation Services

Level 1

Level 2 with or without supp o1 tive services
Requbar class attendance plus
- Level 3 supplementary instructional senvaces
Level 4 Part time special e_.w..n
Level 5 Full ume special class
N
.
Lavel 6 pecial stations®
Levet 7 Homebound
Instructton n
Level 8

hospitat 1esicten

or total care sett

The preveation of handicapping behavior !

£ xcepuonal chaldien mreqular classes,

b

Assignment of papiks to
settngs gqoverned pomvanty

¢
by the school system

Assignment of indiveduals to
the settings governed primaniy-
by heatth, correctronal,

welfare, or other aqencies

)
tial
ngs

This meaons the development of positive cognitiee

atfecve  aid psychomotor skills i ol

puptls that will reduce or prevent the frequency of handn apping behavior

*Specral sehools m public school systems
Deno,
Assembly £ xceptionat Children Septembe

Cited 10 Moy nard RHeyoolds Two

1973

Adapted trom

52

Pohcy Statements Approved by CFC Dretegats

What Pre School Educational Programs are Pro
vided for Mentally Retarded Chddren?

Early intervention has been shown to prevent
some hanghicaps and lessen the impact of others
In the area of education this takes the form of

-~

nfant stumutatian and early  childhood edu

cation

The
pottumty Act requue that gt least 10 percent

19772 amendments to the Economie Op

of chitdiren enrolted i Head Start programs be
handicapped  Inats second annual teport, the
Oftice of Chdd

toas
surpassed thas goal

Development claims to have
a total of 29,000 of
100 emolled chitdren i

approximately 287
fult Yem
handicapped as of Dec ember, 1973

By St t
handicapped pre school childien it served were

074

Programs” had been diagnosed as

Head estimates, 74 percer t of the

mentally retarded, percent of the total

chitdien served

Day
children setve pre schiool chaddren in 31

retarded
of 42

States responding to a recent national survey

g programs for severely

Vhere 16 g wide vaniaion among States as to
lands of programy offered, standards for pro
grammng, and number of chiddien served  The
actual number o pre sthool chiddren E.:C:.i

in these programs s not avallable

See references 33, 111




What Public School Educational Programs Are
Provided for Mentally Retarded Children and
Youth?

The Bureau of Educatioh for the Hanchcapped
(BEH) estimates that 1 school vyear
1971 -1972, 723,747 “educable” (able to tearn
academic subjects) and 148,466 “tramable”
{able to mentatty
students were served by
schools

fearn self-care) retarcded

the nation’s public

and pubhc  education agencies

Although the “educable” and “trainable’
classifications are considered by many profes-
sionals as no longer acceptable termmology,
informauon
BEH also estimates that thete were 3 7 million
handicapped children ages 0 21 not served by

public educational agencies Of this number, an

is still reported in this manner

unspectfied number may be assumed to be

mentally retarded chitdren and youth.

A survey by the Nautonal Association of Re
tarded Citizens shows emrollment of mentally
retarded students 1in the public schools has
increased from 711,467 in the 1970 71 school
year to 826,177 mn the 1972 73 year As a

percentage  of the total school entolliment,
“ mentally retarded students increased from 143
percent w1970 71 to 187 pereent o

1972 73.

Among 49 States 1eporting, a dechne 1in en
y 10 states, while an in
crease was seen mn 39 states, Although this
report shows a sigiuficant mcrease, the nation s

rollment occurred In

still substantially far from achieving the Com
missioner of Education’s goal of fiee pubhic
education for every chdd by 1980

For less severely impatted retarded chiddren, Other vartations were reported for many states,

one trend an special education s toward “'mam !

‘making a1t ditficult to compare then programs
streaming” and away ‘from sepatated special
¢ 9 4 away Par pect Although much statistical information on pub
classes. Research in special education has never

b school programs 1« acquied and published
conclusively demonstiated that separate classes
by the Bureau of Educaton for th» Hands

for ~ducable mentally ietarded students are ’
capped, no data have been acquied by any

F®eral

adults in

superior to inclusion m regular classes with

agency on the number of retarded

Conver<ely, the mamn
strecaming trend s so recent that there s as yet

special  assistance

adult educational programs or

soptmumg educaion programs

no completed reseach by which it can be

While the cowts bave om:_d__m:i‘ the prnciple
of the right to educateon for retarded persons,

judged effective.

Day_tiammg services, mentioned eather, have

there are many gaps between the determination

been a tiaditional r1esource for chidien and

of the nght and the actaal provision af setviee
young adulgs excluded from pubhic schools tna
recently completed survey 1t was found that 42

of 46 States responding provided such services

« One State had six centers setving 96 chients .

*« One  State had 163 centers serving 12,000
chients

The wide vanation ¢an be seen i the following

"

A Comparison of Day Traming Programs in Two States g

comparson

~ - S

Enrollees per 100,000 Pop. Expenditures per Chent

Rank Among -~ Rank Among
States States
State Number Reporting Aihount Reporting
West Virguua - 55 35 mw.uwww 33 1
Wisconsin 2707 1 .S ‘M37 50 33

”

Adapted from  National Assocration of Coordinators &t State Programs for the Mentally Retacded "Day Tramming
Sewvices tor Mentally Retarded Children A Spate by State Survey.” Arlington, Virguua

Coordinators of State Programs for the Mentally Betarded, Ing | May, 1974
! Yy g h

See references 9, 28, 33, 79, 82, 107

Ngtonal Assocration of

o
w

O
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What Vocational Training and
Employment Services Are
Provided Mentally Retarded Persons?

Federal State Vocationadl Rehabnhtation s
vices, avatlable to the physically handicapped
sce 1920, were authonzed for mentally e
tarded persons i 1943 Only since the 1960
have an appreciable percentage of Vo ational

Rehabiditation chents who were “rehabilitated™

represented mentally retarded persons “"Reha-

bifitation,” as used here means placement n a
job for sixty days ot the
training  In 1972, 1t.was estimated that 36,043
mentally retarded persons were rehabditated, in
this 116

percent of chents e

longer  at end of

meaning of the term, representing

the total number of

habithtated

& 1971 0t was estimated that 52,520 mental

ly retarded Tpeisons  were sepved by the

Vocational Behalnlhitation peogram
_+ 32,980 were mildty retarded,

« 14.600 moderately retarded, and

o 4,940 severvly retarded

e Of this total, 29,744 persons were rehabih
tated (56 6 percent)

This was a lower percentage of succese than
One possible regson given for
thie
placed on setvice 1o the severely handig apped in
1971

Knrown

previous years

the tower success record  was emphasis

Program growth since that time 15 not
'

o

The Grossman AAMD gdefuntion of the condr
von of mental retardation aftects elpbidity For
Vocational  Behabanhitatton
1973, the AAMD
Abolishung “borelerfine retardation, 'makes many

wivice s Poor o

defontion  vas used

ol

persons nehgible for rtehabihtation serviges who

H4

«

formerty” would have been ehgible 3.;%\. of
this préblem, AAMD’s Grossman Task Foree
has beeN reappoimnted  and will soont assue a
supplement to the 1973 Manual on Terme

nology and  Classification m Mental Retarda
ton, discussing the need of formely “boirder

line retarded” persons to be eligible for services

Sheltered Wo rkshops

Special <<c_\,m¢:c_vm which offer market based
employment opportunities for the handheapped

i protected  work  stations provide o large

propor tion of the rehabihitaton traming fot
mdividuals Generdally, em

mentally retarded

ployers in wotkshops  perform - prece wotk

under contiact with local mdustries

Thete 1s no current, comprehensive information
on sheltered workshops serving mentally e
tarded indwviduals
there were 1,029 wdentified i a 1968 national
and approximately 2,500 i another
1973 Of the

neatly 2,000 workshops which provided data

Of workshops o general

survey

nattonal survey undertaken n

for this 1973 survey, the pooportion wlach
were serving mentally retarded persons has not

yet been determimned N

m 1973, Suazo, m o4
serving the mentally retarded, found that mosg

survey  of workslhops
of the 110 wotkshops tesponding to the survey

needed ammediate help o many  areas
espraally moplacing chents i Jobs, providing
frinancial support to those chents who could not
produce at a high enough rate for competitive:
employment, and providing better tramning for

workshop staft

-

Activity Centers

While
muldly and moderately retarded atizens, activ

sheltered  workshops  serve  pnimanity
iy centers serve more .w..<..._.._< handicapped
mdividuals who are not yet yeady for sheltered
work  Trammung m basie activities {groomimg,
pessonal adjustment, travehng) and social pro
Grams  are providéd with :ﬁ\r:c.. that ndy

viduals will become tess depdhdent on others
In 1971, a survey sponsored by the Presiglent’s
Committee on Mental Retardation Yocated 706
activity centers throughout the nation  Based
on the survey, 11 was estimated that 18,000
persons, tanging 1 ages from 14 1o 65, were

being seived

Although  the programs had many chifferent
methods  of operation, the two most often
mentioned godals were
« Work preparation 85 percent
L]
o Soonal develooment 80 prreent
.

Sewe references 67, 92, 99, 128




”~ .

. mentally retarded wotkers

.

What Is the Employment Potential of Mentally
Retarded Persons?

Vartous sutveys estimate the number of em-
ployed mentally retarded citizens 1n a given
community Conley ,m:q::;ma._mem these studhes
and estimates that at any given ume, 90 percent
of mitdly retarded persons will be self
supporting and that “about two-thirds will

mantamn that status continuously *

Publicity campaigns over the last decade have
tned to demonstrate that “employing the men-

tally retayded s good _ busimess ” Retarded
citizens themselves have e<tabhished that, given
proper  tamning, they can petform well 1n

competitive employment

» Through a special examimnation wawver of the
Federal Civil Service Comrtussion, more than
7,000 mentally retarded persons have been
employed since 1966. Most succeeded {over
half are sull working) and the

eason for
fallure was, i most cases, notinabjlity to do
the work, but personal adjustment problems

« An on the job tratming program, fiynded by
the Federal qoverntnent and admimiqtered by
the  Natonal
Citizens, has placed retarded men and women

Association  fos Retarded
- pnvate industty - Reports o 1943 show
1,360 persons tramed Funding incidases in
1974 raised  the projected numbetr) to be

served to w.&ﬁ

« Major corporations, such as the W T | Grant

Company, have eigployed large numtlers of
and woukd thike
to employ more

A list of jobs that mentally retarded persons
have petformed successfully includes

Animal Caretaker

Key Punch Operator

Carpenter

Medical Technician

Dishwasher

Office Machine Operator

Food Service Worker

Radio Repair

Telephone Operator

Vehicle Maintenance

Photocopy Operator

Ward Attendant {sometimes in the same
institution where he or she once lived)

The employment potental of mentally retarded
persons depends on government, industry, and
crganized labor’s willinghess to provide the
traiming and restructuning of jobs necessary to
take advantage of each individual’s talents

In general, persons idenufied as mikdly retarded
in school years tend to disappear mto the adult
poputation There s evidence also that con-
unued dentification as “retarded”” can be a

N

barrier to employment.

See references. 23, 80, 81, 104
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What Physical Education and Recreation
Activities Are Provided Mentally
Retarded Persons?

’
Leisure time. accounts for one-third of an

adult’s day and more of a child’s, Yet, trach-
tionally most attention has been given to a
retarded indwidual’s deficiencies in work or
education-related. areas. Recreation takes place
::oc@?wr: an individual’s life. Although for
many years there have been recreation activities
in nstitutions and the community for mentally
retarded ndividuals, there is almost no in-
formatiory available on the extent of these
programs for retarded persons at any age tevel,

A two-vear training project at the Unwersity of
Bridgeport {Connecticut)
.cation students centered on the special rec-

for physical » edu-
reation needs of mentally retarded persons,
Other such programs are becoming more com-
mon around ‘the
accomplishments of the retarded persons in the
project concluded with the following state-
“The most mportant
observed was the self-confidence they had in

natton. An evaluation of

ment development
themselves and in what they could accomplish
through physical actwity, they demonstrated

home with therr

this new self-assurance at
families and later at the workshop.”

A well-known recreation program for mentally
retarded youth 1s the Special Olympics spon-
sored by The Joseph P. Kennedy Jr. Founda-
tion. Operating in every State and every prov-
mnce in Canada, in Puerto Rico and in France,
the Special Olympics had more than 250,000
participants in 1972, In addition to providing
_.mm_m.z exercise and fun for many chddren, the
momn_mw Olympics emphasizes the abilities, not
the deficiencies, of mentally retarded young-
sters

.56

This program has shown that chidren with
intellectual  deficits ‘can and
physically demanding sports, and that many
mentally retarded persons can and do surpass
the physical accomplishments of their 58_.&

do compete n

lectually average and superior counterparts.

A later program spansored by The Joseph P.
Kennedy Jr. Foundation 1s “"Families Play to
Grow,”' a family recreation pattern adaptable to
various circumstances, which offers a retarded
individual a opportunity
physical recreation, achievement and recog
nition. 1n its first year of operation, 1974-1975,
the program served 18,000 individuals of whom
5,000 qualified for awards of achigvement.
Although essentially a family approach, the
program has been adapted by residential care
facilities, schools, rehabilitatton agencies and

progressive for

recreation departments

Character-building organizations with major
recreational programs for .young people n-
cluding the YMCA, YWCA, Boys Clubs of
America, Camp Fire Gurls, Boy Scouts and Gurl
Scouts, either through local units or on a
nattonal basis, provide recreation services  for
handicapped youth, mentally re-
tarded persons. The Boy Scouts of America has
undertaken national programming for mentally
retarded members for many years, including a
waiver of the usual age hmit for membership
By 1973 it had 2,500 Scout units for retarded
members.

wncluding

Special camps for retarded persons have been
developed and are operated on various patterns
of funding and .sponsorship, some by public

restcential factlities themselves, some by as-

soctations for retarded citizens dand some by

service such as the Junior

Chamber of Commerce (Jaycees).

organizations

The American National Red Cross supports &
swimming program for the handicapped. In
1973 there were 126 chapters offering swim-
fing  programs for mildly and moderately
.Waana persons, with two of them also serving
séverely retarded children.

’
O
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A Survey of Regreation for the Handicapped

No comprehensive study specifically concerned
with récreation services for mentally retarded
individuals has been identified. The
following information 7,.?9: a 1970 nation-
wide study of 616 agencies such as commercial
establishments, libraries, museums, public rec-
reation agencies, fraternal and service organi-
zations, community and youth service agencies,
4-H Clubs, and public, parochial, and private
day schools concerning their services to handi-
nmvwma citizens 1n general, including mentally
retarded persons. ~

« No recreagyon services for handicapped chil-
dren and <bow5 were reportad by 74 agencies
Of these, one-half of the commercial estab-
hshments and over one-third of the churches,
hbraries, and museums reported they had
never been asked to provide such services

e Qver half of the churches, hbraries, and
museums behieved there weie no handicapped
childven or youth in therr service area

Types of problems agencies thought they might
have in starting mo?_nm&_‘om__‘m:..m

» Over half felt an addional or specially-
tramed staff would be necessary

» Over a thud were concerned about phyéical
and mental hmitations of handicapped chil-
dren

Of .the 542 agencies providing some recreation
services, 457 had increased thew services from
1965 to 1970

’

e to serve additional disabihities

« to involve larger numbers of handicapped -

children -
« tonerease vanety of activities

Reduced services had occurred in 11 percent of
the 542 agencies since 1965 because of:

e lack of tratned staff

« insufficient funds

« poor attendance

« lack of parental interest

Recreation activities provided by all reporting

agenctes.

« 82 percent. had parties, socials, and special
events

« 72 percent had active games and physical
fitness activities

« nearly two-thirds bqosn\mmla arts and crafts

« 61 percent offered team sports

« about one-half offered individual sports, in-
cluding swimming

Education levels of full-time personnel in all
reporting agencies.

« 19 percent had graduate degrees

« B4 percent had bacheloi degrees

« 9 percent had some college

« 8 percent had high school diplomas or less

I3

(%3]
~

O

Aruitoxt provided by Eic:

E




What Services Provide Mentally Retarded
Persons with a Source of income?

Income support may be provided through the
following types of services:

Continuing support from:

« Supplemental Secunty Income, Federal and
State financial assistance on the basis of need
for persons who are permanently and totally
disabled, blind or aged.

« Public Welfare, general assistance available in
some States, and the Federal Aid to Families
éﬂ% Dependent Children program which
exists in all States, granted on the basis of
need.

e Social Security and Railroad Retirement,
Federal retirement income guarantee pro-
grams based on contrnibutions by employees
and employers, covering retired and disabled
persons and survivors of the beneficrary

« Veterans benefits

e Food Stamps, School bLunch and School

Breakfast Programs of the United States

Department of Agnculture, for recipients of
1)

public assistance and other low income

persons.

o Medical Assistance {(Medicard), Federal/State
payment for residents of hospitals, skilled
nursing facihives (SNF) and intermediate care
facihties {ICF and ICF-MR)

o Medicare, Soctal Security program to pay

costs of hospital and nursing home care for
A
Social Security beneficraries

o Federal black lung disease benefits, which

provide for survivors of the disease

58

<

« Public mental retardation or mental health

restdential institutions, where total care is

provided. R

« Public mental retardation programs /:/:H

cammunity.

o Guardianship mawagement of the retarded
persons’s own income and resources.

Interim mcunoq,r or the provisiton af special
needs, may be provided from the foregoing, as
well as the following: ‘

o Private voluntary agencies which provide. a
vanety of specific benefits for which the
retarded person may be eligible

« Vocational Rehabilitation Service agencies,
Federally and State supported which may

provide subsistence payment during voca-
tional training.

« Emergency assistance grants provided by
public or private agencies in such forms as
allotments for food, temporary housing, and
cash for other living expenses

Some informaton is avalable regarding
mentally retarded persons who receive
continuing support through public programs
administered by the Federal moé_:mﬁm.: or
State agencies. Almost no information 1s avail-
able regarding mentally retarded p ns who
receve ntenim support until they qy 4< for

assistance under a continuing major progbam

o

e
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Tway Major National Studies of Income
Maintenance Programs ‘for Mentally ‘
. Retarded Persons: Took Place in 1967 and 1970. )

Aid to Families with Dependent Children (AFDC) for -

Children Judged to have Mental Retardation, 1967 .
Professional Opinion Opinion of Others '
Total ’ ’ Not Not .
Recipients M.R. M.R. M.R. M.R. Unknown
Number 3,922,719 89,472 646,555 64,044 2,548,639 \ 574,009
Percent 1000 2.3 16.5 1.6 65.0 14.6

Professional judgments were made by those

competent to diagnose mentat retardation The | Aid to the Permanently and Totally Disabled (APTD). 1970 .o

combined 3.9 percent estimate of recipients . , . Récipients with Mental Retardation as Primary or

judged to be 3m:~mm_< retarded chiddren s Secondary Disabling Condition

probably quite low. Almost 15 percent of the v

children had no opinion expressed about them, M.R. M.R. .

and the reluctance on the part of family . ' All . Primary Secondary

membegs or others probably contributed to Recipients Condition Condtition )

““non-chagnosis.’’ de)
Numbet 865,894 138,163 28,610

This public assistance program has been oper- Percent 100.0 16.0 . 33
ating since 1935. There are no mimimum |

payment levels for the States, and payments '

vary widely tn amount from State to State. ’ .

Untit Januagy 1, 1974, this State administered
progiram prov ded for the disabled, blind, and
B aged The figures in the above chart are based
on a minimum sample of two percent of the
caseload in edch state or 500 persons. which-
ever was Wigher Guam and Arizona did not
participate, and Nevada did not have an APTD
N program.

LY

. See reférences 109, 110
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What Is the Supplemental Security
Income Program (SSI1)?

LY

As of ._mzc.mjx 1, 1974, income maintenance
programs for the aged, blind, and permanently
and totally disabled are combined under a
new Supplemental Security Income Progiam
For the first time, the fFederal govi rnment
guarantees a minimum income to persons who
have nsufficient resources or ncome The
program 1s admimistered by the Federal Social
Security Administration. The base in February
1975 is $146 per month for each ehgible
incdhivrduatl, with certain exceptions In addition,
38" states and the Distnict of Columbna sup-
plement payments The amount of ~ar. indr-
vidual’s SSI check s affected by earned or
unearned Income States may ask the Federal
government to administer any supplements to
the Federal payment they may make or States
may make this payment directly to individuals

¢

An important b oature of SS1oas thiat childien
who are “perma wntly and totally doabled™ {a
category that 1 ludes some-mentalbe retarded

children) may be ohigible for mcome mamnte

nance payment  under certarn circgmstances,
depending on thew family finances By
Novémber, 1974, there were apptoximately
65,000 children receving SSI

The change over from State to Federal adminis
tratton caused problems i reachiugsall persons
oy hile for o payments Informapion on the
samber of persons who are mentally tetarded
and receving S50 payments s not currently

watlable

In Cietober 1971, 1,581 663 persons class
as dhisabled rececod foderally adminstered pay
ments (ncludiog Federal payments and Staie

supplements) of www%.\wmw 000 .

60

As services are provided to meet the need;
previously discussed: physical, social, educa-
tional, and economic, it is possible ‘or the
mdividual to move toward independence in the
place where he or she lives

~

I

See references 14, 16, 46 , Q
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Where Do Mentally mmﬁmawn _umao:m
r_<mv Who Cares for Them? . .

)
. .
[y

>__ chatdiren cannot tive 2:: thewr tduhies nor -

om: all aduits find “thenr own Fving, arfange
ments Residential services are needed Yo1 many
mentally _mT_.Z:i persons at some time n ther
throughout their lhives
the

services for retarded persons

fives, and for some,
¥

Reswl:ntial  services are fulcrum ‘around
which many other
are balanced
care and management for the more wm<w_m_<

handicapped.

This s especrally true of personal

Residential facilities are usually classtfied into

settings with the values of normali.ation, maxi-

mum self developme1t, and community hving
What are’'Some Commurity Residential Services?

that
servic2s follow a developmental modef

Prevailhing  philosophy  holds restdential
pro-
<::a attention to specific problems and needs
mdivedual residents untii they can be cor-
Thercafter,

qresses to an mprozed level of independent

of

rected o1 et the individual -pro-

functioning Thus viewpoint has spuired eme:-

two types institutions and commumity care gence of a growing array of residental alter-
The traditional residantial facihity was _:m:... natives to institutional cate, each geared to
tutional 1in nature, thatus, marked by isolation specific needs of specific mdividuals  Among
from the community, large congregations of them are

cidabled residents, and the type of daly ieqi- -

men that charactenzes hospitals and prisons j. Group homes, hostels, boarding homes, ard
Institutions  are being modified to  accom- :w;<<m< houses for adults Although cafled
modate to the new philosophies of normali- by these different names, these facilities are

zation and masimum self development  Insti-
and tending to

care,

tutions ate becoming smaller

use cottage-type housing and are at-

tempting to apnroximate a home hike environ

ment, and are rncouraging development of the

restdent and his or her access to adjacent .

community services and opportunities

Comaramty care facilities have been croated not

a0 acheve the benefits of noarmabizguon
ant ocontining developm: for the nosident
ey also ta ach v fseal veonamee s The
BEOGITeS My a::,.:u sponge ot et gn -
fescal vesponsiboiity  tor exaample nomster of
funding as a total State responsibiiity (public
stitition)  to g shrred State fo Lo s

responsibiit, {4 ./_: Bome i the comminty
The goal f

the

demetitntionalization s ?. teplae

unnatural ﬂ::;:n of tivpg o 5;::.3;_

generally defired as any community-based
residential facility which operates 24 hours a
day to -provide setvices to a small gioup of
retarded
disabled

men mu__< or otherwise devel-

opmentally persons who ate pres-

ently or potentially capable of functioning in

the commiumnity  with some  degiee of in-

dopendence

L Foster care for chiddren and increasicgly

fouy ;:::ﬁ. whaoagre dependent a:%«ﬁ:::g lrve ,
b

fou

vhatever 1eason, wwth there own faomiles

Living with one's parents as a
hving alone or hving

s Nitural home

chited o1 as an adult,

veith one’s onvn family . R

o Lonag term sheltefed Tving including nursiag
Homes an environment for adults incapable
of rnadnpendent fnana, based on normahization

nrnciples

.

« Respite care  veiy short term residence cate

for retarded individyals, both children and
adutts, to
“vacgtion”’

a family crisis -

alfow them and their families a
from on¢ dncther and'to alleviate

« Vocationally otiented residential services -
to help young adufts adapt 1o the world of
work .

It s that of
tervinology 1s Just beginmng to appear m the
hterature  Defimitions cften
names of community facilities 9nd programs are

emphasized much the above

ate vaque and

used, at t'mes, without clarity as to meaning
3

Institutions "

An
facility ot budding(s) providing a constellation

mstitution s a public or private

of pirofessiohal services on a 24 hows res;

dential basis including those duected toward

the care, tisatment, habditaton, and rehabil

itation of the mentally retarded and has been

trachtionally  separated  .from  the

’

qenet al

population

There are thiee major cateqgories of facihities

serving tetarded percons whiell are classifie | as
"
pubhic faciltties for

mstitutions mentally re

tarded petsons, public facilities for the mentally
ul that _5% some retarded persons 9_12.5 thewr
%m_a_:: populations, and private. {proprietary
and non-protit} residential facilitied for men-

tally retarded indhividuals. .

See references 50, 83, 85, 86.




Recent Trends in v:a:n,_:m.:‘”::c:m for

Mentally Retarded Persons

. . 1963
All Ad £ 1
ANl Admissions 5,151
Net Releases 8.156
Deaths in Insututions 3,498
Resident Patents '
at End of Year . 176,516
Personnel (full ume) -
..mﬁ End of Year < ' 69,494
Maintenance Expenditures , $363,5674,833
“Per Resident Patient . N
‘Per Year 1,984.00
Per Day . 544
tPer Patient under Treatment ©
Per Year 1,879 43
Per Day 514

*Based-on average daily population

\mmvms.,m: census at beginning of vear

~ .

1967 1971
15,714 18,370
11,665 7.079
3,635 3,183
193,188 181,009
94,000 118,909

$576,620,954 $1,002,557,588

2,965 33 5,637 05
8.12 1517
. 2.774 10 4,982 25
7 60 1365
. 4 ‘G
s

>/an;ma ?o.‘s.“ uUs Omnml_‘sm? of Health, Education, and Welfare "“Mental Retardation Source Book of the Depart-
ment of Health fducatioh, dnd Welfare ' Washington, D C  Office of Mental Retardation Coordination, 1973

Yy

{Mimeographed) .
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In recent years, persons being newly admitted
*o public institutions have been younger, have
been more severely retarded, and have more
physical disabilities than in the past
formation on age 1s available While inforntation
on sex generally i1s not m<m__mc_m~ there has been
an increasingly larger proportion of male new
admissions noted. i

in-

To What Extent are Mentally mmﬁmamanvm«wo:m
Placed in Public Iomv..:m_m for the Mentally 1117

In 1971, there were 29,272 peisons diagnosed
as mentally retarded n State mental hospitals;
81 percent of them were over 24 years of age
information on the number &f persons in each
level of retardation is unavailable, hut of new
admissions 1o State mental hospitals 11 1967,
715 quomﬂ: were mildly or moderately re-
tarded For the same year, 48 8 percent of
persons rewly admitted to mental retaidation
fac:lities were mildly or moderately ietarded

What are Some Characteristics of Persons Who
are Residents in Institutions for Mentally Re-
tarded Persons?

Two States, Flonda and Califorrua, have col-
lected detaded \nformation gn residen s i therr
institutions  Such information can be sed to
design inchvidualized :‘mmmf?.; plans tc enable
eath retatded person to come closer to the goal
of mc_?mci._o_m:n< and self support

See references 40,

Q
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The information from Californig clearty shows Sedected Findings of Annual Census of Characteristics
that from 1970 to 1974 over three quarters of of Residents in Public Institutions for Mantally Retarded Persons
all residents reman getarded at the severe or b Cahfornia, 1970 and 1974~
profound levels Sex distnibution contmues to
remain ._cci.,w:._..f:_:. There has been a shight 1970 1974
ncrease in _:..._2._:.:_.. of restdents who have no Conu Numbne t IR 1000 -
hearmg or no vision Do e (Lot of Pt 1 16 U PP
. Hetod it iy o UPIRIN 00
. ) " Pt ’ 15 g0 IRIETR
. « LR () hY iy
TS y e I
oy - O 1 {07
1o 100 13 L 0h o
‘ by o e Rt IaRA]
Poreent . (BT ’ A1 60 i BRI
' : PRI 1 m
° TR TTE I P RITI AN [N LU N B
’ Poveon ' Cor e, 11 R R
: R TR B IDYN; 1003
LRV TR BT PR () 104
: I oD o1 oy
Vicion Mo o Hn # 30
) Prvcenn (T 13 43 a6
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' T #1111 » 1 a8
»ma\\q b 100 O N o1
. . 1 KA HE
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. See reference 15
63




The study i flonda was the first assessiment

ever undes taken of all 5,444 chients i 1ts six

Sunland Centers Information on each reaident

v .
was colfected i June, 1974 using a Chient

Assessment  Instrument specially  designed tor

this survey  Levels of independence were noted

for many skifls, including  ambulatbion, elf

care, social, commumications,  househeeping,

education, and work  Fidimgs on these and

other  vatables  were grouped to form  the

foltowing two graphs

64
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See refrrence 42

Levels of Independence of Sunland Residents
n Flornida, June, 1974

1

7

3

—— Independent _

Number of Dependencies
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Number of Sunland Clients by Level of Their Physical Independence
-

Level of Soaal Independence
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What Are Some Charactenstics of Residents of
Pubhic Institutions  for Mentally Retarded
qvo_‘.a.ew.a. in the United States?

The Natonal Association of Supenmtendents of
Public Residential Facihities for the Mentally
Retarded has recentty completed o nationwide
sutvey of ity own tacilities Information on tias
and the followmng page are from the results of
that survey

The followmg table presents miormation fron
177 public mstitutions i the Umited States as
of July 1, 1374 This tepresents 75 percent of

Al pubhic istitutions

Distnbution of Residents 10 Public Tostitutions
for Mentally Retarded Persons,
by Level of Disatnhity July 1, 1974

Level of Disability

Percent

Profound 41
Severe : 300
Maoderate . 179
Mild 81
{Borderbine Normal) . 7?8

Totat ) 1000

The following table presents the resalts of 177
publhe amstitutions eporting on 27 276 1ew
dents classafed accordimg to the 1973 AAMD

etiology

Distnibution of Residents in Pubhic Institutions
for Mentally Retarded Persons,
by Prithary Cause of Disabihity, July 1, 1974

Primary Cause of Disabiity Percent
Infections and Intoxicabons 14 3
Trauoma ot Physical Agent 154
Metabohism or Nutnition 2?8
Gross Brain Disease, Post Natal a1
Unknown Pre Natal tnfluenc e 306
Chiomgsomal Abnormality 108
Gestational Disordes : b5
Folownving Psychiatrig ._J_.vc.;..,_ 16
t nvinanmental Infloence 150
Total 1000

Of the 105,442 qeadents weported to Bave
mental retamdation, 53,265 o 50 5 percent had
at least one additionat handicapping condition

34 percent bad more than one ot
nple, 671

n addition to the mayor

wons were both bhind and deat,

Capping coneh

ton of mental retardation The distnibution of

the pomay additional handicap o as fotlows

Additional Handrcap Number Percent

Ndness 3825 ]2
Deafness 2226 a7?
Emotonal Disturbance 8,020 151

Ceretiral Palsy o Othe

19,448 365
19,746 370

A Handhieap

Fotal 53.26% 1000

Another finding was that 40 percent of new
admissions and 40 percent of readmissions to
public institutions duning Fascal Year 1973 74
tepresented mildly - o moderately  retarnded
persons and bortderhine persons

See reference 94
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What Does the Term Demnstitutionahization Popuiation Changes i a Total of 176 Public Institutions \;
Mean? ) for Mentally Retarded Persons, 1970 to 1974 )
in 1971, the President of the United States
Numarcal Population Percent Population
adopted as a national goal the retuin to use ful
Popujation at Decline from Deciine from
lives in the commumity of one third of the more  Fuscal Yaar Englof Yaar Proceding Year Proceding Yaar
than 200,080 mentally retarded persons who . T T T T TTTTT T T
650 -
were hiving i pubhic instututons Most of these 1970 %.Z.ovo
L4 it 4 y 7
persons live i special institwtions for mentat 1971 153,343 o717 17
C I . «
retatdation There are some who are cared for 1972 151,204 2139 14
€ 1 e [ .
in State hospitals for the mentalty it Deinst 1973 147,050 3,154 21
077 1 0
wtonalization  requires  reeducauon and re 1974 141,972 5078 356 0\

traiing of the residents of these facd ties for

them to be able to adapt to commumty hving H the suvey results ane genetalized to the

H Much P H B Mad , cntire group of public institutiony  estimates
ow Viuc rogress Has Been Made towarc drow a nine year dechine of 14,000 residents
from 190,000 m 1969 o 176,000 wn 1974

Dunng the same penogd, the populution has

Demstitutionatization?
The recently completed study of the National ’

Association of Supanintendents of Pubhc Resi
declined i otder, larger facihittes ana has been

dential Facihities for the Mentalty Retarded
offset by growth 1o newer, smaller facihties

mentioned on the preceding page provides some
Older faalines dechined m o median resident

population from 1,146 1 1965 to 956 n 1974

In .._Q\a. the median population of new facils

answers 1o ths questuon  Data tor the sinvey
were acquired from 207 residential facihities of
250-quened Of the 207, 15 facihties were not

ties, those i operation subsequent to 1969
i operation at the tme of the survey  In

Wy 1 O¢
formation was collected as of July 1, 1974 s g .

There as oo information avastable on average

Some Findmags length of stay of g reaident inoa pubhic facility
e OFf 106 facitities an e dorng the nme yean There s alvo no mformation to show that
penod 1965 to 1974, the population de N persons discharged from public mstitutions do
Chined from 1H1 873 1o 127 696 159 not move to other types of mstitutions such as
percent State hosprtals for mentally all petsons o1
e OFf 176 facdities i use dur ng the fou year private stituthions

pentod, 1970 1o 1974 the population s
Clined at ap weelorating rat: ot 17 percentm

o the tourth

the fust yuar to 36 percent

year A trend may be seen i the table
m,.... reteremce 94
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What Are Some Alternatives to fnstitutional
Care?

The words “private residential facility’’ are used
,,.8 describe other types of residential settings
{ outside of public wnstitutions where mentalty

retarded persons reside, including private in-

sututions. The most frequentdy used settings
are group homes, nursing homes, and fostes
care ot family care homes Whie such 1esi-
dential settings ark private, governments may
purchase caie 1in them for residents considered
to be a public responsibihity. There 1s timited
nattonal information on  private 1esidential
facithties Information 1s not currently avadable
by type of facility, such as group home, nursing
home, etc. .

3

Charactenstics of Private Residential Facilities,
1971, by Ownership

Type of Facility Profit Non-Profit All
Number of Facilities 745 286 1,031
Accept Both Sexes 435 199 634
Accept Only Females 164 43 207
Acecept Only Males 146 44 190
Ages of Chients }
Under 21 332 125 457
) 214 34 a 38
Other Restiicuons 226 124 350
Al Ages 153 33 186
Number of Residents 13,443 14,581 28,024
o~

* Number of Facihities with Programs Offered

Rrogram Yes I No
For Educable Children ) 232 799
For Tramnable Chilchien ) 316 15
For Profoundly

Retarded Childien ~ 188 843
For Adults 127 904
Vacational Rehaty itation 184 847
Occapational Therapy 158 873
Physical Therapy 160 871
Other Programs - 132 899

Four tacilities offered all programs, 336 facilities offered no programs

See reference 112 .
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A 1973 survey of group homes for develop-
mentally disabled, the large majonity of which
served mentally retarded indwiduals, found 474
homes n operation An additional 112 facilities

information  was un-
available for the survey. Forty-six percent of
those reporting were operating for less than two
years, and morg than 75 percent were formed
sance 1968. Of 7,753 residents reported, 60
percent were male and 40 percent female. The
group homes varied widely in services provided.
Over half relied on public resilential facilities

were dentified, but

for one or more supportive services.

A signitficant result of this survey was reparting
of difficulues encountered by the ad-
ministrators of the group homes Such prob-
lems may affect future development of com-

munity alternatives,

Most Serious Problem Areas in .

Establishing and Operating Group Home Facilities

. Percent of
Total Administrators

, Number of Ranking the
Area of Concern %_w_uymm . Vanable
Inadequate Funds 294 ) 62
Difficulty of Finding Qualithed Stafi 174 . 37
Developing Indvicualized Client Programming 135~ 29
Lack of Community Supportive Services 113 24
Certification and/or Licensing 95 20 .
Atttude of Communmity Toward Residents a7 20
Staff Traiming and Development 88 19
Reducing Parental Fears 69 15
Difficulty of Mamntaming the Stoft 67’ i4
Zoning Restnictions 56 12
Meeting Fire Requlations . 49 i0
Meeting Bui'dina Safety Stondards 29 5
Other . 64 i4

68 ’

mm:d__<\n.w:“.o__ﬁﬁmwmm_a_ﬁc:c i?oc_azi
forms of planned commumty residential set
vices for mentally retarded persons Examples
of the number of persons served i Catifornia

and Indiana show that foster care serves sigrer

ficant numbers of retarded persons .
Number of Date of
State Residents Served  Information

saliforma Approximatety ‘December, 1974

5,000

Indhana . 1,348 June, 1972

A iecent tend has been the utihization of
nuising homes to setve developmentally dis
abled persons. The State of’ Califorma has made .,
extensive use of nursing homes As of”
December, 1974, 2,448 beds were available for
developmentally disabled persons n separate
buildings or separate wings of nursing homes or
ntermediate care facilities. Intermediate care
faciities do not provide as intensive a level of
nursing care

See references 19, 58, 86
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What Was Found in a 1974 Kansas Study of
Facilities and Homes for the Developmentally
Disabled?

The Kansas Department of Social and Rehatwl
tation Services surveyed 330 facilities serving
1,900 developmentaily chisabled persons

The study found that there s no common
chfferent types of
facilities. Almost half of the respondents weie

defimtion of residential

unable to identify thew category The following
defimitions were used i the study

+ Nursing home a nursing factlity providing

both short- and long term care for semi
independent residents over age 21 - (228
respondents) B

+ Foster home
either short
chviduals ranging from dependent to almost

a famiy type home provicling
or long-term care, serving in

independent, under age 21, and covering all

resident needs {74 respondents)

» Children’s facility - a group residential
facility offering short term transittonal care
for independent and semi independent per-
sons under age 21, and providing most resi-

dent needs - (14 respondents)

« Boarding homes a qroup lnving arrange

ment, provichng both shbort and long term
care for semindependent persons aver age
21 with the facility covenng atl veadent

needs (14 respondents)

See reference 96

Further confusion of definitions may be seen in
the table betow where distribution of facilities

by types and _‘m_mmh\.:m_dng_‘_m:nm 1s shown.
¢

Several a:?mmﬁnm ories apply to a number .
of the reporting facilities.

.
»

Study of Kansas Homes Serving Developmentally Disabled Persons

Numter of Facilities

, Nursing Foster Children’s - Boarding

Description ,9/ Homes __Homes Facrlities __Homes . Total
Pattarn of Care- ’

Family type 24 72 6 ) Q - 102

Group 13 4] 6 8 27

Residential 17 1 5 1 . 24

Nursing 205 0 o . 0 205

>cm:n< operated 3 2 3 4] 8
Duration of Care = b

Temporary recpite 3 5 4] 4] 8

Short term transitional 114 20 6 6 ) 146

Long-term indefinite 176 35 2 7 220
Disability Level of Resident

Aimost independent : 24 14 N 6 2 46

Semi idependent 175 22 5 7 209

Totally dependent 16 19 0 1 66
Age of Residents

Under 21 20 72 . 14 2 108

Over 21 184 5 0 8 197
Setvice to Residents : .

Five day week residence only 1 1 4 0 6

Covers all resident needs 57 41 7 8 113

Board, toom & gquidance only 9 5 4 0 18

69
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.ﬁjm study found ** - that most facilities were
unable: to 1dentify the mental levels of thewr
developmentally disabled clients.”” As the graph
shows, over one-half of all peisons identfied
were shown in the Do Not Know’ category of
mental fevels."

Menta! Levels of Clients in Immam.::m_ Facility by Type of Facility
Study of Kansas Homes Serving Developmentally Disabled Persons

819
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See reference 96
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How Accessible Are Services for

Persons
Who Are Retarded? ; :

As 1ecently as 1968, a repoit on employment,
transportation, and the handicapped, ptepared
for ﬁvm Socral and Rehabilitation Service, made
no mention of the special m_m:m:o:m:o: needs
A 1973 planning
document, U_oogonm by the Urban Mass Transit
Advisory Council, makes only passing refer

of the mentally retarded.

ences to mentally retarded persons in discussiiig
travel barriers for handicapped persons

In addition to the high prevalence of physical
disabilites  amoig retarded cruzens, the m

ability  of many to i1ead mmstiuctions makes

them less able to use public anspor tation
.

v ;

In a swvey among eldeily and handicapped
D C., the
mcirease 1 tnps for vartous purposes, if there
were a barrier-free transit system, <<.ww qiven

persons 10 Washington, potential

Potential

Trip Purpose % Increase

Work/School 14°,"
Shopping 82%%
Medical/Dental . 50%
Social/Recreational 1119%
Chuich o ] . 85%
Combined Total 72%

In Auqust, 1973, the President’s Commitioe on
Employment of the Handicapped issued A

Stivey of State Laws to Remove Baitiers
Only one State, Kentucky, haa no law requiring
some action to remove physical barriers 1n
housing,.governmental butldings, walkways, etc
No information 1s avaitable regar(ing the extent
to which these faws have been implemented in

alt States

While

employ  such ﬂ...ﬂé:.? no information awas

there ae contmumg local efforts to

found op the oxtent 1o which services are being
offered to mentally retarded persons through
CL:E: hoefforts, or providec by means of
serveee “brokers,” neighborhood service  de
hivery  pomts such as 'store front”’ centers, or

special transportation arrangements
A .

See reference 119

What Manpbwer Is Needed to Provide
Services for Mentally Retarded Persons?

.
conferences
manpower, one hetd 1in Canad

Two 1ecent publications of on

other n Phiadelphia

markably sunilar reconfmendations

 §

» There 15 a need to employ different kinds and
~levels of professional peisonnel m working
with mentally retarded and developmentally

-

disabled persons

« Traiming n the special needs of :m:nmn&uco:
persons  must become an integral part of
traming n atl fields Only m this way can

mentally retarded individuals make extensive

use of genernic services (those avarlable 1o

everyone) -

Federal government efforts i traiming person-
nei to work with mentally tetarded and other

devetopmentally disabled persons began n 1963
with legislation  authonizing  Unwversity  Af
frhated  Facihies (UAFs) and, Mental Retar
dation Reseach Centers Funds tor constiue
ton of both were appropr ated i Fiscal Years

L1965, 1966, and 1967

In 1972, more thar 52,000 persons from more
than 6Q separate fields were tramed i the 32
operating UAFs

The Bureau of Education for the Handicapped
(BEH) reported there were 73,400 teachers for
the
1971 1972 school <c..t_. estimated to be two
thitds  of

mentally  yetarded  employed i the

the  number  needed

Federally
suppotted traming ot special edud stiond teachers

See 1pfFTenkes 34 127
/ J/ .

O
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reached an annual level of 6,000 new special
education_teachers a year in 1970

The National Institute of Chdd Health and
Human Development (NICHD), Mental Retar-
dation Branch, operates 12 Mental Retardation
Research Centers As a by-product of research
conducted by Em Centers in the causes and
prevention of mental retarclation, manpower
with scientific investigative skills 1s trained.

72

What Is Accountability for Mental
Retardation? .o

»

Accountabshity means provision of evidence of

« the extent of the problem
« the amount of effort expended to meet the

problem
« the matntenance of service quality to meet
established standards R

« the actual meeting of indwdual needs
« the extent to which the effort has had impact
os\ﬁm.maw:o«m_ problem, and has reduced 1t

Pnnoc::ﬁ@ for the extent of the mental re-
tardation problem and the effort made to deal
with 1t s found in fimited form n the manage-
ment records of serving agencies -- their case
records, statistics, budgets and financial redorts
Accounting for the excellence of service s
based on licensing or voluntary standards, and
periochc assessments by independent judges of
those mﬁm:am«mm have been met
Accoyinting for effects of services on individuals

<

how welt

and their problems, or *oq.ﬁzm:. impact on the
community problem of mental retardation s
called evaluation and 1s relatively rare and
:m:m:<. inconclusive .

What Are Currently Existing Mechanisms
for Program Evaluation?

]

Thete ate two types of mechamisms regulatory
and voluntaty. The regutatory means is througb
hcefsure, the voluntary mechanism is thiough
{1) accreditation, (2) PASS, a new procedure
now in use in two States, and (3) consumer
evaluation. These * processes are described
below

Licensing

- -

Each State has legal minimum standards, of
heatth, sanitation, building safety, fire safety,
etc In addition, eagh State reguires at least
some of its progiams .for 30:8:< retarded
persons to meet certain standards n terms of
qualifications of staff, services offered, number
of persons served, etc. Licensing laws o ovide
for mimimum standards

Enforcement of licensure laws s himited
Licensing 1s most often effective at the time of
witial apphication for the license and 1s rarely

subject to judicial review

Accreditation R

In order to measure the quality of service, itus
necessary to know how well the program s
equipped to help recipients achieve stated goals
Two methods of program evaluation recognized
today attempt to do this. One s admumstered
by the Accreditaton Council for Facilities for

the Mentally Retarded of the Joint Commission

on Accreditation of Hospitals The Courrcil has
eight member agencies.

- -

~

i
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American Academy of Pediatrics
American >$oﬁ_._:o:.o: Mental Deficiency
American Nurses” Association :
Amernican Psychiatric Association
>_jm:mz: vm<n:o_0c_nm_ Association
National Association for Retarded Citizens
National Association of Private Residential
Facihities for the Mentally Retarded
United Cerebnal Palsy Association

Two sets of stgndards have been established,
one for redidential factities and one for com
munity agencies seiving mentally cetarded n
cdividuals

The accredhitation program s voluntaiy  An
agency applies for evaluation Once evaluation
s under taken, a tange of program components
1s evaluated The Accreditavon Council began
1ts C.cc.Vg‘_ in 1973 anddentified the principle
underlying ats standards as normalization  Be
cause of the 1ecency of the progiam, no
mformation 1s avatlable on the extent of cov-

erage o1 1esults

See reference 2

Programy Analysis of Service Systems {PASS)

A system first devised i .Nebiaska to evaluate
applications  for” new community programs,
Program Analysis of Seivice Systems (PASS),
has been expanded to include evaluation of
existing setvices . A feature that makes vb‘mm
different from other methods of evaluation s
that 1t allows for negative s, well as positive
evaluations of each program component Cen
tral to ‘the systent s the prnciple that services
are adequate to the extent that they promote
integration of handicapped petsons into the
mainstieam of society. Services ate rated suc
cessful to the extent that they employ the
punciple of normalization At least two states,
Nebraska and Pennsylvania, cutiently use PASS
as a formal evaluation tool

Consumer Evatuation . .

Incieasing attention 1s heing paid to consumer
evaluation of services, erther by retarded et
sens themselves, ot by thenr advocates One
approach 1s a foimal contiact between the
provider and consumer  of the service
Wemtraub and Abeson discussed the special
‘education contiact thus “The contract would
specify the obligations of all pairties, the edu
cational objectives to be achewvef, critenia for
assessing  thewr achievement, a timetable for
evaluation, and procedures for renegotiating the

contract '

See 1eferences 1, 122
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"

The United Nations Declaration on the
’ Rights of Mentally- Retarded Persons,

\
. : { ’
e - ’ - R '
—— 7 %971 5 . L - :
1. The mentally retarded person has, to the 7. Whenever mentally retarded persons are un-
.. maximum degree of feasibility, the same

rights as other human beings.

able, because of the severity of their handi-

2. The mentally retarded person has a right to
proper medical care and physical therapy and
to such education, training, rehapilitation,™

.

cap, to exercise all their rights 1n a meaning-
ful way_or it should become necessary to,
restrict or deny some or all of these nghts,

the procedure used for that restriction or
and guidance as will enable him to develop

his ability and maximum potential.

o

|

W

\

3

!

- 1

denial of nights must contain proper legal - ,,
safequard$ against every form of abuse. Thise ;
t

3. The mentally retarded person has a right to U«onmaﬁ.:o must ”Vm cwwmarw:;m: m,“.m_:m:o: of . - :
economic security and to a decent standard ) the mon_ﬂ nubmcn _M<Qo t m,Sm:SQ/\ 8@&% : ;
of living. He has a right to perform produc- . person by qualified experts and must be !
tive work or to engage in any other mean- i

) .
subject to periodic review and to the right of
ingful occupation’ to the fullest extent of his appeal to higher authorities.
: capabilities.

.

4. Whenever possible, the rmentally retarded

person should five with hs own family or . - ) :
with foster parents and participate n dif- : )
ferent forms of community life. The family .
with which he lives should recéive assistance. ’ ' o
If care in an institution becomes necessary, 1t ’

. should be provided in surroundings and other

&

. ~ ~
cirdumstances as close as possible to those of .

. . ~

3 normal life

°

.
5. The mentally retarded person has a right to a , -
quahfied guardian when this i1s required to .
protect his personal well-being and intergsts.

] . . L .
6 The mentally retarded person has a nght to :
protection from exploitztion, abuse and de-

‘grading treatment. If prosecuted for any . -
o:.w:mo. he shail have a right to due process : ’ ) i
of law with full recognition bemng given to his L ' -
degree of mental responsibility _ See reference 48

.

’
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—In" a democratic soctety, human rights are

. This section describes some specific deticiepdies

| .

What Are the Issues in mq___ itizenship
for Menftally Retarded Persons? y
e , to, .

‘ . ,
Fundamentally, the issue is <<_,.m:,_.oﬂ a nm_‘mo:. .
who is Samama_ can live under all the impli-
cations’ ow citizenship — the exercise of his, . .
1@:? acteptance on mnca *oo::m by the -t
0033«5_2\ m:Q ﬂ:m Lopportunity to exercise /
choice mBO;@ on:o:m mrﬂmo::m_:_w lifeZ and
:mnn_:mmw/ .

©
~ v

Rights can be classified as human rights ::omm
that most people feel exist m:g should not'b

denied to anyone}, and legal rights (those :,SM
have beerl enacted by, legistators -or -for which

Uﬂmomam:ﬁ has Umm: mm»mu__m:ma by ﬂ_ﬂm courts).

b4 T )

mtnnolmp by three general principles, nommz{m
98:30:0: (no right may he denied an indi- |
vidual without proof that 8052 3 smmam‘
‘reGuire this be done), due Eogmm ?<m: s}m:
an individual’s right must be denied, it cap only
be done thiough a formal EOOmmm thereby
safeguarding ::w person’s chance to retain or,
once denied, _m@ﬂl n his rights); and 5&:5638_
Uagmo:o: (society’s c_:_om:o: td provide for " ‘
its members the special assistarice they might

‘need to exercise their nghts) . » .

!

The rights on the following page are those of all
citizens. Mentally retarded cifizens ‘are pre- .
sumed to have all z,.m same rights as m:< S:m_‘ !

citizen. . - - e

in the .citizen status ©f mentally _\mrwama.
persons, identifies some barriers to the improve:
ment of their status and explores the vehicles

being used to remove these barriers. !
. .

’

-

« See reference 21

O
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How Can Rights Be Classified? . .o .
. ~ N . * L B ' ' : .
' - . - \.\
. Although a good bit of overlapping i1s 1nevi- s . ’
., table, one can group many of the components , ' " o .
of full citizenship under the three fundamental - - ’ . -’
prihciples mentioned on the previous page . )
b + i . . . . “~
‘Positive Presumption T Due Process i Instrumental Protection : -
« Right to prlucation « Right not to be lalwled for éxclusionary o ° . ,EE_Z to treatment | - - ’
» Right to [hahage one's own affairs discrirminatory reasons _ « Right to a developmental .apportunity, n- =
"« Right tofhife and survival ’  Right to legal acgess to the no::mw cluding -
s e To sue -~ . - o Eatly mntervention
» Right ro,yote
' N . e To contract . e Family or family-like home
. m_wxs to worship . N o . )
¢ q | * | « Right to the least restnictive o chastic ~e Right to physical acge$s to all facilities
« Right to develop one’s sexual and socia v - \ N .
9 . alternative Gin,any setting) [ « Right to have an advocate when needed -\
- adentity N ¥ . -
« Right to marry i » Right to reasorable 3.080::03 from harm oy
« Right to procieate . - .o . N
- o N “ : =<

« Right to be pa d for work . .. . . ™
« Right to dign:ty B - .ot ’ . . L 3
« Right to fal ~ . . < <.

Adapted fiom Cobb,H V “"Guizen Advocacy and the Rights of the Handicanped ™’ _:Aeo_?:mc.ﬁa.:, W ,-and Zaubha,
. H, / :
It should be recogmized that nights by thew Menta! Retardation, 1973

exercise may bw» an conflict, There may be e ) ) ' - N .
conflict bhetween rnights of two persons, or ! - “ /

among rights affecting the same person. As an ' . N .

eds C tizesr Advocacy and Protec tive Services tor the Impaired ind Handicapped. Toronto National Institute on

example of the 3«82::..@8 may be confiicts ~ < . NN
bet.een the rights of Harents and of then . L N
retarded chitd Ar example nf the latter is the .
essential conflict between the nght to 1eas0n . . .
“wle protection from harm and the nght o .

managr one’s ov n affans » ..

Al -ﬂ " > .
This list of ricats s :Q:H;JZ?:Z:% no- b B A.W . .
static Developments acdup® so tapedly  that . . ; .
today’s tealities may :w.:,c_.:)m: by new ones ’ . . . R

M W

tOMOIrOwW. See reference 20 B

Pl
'
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Has Litigation Affected the .
Citizdnship of Mentally Retarded
Persans? . e
< . °
rl »..
Thy _nv:os::c table shows that hitlgation on . . ‘ .

:m_:n, of retarded persons s essentially a ’ . ’ . . . T
pi{dnomenon of the 1970's Data show that .
lagvur}s have been brought m all sections of the . ’ . - A
ce :+<. approximately .:,nc:__:c to popu ; -
lagion,| 1974 data ‘were avaitable onty for ten p - ) ) ’ , '. .

' medths Itas hikely that information for the full ﬂ - . . < . .
yeqip would show more legal actwity tham in any -
' preytous year. . - .
. reference 129. A Profile of Lawsuits Establishing the Legal Rightsrof _<_o=8=<. Retarded Citizens, As of Oﬁoco_, wd.:do.wa
a%-...ém:: Number Filed by Year Total |* Peciston For | Pending
: \ i or Against Decision)|
' : Plamntiff )
o 5l g g |gls |8 || ;
| ¢ 2 @ @ @ | @ - @ @ - @, For anst |, .
Right to Fqual Fducational Opportunity 4] T 1 3 1 ) 11" 20 15 o ‘61 29 0 - 22 i
2f) :T to Be Fiee From Inappropnate » ' . : il
Edlirational Classitication, | .__:._..:._ - ® 5~ ’ ot s
anjl Placement ‘ (3} 0 0 2 ? -3 1 0 8 3 0 5
25_: to Community Services and the ) ] . N \
Ridht to Treatment in the | east . . ’ . © .
Rektnictive Envaonment R 0 0 0 1 | 5 5 -8 - va 1y ? .8°
Rujht to Be Frec rom Peonage ' ’ . -
s and nvoluntary Servitude 0 0 0 "0 0 ? oA ? \ H \C 37
Ruht to Be Free from Restrg tive . . ! . : .
Zotuna Ordimanc es . 9 1 0 0 - ) 0 0 A v\/ WA 1 _~ 0
—
- Riqht ot Free Acoms to Bualdimg, . . . .
2 land Toamepor tation Systems 4 0 0 0 0 0 2 0 2 A ? 0 2
Rigtit to Be Free From Unconstiiationa - . « . o
. Co?:._::...:k:,: toes 0 0 0 ! 0 ! 3 4 12 8 . 0 "4
R o Procreate L 0 0 0 0 | i 3, ] a a A 1. 4
2__42 of Equal Acces to . : . ) .
Adgiuate Medicat Services o 0 o_ | o 1 0 0 0 L A A R O
TOTAL . I 0 1 9 ) 28 40 1 38 T|122 y 70 4 A8
‘At khe time table was drawn oy one appeal tThiough 10°31/74 Adapted from ;2_:_. Hihts Wark Group encc::.:;::: AL Lew Suits stab .
wad pendmg in a ¢ Mty servic es Jecision tshing the Legasl lghits of 3..:_._..::\ Retarded Citizens Washington, 0O ¢ Prog . 79

dent’s Commirttee on Mentad Retardation, Ocisber, 1974 -

. 4
. -~ . ” . o
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at Is the Right to Education?

1
A class action tawsunt s an appeat for rehef

named

rought on behalf of one o1 mote

wdividuals and gt persons in the same Juis
It s a new

~

wchon suffening the same abuses
tool for advocates of the mentally retarded, but

Has been used so dramatically and often that
legal action has dommated the scene in the
970°s .

Although
Jranted by most Amenicans, latge numbers of

fiee public education s taken for
mentally Fetarded chiddien have been dented
his night

egun to establish the requuement that pubhic

Four major, or landmark, cases have

bcducation be made available (o all

IAttorneys for the Pennsylvania Assocration for
Ratarded Chitdien (PARC) arqued that equal
protection under the taw, guaranteed by the
Eoutteenth Amendment to the Constitution,
required that all childien have equal access to
public educatton and that they also have the
_.:_.: to due process of law They based many
of i thenr arguments on the Supreme Court’s
ruling in Brown v Board of Education mn 1954,
that do

prpvide equal educational opportuntfy=~

separate  educational  systems not

ot .
_mw_ Pennsylvanta Assoctation for Retarded
K Chitdien (PARC) et ab v David H
Kurtzman, et al.
_avw. Mills, et at v Boatd of Education of
the District of Columbia
1974 thie G H (Notth Dakota)
1974 Colotado ARC v State of Colorado
8¢
1ty |1

“It s ordered  Lthat the Commonweatth of

Pennsylvania as possible,
1972,
to every retarded person between the ages of six
and twenty one years as of the date of ths

aceess o a free public

movide  as  Soon

but i no event tater than Septembes

otder and thereafger,
progrtam of education and traming approprsate

to his tearning capaciies
PARC v Kurtzman

May 5, 1972

See references 1, 17, 48

\ ey

Some \Traditional Arguments for Exclusion

We cannot educate chddren who are it totlet
tramned ' R

ot I
We cannot handle childien wwho are not am
bulatory :

We do not have enough money to provide
ctasses for rgtarded chddiren

tie cannot benefit

We yild ..xsrﬁ. your Child
further from our program

We do not accept chddren withs o mental age

uader five -

Sorme Expert Testimony in the PARC Case

Due
edud .:_::,.._ system : ‘

process must be made a part of the

fveiy ¢ _:_: Can _E\.::: ated
!

The school s :;.:c:f_?:. for tesponding to the’
needs of the chotd
1Q does not detetmme absotute atnhity

[ ducateon vitally important in every chdd’s

devetopment

«
.
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epnsylvama did not contest the arguments of
he experts and finally signed, a consent decree

44: resulted in the order presented on page 80.
he Commonwealth agreed to search for every
gntally retarded child in Pennsylvania and
fter each a public ca:w..:.o: In order to make
s| decree effective, the court appointed two
1 mm.m;...oq experts in ‘mental retardation, one
ith”a background in education and the other
ith a legal background, to oversee admini-
ration of the program and report on progress
T.:m«\_g:_m u_m.o set up a Right to ma,:ou:c:
ffice to handle special problems and,
pecially, to conduct due c_‘o,nomm hearings

prinsylvama’s Right to Education office est
dtes that between May, 1972, and Jupe,
D73, 10,000 cluldren were placed for the figst

i pubhic schools Of these, 2,551 weie
m_‘c_< or profoundly retarded and 200 new
ses for severely _3_5_32:;_ children were
arted. New children are stll heing 1dentified
h¢! enrolled in schools as this 1s heing written

Mills decision came-shortly after the PARC
sent decree and significantly expanded the
cept of “zero reject ™ PARC had heen
nm:::_ only with mentally tetarded children
Mills sought pubhic educaton for all
tally or physically lvandicapped children
W defendarits iy PARC did not contest the

1ision of the court, in Mills they dhd

ti.__m Judge Waddy heldthat not only did all
Adicapped peisons have a nght to equal
ass to an feducational oppottumty in public
ools but fhat they alsc had a nght to a due

cess hearpng hefore being placed outside the

o T8

.

normal classroom setting Judge <<m1:&< ordered
the Washington, D.C S¢hool Board, on Consti-
tutional grounds, to include all children in thei:
educational planning and develop immediately,
"“due process’’ _:o.oca:«om so that parents of «
children could ::cm:.o: decisions about theéw
school placetent rmom

considered a vahid excuse: “If sufficient funds
ate not available to finance.all of the services
and programs that are needed 1n the system,
then the avarable :::_m‘.::ﬂ be expended
equitably In such a manner that no child s
.5.:3_< excluded from a publicly supported
education consistent with lus needs and ability
to henefit therefrom **

of money was not

In re G H s the only decision dn equal
education opportunity from u. State supreme -
caurt In Colorado, ARC a three judge Federal
court held that a State’s responsibihity extended
beyond the passage of a mandatory special

7

education law”to the actual provision of edu

catton to all

See references 17, 48, 75

7
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What Is the Right to Treatment? , _ . C
/ , -
<
LY
a N * - ;.\.
O:. umentation  on inhoman non stiaddating, By s decision i Wyatt, the comt atturned a ‘ ’
and  dapgerons conditions o many - public series of orders that have thas far been rdued in g, - B . o
» . . - .
stitttions tor mentally retarded persons can A m Wyatt case, but overrulegt in Buinham, The - 7n L.
now he  found v hondreds L of  volumes following are the arders and requitements
- .
y e h " . . N i .
Following are hughbights Trom Sone of the most o« Minimuam stancards ot safety at Partiow State s , [ .
K .
stgntficant Lav sits on i _r._m_ of artstitutional School 5 mc
tessdents - / . :
. « Mimmimum <tatfing ratios for profesaona and / » '
1 / . ) S .
. nan professional persanmel / . i b K
. .
Wyatt v Aderthobf Tlonmerty \Whatt v Stickney) « Probilation of Sinand resident fabor ) ‘ )
Alahama 1970 - o« Individuatized  Geatment plaas penodicoalty . ) oL
R .
. » v » ¢ ’ N
Burnham v Department  of \Public Health reviewed ! ' .

(Gedrgrny 1972 \ o« Stangards for sterdication {tor cesidonts i ,
- ¢

Partton

were Uvoluntanthy Llet __w.:i ot

New York State Assocnabon Yo Retarded " _ ‘o _ .
. o . .
Chiddien, et al -v Nelson Roct ete N 1979 g the cownse ok the tnial) . ; .
| A ek imits on hehavior moditication and bebyivior ’ :
Yt . R Otele ~ , ¢ S -
”.,:.: o Partar et al v Nebon Rockeatedler 2 modidying diags , X Ji . 1o
972 ’ o ey
| ~ « Protmbitian of haman expernhentation -~
A.>. Iseh v Uikins, Minnesota 1973 e Release 1o the commumty  with proper . ‘
Hortacek v [ron Nebraska, 1973 transihional services=ol persons capabbe ot g ,. : :
W SUCh o move * . ’
M , “ . i . . .
| o Treatment ob ol person, the deant’ . . O
N . . , < v , N
On November 8 1974, the Unesed States Count restie tive habihitgtion settimg ¢ ;
. ol Appeals, ith Cocnte aftuesed the deasion . '
. . » . ., » TS 3 -
ot the Foederat Detict Conrt that there i a The Wyatt case as served as e _\r.... tor many . S .
{ ooLtitabiond nght 1o treatme nt on hebalt ot it .:..: _r.<.4 e been frledagantt st B ‘ .
. N . tutions around e count
prisons conbined momental hospitals and State M ty :
/ . ¢
s hools In ::.. Wy att aifd other cases, the United M;.?_,... ., :
.. : .
5 e v h W e Wyatt v Departiment ol Jdustice played an actve tole,
Ao \ . [ [ ARIY A [ I . :
Wagholt and Bummham v Goorgia In Sihe actng as a “inend of the comnt™ famucas curnae) .
0 some saits and starting action as plantd hd ! {
ormer the poncple Had been aobield g the . -
. . cases  of  aleged viologion ol the aights of : .
fatter, 1t bad been demed The Bambam caw 0 | ( U A p
: ' mienty rotarded persofs (e nited Htates
{vas femanded Tor teral i Georgio bt the Stat R ;Y ‘ . ! ) ! . - .
T_ Georga s “rkngg the Unitend Sttes Supreme v V:.:.:C:. 1974, a « »mvolving Bosewoodd .
. Center i Maryland
Court to hear 1t on appeal t aryland) . . , ,
: Seereference 79, 130 LV . - '
. I ' N ' ’ . 4 '
. . . p .
* - . - - .
2 * s , .
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What Is the Right to Tmmao..o :\03
- Harm? .

s

The two New York cases Azo/<o;o State ART |
and vm:m; both centeredton will 7_wa State
Schootl, which was, at the ume 4
brought, the nation’s largest résidential\ facility
for, mentally retarded persons, hdusing 3_@8
-than 5,000 persons, ( /

As in_the Wyatt degcision, mynimal s :%: fs of

care were set down for S::oégopx,..bm: al to

the argument of the plamuffy, was the need to .
use the least aSm:nJ.H_woSm?é method of

treatment. To that o,.:a. man_:m.e: 1solated
rooms and the arbstrary and cam:co_e d use
of physical (stratjackets) nzc_s_nq ::mm\y
restrants was prohbite ._cac.s.:: was 2\:
»wWithheld on the night toXireatment (atthough the
Fifth Circuit A_Q,_m_os in ,Ru,_: might have some

effect). The case _».m:: in‘titigation.

, In then 82_3035 defendants mm.oca to teduce

<<_:os\_=c..0n,.m population by transferring res
dents 5..,.._:@:2 facithties As of December,
ﬂw:,. the population was below 3,000, but
_:m.é transferred! residents had been moved o
other .:m:.::csm operated by New York State’

_:w .E,mm: :%nO:ZoxUm:an:E <<<m& :o_a
ing by finding that the State has an-affirmative
9_.2 to develop and provide appropriate com-
munity services. In 1mmmhm_A\._:Qmm Urbom
declared- that interests of parghts and children
may be nconsistent, and :5&58:8_ commit-
men{ of thew children to institutipns may
<_o_u:. the children’s right to treatment n the
_32 restrictive setting and could not be called a

voluntary commitment

In at least one case m Flot wla‘involving a persone
- F)
confined to a hospitat for the mentally ill,. a

. Jury verdict {upheld on ap
s o a person whot did not ,receivé
"“adequate habslitation and ‘treatment.
case, Donatdson v. O'Connor (1972, mccom_ma

in 1974) may serve as precedent for individuals

eal}) has awarded
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. - How- Does Legislatiofi Affect the Right

. .What Is the Right to Payment for Work? - of Mentally Retarded Persons? -0
| . ) ' . . C
. hl " t - ! ' ~ - R
i f:f been estimated that i 1970 the value of _ not .,._<<m<,m been the case. Many persons have Another strategy an protecting the nghts af
T _?x_:_ tesident labor in facihiies for mentatly been made idle by these tulings and have not retarded persons is legislation .

dtatded persons and by mentally retarded always moved into the community .
i - Right to Education -

tesitients of public mental mstitutions was 1 25 . . . '

¢

3 -

:A__:.c: doltars This labor was often essentiat to Lack of uniformity i legdl requirenments for

See references 23, 76 ! .

1
Re operation of these factiies, includhing education 15 apparent from the folfowng table

%:war...._u::_. laundiy, 1epan work and even .
: State Statutory Responsilnhitas for the Education of Retarded Chil
rate of other residents A seres of tulings have 1t utory ponsbihid d " a t Chitdren

_“A::.:_ this to be unconstitutional under  the . Date of Compliahce Ages of
. State Type of Mandation Passage Oate Ehgibahty
JZ:_:: Amendment  to  the Constitution, = R I .- - EREE N e .
Pihich  prohibats involuntary  servitude Alabama 1 ull Plannimg and Proyramming 197 1917 6 N
, @19.::@1 Alaska full Progiam 1974 R From age 3 |
B L v- - . Anzona Seleg hive Planming and Programimng 197, 9176 6 2 T3 )
T i Arkansas f ull Plannig and Programming - 1973 1979 80 6 21 X -
4 : ! b4
73:  Souder, et al v Brennan, et al Wash Cabforn Selective . ) 6 21 °
! mngton, DC Coloradq f ull Planming ,::.,_::;. ammeng b 1073 B 71778 6 21 L ,
"L 74 ‘B ._ , - Connerticut f ull Planning and Programming 1966 a4 21 ;., .
4. > . .
. A rennan v 1owe Relaware f ull Program  Wherover Posable ) 4.1,
1874, Jortburg v U S Department of Labor, Distract of No Statute . s /
. Maime Columbia Coutl Qrder §f ull Program 197 1972 From age 6
i « » . v
, - Florda +  Fult Program 1913 ..,w No Maamam |
= . . , {13 yrs a:.:.:wn.l: )
«v”ﬁOJ bitton of resident labor without compen- Guorngra full Planning and Programmimg 1968 1979 16 3 20 i .
i a4 [ ‘
¢ Bdtign has posed a dilemma Maony States have Howa Futl Program 1949 - > 20
stopped ssiclent help, but this has e daho FultProgram 1977 6 2 {
. .n.: ped using resident hielp, by 15 ha Hhoors b ull Programs * 1965 7 1469 ) 3 M1 N
<prived these imdviduals of what, to them, was tndrana f ull Plannmg and Programnmng 1964 1913 6 18 A
- - -
thed] most meanmingful activity  In many cases lowa full Program 1974 Buth 21 |
I R * . H RReasonably 135..._* - .
apsfitutions have faited to  provide n s N s " <
Kansos Full Plannmg and Programmiyng 1974 1979 Devetopmentalty
(s 2.?5:2,3 treatment  progiams  with voca -2 €t R . Drabled Bt 21
tional. baring to 1eplace 1esident labor One of Kentucky Planning and Progeamming Petition 1970 1974 6 21 : ’
A:. principal  arguiments  that  remans  un : v “_.,._:.__V__.. z.__..:.v._"< :_.__w.::..; :.“:: 1069 - ! i ..
; N N I ousng ourt Oudoer Orlewans Paoish only 1973 1973 6 21 ‘
J:iﬁ.:i 1s why anyone capable of working Setor ve 1or Mentally Retarded - ) .
an psutution cannot be gamfully employed. at . Othermvise Permissive . /
_,ﬂcw mn a shelteted setting N Mane of ull Planming ind Programming - _:w,w 1975 (YY) ‘., oy
- . Maryltand f ull Planming anid Progranmiming ¢ Q¢ . . -
! 1973 1979 IR .
At feast two states, New York and New Jersey, Masaae huse s § ull PLlannmg and Pragrame ing 197 91 74 A
hav employed significant numbers of former N higan Full Planning and Programyming 16971 1923 14 farth ..\.uﬁ PR
resillents at institutions, while providing ttap | Minnesota fall Program - . IR B N
' 4 3, N . - .
_m:; nal hving arrangements elsewhere This has Mhsansstppe Poumsive ) . " <L
\ .. . . _O
. R “ , / « kl
R {
| . . o 1
_m,,s A aE|.




Esourn
\Intana
* Nepraska
Nelada -
New Hampshire
Newy Jersey
Nely Mexico
ZQL York

,
O IR
i

N L: Carohina
Ndrth Dakota
OHio

Or_.\*:o:ra
Qregon

Pepnsylvama

RHode Island
h Carotina
h Dakota
Tefhessee
Tekds®

[%]
=]

Vefmont

nia
Washington
émw Virginia
nsin

S

neng

eference 27

Full Planning and Programming
Fufl Program N

Full Planning and Programming
Full Program

Full Program -

Full Program

Full Planning and Programming
Court Order Full Program

(N Y C only) Conditional 10 or

more children who can be grouped

homogeneously 1n same class
Full Planning

Full Planning and Programming
Selective, by Petition (18 or

more crippled or Educable Mentaily

Retarded Chudren in cdistrict)
Futt Program .
Full Program

Court Order Setéctive
{(Mentally Retarded Only)
Full Planning and Programming

Full Program

Fult Planning and Programming
Fult Program

Fyli Planning and Programming
Full Program

Full Program

Full Program

Full Program

Full Program .
Full Pragram

Full Planning ancl Programmang
Full Program

-

1973
1974
1973
1973

1954
1972
1973

1974
1973

1972
1971
1973

1971 72

1956°

1972
1972
1972
1969
1969
1972
1972
1971
1974
1973
1969

™5 21
711779 6 21
" 1001176 5 18
. 5 18
Buth 21
. 5, 20
1976 -77 6- 21
, 1973 5 21 .
. . 4+
o .- b
. Birth- Adulifood
7/1/80 6 21,
ﬂqoqpsmwmm
) 1973 . 6w -,
9/1/70 4 21 -
EMR 6 21 &
. Others Birth 21 - -
9/72 .6 21
. 1956 6 21.° -
1964 321
1977 S 6 21 -
Birth- 21
. 1974 75 a 21
1976 77 3.2
4 518 - -
Birth 21
. 2 21-
hal 621 .
. 1974 - 523
8/74 3N .
- 6 21 e
- l-
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There are many mandates that nmay\ conditions
L

that effectively Zeliminate’ wowwo studentsafrorn
oacnm:o:. The nOBU_S:no dates are AWomo
Sac:ma c< law or court order msu they do not
aca:,_::um, that requirements’ have bean met.
2_@8 “ind more;, States are 30<_=o to the
no:noE 3 comprehensive programs tor aH
_S:a_nmunma children (Texas and mem@n::mm:m
are examples) and away from nmﬁao:nmw labels,
e.g., educable mentally retarded, cerebral- nalsy,
etc. These are the fust examples of -statutory,

“mamstreaming.” - - :
. Co
. - _\,‘A * . PN
- - el [
: S T
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Dther Areas?

rograms are largely undeveloped

What Effect Does Legislation Have

in

Dne can point to many preces of tegistation that
ave been enacted, but for which enforcement
-

t

\
5

A\

o
The Right to Be Trained, to Be m_s_u_oxmmr and"
o Be Paid C

Fair Labor Standards Act, 1966, Pubhc Law
89 601 Following the decision i Souder v.
Brennan, 1973, the United mremﬂ Depart”
ment of Labor has ssued regulations on the
apphication of “this act to persons n nshig-
tions for the mentally retarded

Rehabilitauon  Act_ of 1973, Pubhc Law
93 112 This requnes that severely disablect .
peisons be given preference m rehabilitation

v

-

and requues affnmatwe actton” 1 heing-

handicapped workers by certamn employers
Right to Physical Access .
L Public Law 90 480 AH new Federal con

SHuchion mast be accessible to handicapped

PETLOns

b Public P
ment Act of
removdl eof

housing

93 383

1971
e hat

Community  Develop

Thaiy mak es provision for

ectural barrers e public

Right to Be Free from Discrimmation

A}
e The Cwrd Boghts Act of 1963 Papbhic Law

S8 352 an bl ol Eaecutive Onders of the

"because of

RN IR R RN
o additron, the f

Btitioo Act o

¢ Proqudent y»

WACe, Tt [STREENTIN

1973 Rel

mation be

2% LN TR

t dhiscrmm

oot mental o physcat hand.

caps

-t
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| e
H Do Questions of Competency - . - ’
A the Citizedship of Mentally . : , ’ . n
R Qma Persons? s ) T . .
b -
Civil rm<< . : ‘ ’ s , .
Tt Q.mn:mm_O: untd now has been of :m._:m An ) ¢ - . /
aedqually smportant component of citizenship 13 " .
responstbility The table below shows the wide ' )
vartation in State regulation of some different - : '
ackivities of retarded persons et ‘ P * :
M s ¢
Al problem that has :oﬁ yet been Smo_<ma - . ’
?m* of partial competence, or competence qoq i : ¢ .
oﬂl task and ncompetence for another The i R
Jbgigment that a retardect inchividual could not . —t Y
+ N .- - - [}
matry, for example, has often been generalized B ) . - s e
: A ) ) K States Regulating Right to Contract, Drive, Vote, Marry and Allowing - v
to, exclude him or her from other responsible . -y .
. . Involuntary Sterilization for Mentally Retarded Persons -
activities. -, . ve
2k Kind of -Regylate fhght Regufate Right | Regulate Right | Regulate Reght Allow 1. .-
- . X 40 Get to Vote 1o Marry to Contract tovoluntary A
_ o Regulation , Onvers License | | (a5 of 1974) {As ot-1972) {As of 1970) Stenilization < .
, {As of 1970) [ . {As of 1972) .
: - \ 3 i
! ) R : E . ~ 8 ;
. Prohibition 22 ./ 5 _ 12 0 - : i
. ﬂ \ . ) .
_ ' Allow for Adjudication ' . D . .
| ’ of Incompetence 12 28 0" 27 .
- . Authornized by Law 7 ) - . 24" *° .
. : Blank boxes: not apphcable r- : .
N . ' R ' N « " A ’
- ‘No mformation on 16 States ™ o y - s
“*(In at least one State, Alabama, the law has been changed due to the judge’s QQQ,EQ: in the Wyatt case.)
s . . . i & - L3 .
Some of thisinformation s undoubtedly’out of e
! - . i - N . date, but the pictute remams far from umiform
i . . across the United wSSm Regulations chffer -
: . . wiclety in definitiolh and apphication or enforce .
o . : +ment among States o ) -
. - e
: . - . See references 12, 69, 87 - - @) :
t * \Ul W
, m , . \ . T .87 : m
‘ . - L . F c.
i - v s VoA ~ -
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m . ’ - L - o
. . ~
” s ‘ . A
i ' . ] .
| . _
C,N:j_:m_ Law - N « Diminished Responsibiity, the. American 7 .
" . ~ . . ~
n a study of Georgia’s criminal justice system, Law Institute mc__SoM_m_ Penal, Owum A person . o .
n . * . rd
_Lémm found that while only five percent of the “m not responsibie for an mo,ﬂ. . _.,: the time; . . N '
L : he cannot reciate 1ts crihminaly r con-’ T .
imated 140,000 mentally retarded citizens in : annot appreciate it ahty, or co
form his actions to the requirements of law; .
¢ State ever come m contact with law h ), tal d lefect” d . .
! the terms “‘mental disease or.defect”™ do not ~ - -
nforcement authornities, 28 percent of the - . P -
y , include, an abnormality manifested only by .
uit inmates of Georgia’s penal institutions . ' K ' -
repeated _ crimiral  or otherwise anti-social . « o
vere mentally retarded . A - - - \ .
| conduct. The teims . .ommS: include congent- ) '
n a nationwide survey of penal institutions in tal and traumatic mental conditions as weil as ’ c
963 1t was found that 95 percent of 90,000 disease. * . . a . .w
mﬂma prisoners were mentally retarded. {There - . , , ' b -
Low
ere sharp differences among regions. The - Z_:amzaw cireumstances are o*w.m: :m_uH:_l: -
percentages for a group of Southern states was o<mq.w=6 harsh pumishment for “naive offend- : e
P4.3, for the Mountain States 1t was 2 6.) . ers.” but Incompetency 15 a two-edged judg- -
_ ment. It has resulted in commitment “‘untl . . - i~y '
_.wm classification of mental retardatton here 1s cured,’* which could mean for bife in the 1972 -
1 kY3 '
um.mmﬁ_ on an 1Q befow 70 case of Jackson v Indiana, the Umted States .
Studies have shown that retarded persons are Supreme Court held that indefinite com- N ‘
bt necessarily more hkely to commit crimes, mitment of a cnminal defengant solely hecause ' .
. . B Y ~
yot af they do, they -are more hkely to be of incompetency to stand tral {in this case due . .
| .
hfrested ’ to mental retardation) .<.ow:mw the Constitu- -, 3 .
I - h fd ._ 1" n tot
| egal authorities are divided over how:much :o_”m_ ne ﬁ_o A,F__m _M:oommm t ordered™indiana . Y. -
; 3 ~kson v - . .
dasponsibility must be attached to the ant- either to re e_m&m wo son, or Sm,: ov_ ' commit e " ’ N
ment proc n to an institution - -
cial or cmnunal behavior of retarded persons mo oceedings 1to utio ) P . .
yestions center on the degree to which menta \ > L
JSZE:OJ interferes with the ability to act ) ) : . . ' ’ R Lz
sponsibly There are thiee major rules. of ' -, - * . ' : . v T
Ly Al - ~
t¢inrinal responsibility i use by the courts \ .- R - L
ﬁ Z_ﬁ._,/_w@:a:‘ Rule A person 1s not criminally. N > R ’ ’ - )
W am_.%o:m_:_m if he 1s unable to distinguish . mw . .
between right and wrong R ~ _
b{ Durham or Product Rule The accused 1s hot . . 3 . o B ’
responsible for aeriminal act if such act was . i . .
. '
the product of a mental disease or mental .
. s .
defect < See references 7, 12, 13, 76 -
- , OF
’ k1 N ‘. - (o H M
g8 . 0
= , » ” - an|
! . : o . ) : ) -




N 4 3 .
. How Can Full Citizenship of Retarded - -
Persons be Assured Other Than Through p )
RN T Law? -
2 . m’
Twa mechanisms are paramount i providing Protective setvices were begun by social agen-
mentally. retarded and handicapped persons cies to protect disadvantaged children from
with what we 1eferred to above as “mstrum- abuse or neglect {Then underlying principle is
) ental protection” One s publc protective parens_patriae — the state as parent ) In a sense,
. services, the other s voluntary ciuzen ad- protective services became the voice defending , -
1 vocacy . ' those who could not defend themselves. They -
R = # . have existed for about 00 years and, Jn >
Protective services afe undertaken as a public e 7
T addition to traditional soctal casework practices,
responsibility, usually by a governmental . .
L include adoption, foster cate, and guardianship.
agency, whereby handiwcapped o1 other dis- b o
advantaged persons receive protective help both . »
. * on then bebalf and that of the general com- * .
. munity ° .
“« . - A -
Ciuzen» advocacy 15"a program of volunteer . .
assistance by mature, competent cttizens who N N .
T aepresent the nterests of the handicapped : ‘
. person entitely on his own mernts, notwith ! -
- standing  the expectations of the gengral ‘ g
community . o
- L .
- A
KRey, Elements of Protective Services Common to Both % Key Elements of Citizen Advocacy
[] . < .
. v_momomm_o:mcﬁ: * Outreach (seeking persons m  need of o Voluntaiism .
. ~ - 4 . %
« Legal authorization necessary assistance) ) o Legal authorization unpecessary .
‘o ’ . s
. me.c::::: of “cases . = Matching of advocate and ""protegé Lo
. L.c,w“ action authornzed to protect chent » Legal actron possible; depending on resousces
Titerests . - of citizen advocacy office - ,
o Rdtenhual conflict of interests between citizen . e Public education” B~ { K
f]d pubhic agency » Freedom fiom conflict of interdst '
o« Toncentration  on stiumental needs  of § » Concentration. on needs of client and hiss
V. — . e N & ‘
QHent i < expressive need for friendship ot for a con-
! . h
X . « : ; frdant . . . ,
R ST - 3 ! -
. - T~ - - w\‘\ -
- y N ‘ v \ -
s : ’ . ¢ S e
n“ - &l
< [ » 1 R
v ‘ - . * -89 L1
"~ . . N - . -
@ i . -
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W:Nm: advocacy for mentally retarded persons
?mm started in response to what were felt to be
deficiencies In protective serviges; most notably
the potential conflict of interest It was felt
that persons recewving a salary from a govern-
menta!l agency could not use all their efforts to
v«o<_am services to their clients. At some point,
their interests (keeping theu job) would con-
flict with those of their chent (recewing
tervices) Another dimiension of ciuzen  ad-
vocacy, one for which the need has been
documented, I1s that the expressive :mmm_,,m of the
handicapped person ww:m need moq friendstup or
someone to talk to) are given equal weight with
his instrumental needs (those economic olmmm_
functions necessary to his .welfare, that the
ndividual might'need assistance in performing).

Protective services exist in all States, but m.bmnmm_
provisions for handicapped persons are missing
n many of them For example, guardianship
aws, relating to the intervention of an n-
herested person ({relative or designated friend)
ko administer the property and/or protect the
lwell-being of a chidd or person in need of
hssistance, have special provisions for handt-
capped (inctuding retarded) persons in only
nine states Of these nine, only four {California,
Minnesota, New Jersey, and Ohio) have a
hrotective service system accompanying the
law - '

The first Citizen advocacy project for mentally
retarded persons began in 1970 n “Lincoln,
Nebraska Between that time and mud 1973, 46
offices were functioning in theUnited States
and Canada Other cities rm<,‘mx9m$m:._3m_m£

in acquiring the necessary resources and at-
tracting enough persons to serve as citizen
-

advocates. o

Citizen advocacy programs have not been eval-
uated In terms of ympact This represents a gap
in-knowledge.

@

~ -

-<

See references 97,122
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How |[Do Attitudes Affect the Rights of
Mentally Retarded Persons? _

| .m,<<_am._< Um_n_.mé} that m:_‘_:_nmm toward

entally retarded persons determinesthe’ way in
which they are :mofma. Because of this, many
mZ.E%:& studies have been cam_mlmxms,\{*
titudes have been studied with regard to ‘dif-
ferent actitities (school, wark, marriage, institu-
tronalizatron) and among different groups

(peers, teachers, parents, men, women)

Different theories have been tested, e.g., that

in special classes m:m seen more uom_:<m_< Ems
children in regular classes, or vice versa.’

The results of attitude studies are generally
inconclustve and leave a major gap in current
_30<<_ma@m. Most of them do show an unwilling-
fess to allow mentally retarded persons the
same freedoms expected for other citizens. And
it has been pointed out that two importgnt

/Hrmsum have usually been ignored: ,

« Most attitude surveys have asked people to
Smnos.a to stetreotypes of retarded people.-By
describing subjects as “‘eternal children,” or
Junable to am<m_om past a mental age m&
" researchers may have been pre-
determining the kind of response they re-
“the - vahidity _ of

nine,’

cewed, thereby ‘reducing
.

finclings . .

. m<_&mmnm is mixed on whether expressed
attitudes determing people’s behavior Thete
have heen some studies which showed that
people harbored negative attitudes toward
mentally petsons, but m theig
dealings with individuals who were mentally

retarded they acted positively

retarded

—

/

The , President’s Committee on Mental Re-

tardation recently sponsored a nationwide poll,
conducted by the Gallup Organization,

investigate how Americans accept the presence
of mildly and BOQmS*m? retarded people in

normal amm_amszm_ and éoar elvironments.

\

Some of theiresults are thegse: R

* Only :<m. percent of respondents would

. OJ_< nine nmami would oEmnﬁ to having a
group of six mildly ot moderately 8853
Jpersons who have Umm:

ity Iife occupying a home on therr
block.

« Fourteen percent think there 1s reason wmu fear
mentally retarded people. -

traned for com-

.

t
The poll presents results -of Esw@mou_m say

§m< would do or believe Their mx:m:._m:ﬁm may..

not “always ,be ﬂmzmnﬁma in therr” _subsequent
actions. ¢ .

See references 43, 49, 91

X object to working alongside a_ properly .
M +
experience with mentally ﬂm»mamn persons im- tramed,! mildly or maqderatety anamQ
proves attitudes 8<<ma them, or that n:;aams person. . .

90
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/hat Do Mentally Retarded Persons
ave to Say? -

I =

7 1970 in Malmo, Sweden, a group of fifty
%m:mm:«\ retarded young adults met to discuss
Heir needs and whether they Wwere met or
Lhmet. s
Here are some of therr 1deas, as reported by a
toup leader.

On Leisure Time -

ﬁ<<m\ want to bhe together in small groups

during our leisure time

There should be moré possstulities for sports
and exercises

- £
We want to have leisure time together with
pther youngsters of the same ages.

We have all agreed that we
of partigipation n decision- making, especially

want more power

in U_Jﬂ:_sc and mplementation of lewsure
time activitied. -

Q

n Living Conditions

k| We wish 1o have an apartment of, our own
i
and not be coddied by personnel, therefore,

we want courses 1in cooking, budgeting, etc

We want the right to move together with the
other sex vhen we feel ready -for it, and we

batso want the nght to when we

many
*ﬁ ourselves feel the time 15 right

' We who :<sﬁ:£:::czw found that

h

* The homes should be small,
| e We will absolutely not have specific hours,
to follow. in terms of gomng out, 1eturning,
- ete . and . .
we want to be able

.+ Even i institutions,
to go steady and five together with the
other sex without having the cm:mom_:m_

< ntesfering with our private lives )

~

e

o

4

“

On Education

¢ We think that the name “'separate schoot”’

degrading.

+» There should be student councils which can
take part in decisions about the curriculum,
the choice of books, leisureNime activities 1n

school, etc
On Work <.

» We demand more interesting jobs.

« We do not want to be used on our jabs by
doing the warst and the most boring tasks we
do at present.

« We want that when we ate working in the
open q_,:m«xmn our fellow workers should e
informed mcoﬁ‘ocﬁrmzamomu. .

Recently, in Cahifornia, ewght mentally 1etarded
mao_mmnm_:m discussed <<:m: 1t means to be calted
petarded’

o It's more the way 1t 15 saick. it’s not that

word lt could he any word, really
e« Let the kid go out and
mistakes and learn from them

B3

make his own

o They'll graw out of some [of the mental

retardation}, Hut f  the mother ‘protects

them, they’ll never grow out of it
the youngstet

e You on an

individual basts Not compate one fosanother,

gotta evaluate

hke a tennis match

. ~ A

See references 10, 132, 133.

#
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Are There Orgagizatipns Soqfsc for . ' .
Full Citizenship ' {or Mentally Retarded i . )
7 Persons? , - : _ T - )
|
Many of the develbpmehts i the field of Nattonal Assotiation for Retarded . Center for Law and Social Policy
mental retardation have been’ brought about Citizens (NARC) 1600 Twenueth Stgeet, N W
through the efforts 4f a grbup that called 1tself, - “2709 Avenue E East i Washington, D C 20009
in 1950, “‘Parents r:_ Friends of Mentally PO Box 6109 " President’s Commuttee on Employment -
Retarded Children,”| in 951, “The National Arhington, Texas 76011 of the Handrcapped .. -
, meoQ.:.o: for wld:_on Chilthen (NARC), ¥ The Counail for Exceptional * 1111 20th Sticet, N.W. * \
mm_wn_. .“. __ Mwb. :j.,.c ?ZB_ nal .%wwcnhs:o: for Chddren (CEC) , Washington, D.C. 20210 )
. ptarded Citizens e Associption has grown ol 9 , - i .
to include more than [25%0,J00 :1:::..; n more M%wﬁ MMM._“%_H_:””. ___u_._q,_.“_”.o:ﬁ . - - P:Mmc.:_m Committee on Mental
than 1,500 State and tocal memper units Each Reston, Virginja 22091 etardation
local upit bhas sign{fican u:nd:o.s< n  the . Washington, D C. 20201 _ . -
NARC . . Amenican Assocration on Mental
Deficiency {AAMD) ~
>_“._:~u:m: no.Zx”U_w __m M~ W.S.»&.ﬂ m-o“: " ad 5201 OC:.:.M:Q: Avenue, N W - s
att mentd tetirded persor here
MW@ .:h.ﬂ_«\ others _:_~mm fol o<<_A: ___m:n:c ..:c the Washington, D C 20015 . ) ., :
names and addresses bf sorhe 9-%.::3:0_; that National Information Center for the .
make up the leaching| etige| of the rnights move Handwcapped (Closer Look) ~ .
ment for mentally |ratai{led 4:_:.:,4, As s Box 1492 ) - Qu‘
becoming mcreasingly motk common, many of Washington, D C 20013 i . .
these groups deal npt just with one classif National Center for Law and the ) : .
| catron of handicaps, T:— with groups of handr " Handicapped -
, capped persons, sach s dévelopmentally ) 1235 North Eddy Stieet ) . :
| disabled, or with ﬂz_a_n%ua_ persons N South Bend, Indigna 46617 -
. general Mental Health Law Project ’
o 84 Fifth Avenue . ’
- . ' M New York, New York 1001 1 iy : o
’ 0 and, , 3 . .
) . S 1751 N Sucet, N W. : B ' o
. * " ' Washington, D C 20036 '
” The Center on Human Policy - .
V - ; “ 216 Ostrom Avenue ’ ) .
| Sytacuse, New Yoik 13210 . . v )
W ! Amesican Civil Libex ties Unton . N
7 85 Fifth Avenue , . .
| See reference 80 | ‘ New York, New York 10011 . o
| , . . : . o=
i , , !
) . , . .7 93 LK
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4 ¥ot Discounted ° Discqunted Not Discounted Discounted
P fi f . qu
Z o :uvon.v_..wbnunﬁnbﬁfna n oa:m:o: m<m__.,.c_n. . . Mate Female® Male Forfate *Male Femals Mate Femele
to the analysts who mhde the cost-benpfrt—— 5 - - T -
. ﬂ-dﬁc/}l .
calculations. The evidenge presentad by the ‘Includes earnings goin but — ! )
figures clearly points out that it s economically not values ol housokeeping /l .
? sound to provide these measu 1s, unsound not androther unpaid work $739.000  $291.000  $202.000  Wiordoo * " e
$246,000 $254.000 $135.000 $136,000
to’do so. This econgmic c<<:?_: does not, of Inctudes total pfoductivity . L, .
course, cover uestions of nght and wrong, of T gan 891,000 505000 235000 152,000, .
| 1 L al | 10 40 10 49 . -
+ social yustice, or other motwdting values that  Includes ourmngs goin but )
lead society to expeny rfsouthes on mentally | not values of housakeeping ‘
- . J her unpaid work 654,000 258,000 179,000 95,000
retarded*persons _ nd ot . - - /
arded’y i 193,000 198,000 118,000 118,000
: The nght hand figures refgr to *:::m that would Includes totat productivity v
be made by avoiding the dost of special services von 790000 442,000 209.000 133.000
ade by 9 Of spectc a 10 50 10 69. ) -
to dehl with _:::__Q:::_: needs of mentally Inctudes earmings goin but
i
retarded personsit they tvere 32 Lo, The left Rot vatues ot nousekooping
- and other unpard work 118,000 70,000 25,000 17,000
hand figures refet ta :5& gan plus’the added v : 20,000 21,000 22.000 22.000
gains to society if the w::._:q a relatively Includes total progluctivity c.
" v Ty 144,000 94:000 0,000 22,000
non-productive” person | was| prevented  andd gan * 3 —
replaced by the bitth of a |platively “pro- . NN )
ductive” person D,wno:: ing Mmeans adpusting Source Conley, B The Economics of Mental Retarda. A large portion of this SO:_P—E n reduced
future benefigs to clirreny priges, v this case, upn. Battimore  Johns Hopkins ?eaw 1973 ' infant mortahity and 302:&_2 Based on a
1970 The d yeount rate uged <<~3 seven percent o summary of nutntional studies, the author
per yeats. : - \ i n 1on would account
Lo In a study "dope 1n 1969 for the Muted States S::S.”E that proper nutritio M.z anm 0
o . e r .
- w Sepate Commuttee on” Natriu and Human for a 10 to 30 percent improved performance
,‘ Needs, 1t was estimated the? elinination” of * - boshemental w:e physical, among children. _M
* malnutntion would provide economic heoefits malnutrition. ‘coniribiitégs” mental retardatio
| to this country of between 14 and, 80 cE.o: biologically or functionally, improved nutntion
N i , dolars L ) - may*significantly reduce 1ts costs. :
. | ) ) ,/. et B .
. \ . -
/ ! { ° N e ) - N ree B L. e
! o . . R " a0 ’
9 b . Lo e T L. o ¢ . P A )
. | . T g . @ -t N oo
| ﬁ L. : . % h S0 <L .- Seereferences 23, 90 -
. - . , : R MR Lot ,.
~ ~ . I . .- R .
m A A B . 97
.. : R
. b W,, Ve - S ) -

]
, . n. N .
What Are the moo:T i Benefits of
vqm<m:::m or Al m_j.‘m i Mental
Retardation?

|
disc ‘ s the economic
factors of specfic forms of [prevention and
direct They m2.~ the best

The following three pages

service. _x_moi on

Estimated Economic Value of Proventing Menta! Retardation
4 Among Pérsons Born in 1952, Using 1970 Prices

»

Prevention of Brain Damage or Replacement Birth

\

Prevent Birth without Replacement
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What Are the |Econbmid
m_jam:.q

_ua<m:::m or At
Retardation?

_The following three pages

Benefits of
g Mental

|

|

discyss the economic

factors of specific forms of |preventon and
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summary, 79
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Maternal and Child Health Services
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research, 19
summary of programs, 46
"well-baby”’ clinics, 44
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54, 65 .
clinical perspective, 2, 3
biological-medical, 4
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age-specific, 10
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Milwaukee Project, 36:38
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85.-93
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Normalization, 43, 73
Nursing homes, 68-70. See afso Community
residential services
Nutrition \
in children, 19 '
Head Start supplements, 44 ..
possible relation to mental retardation, 34
status of children, ages 1-5, 34 .
in women
possible cause of mental retardation, 32
programs of United States Department
, of Agriculture, 32, 58
_ related to birth weight, 31

\

. status of women ages 18-44, 32

Organizations promoting full citizenship *V«
retarded persons, 93 AN
Perinatal care, 19, 27, 30, 32, 33
Phenylketonuria. See PKU Py
PKU *
as.inborn error or metabohism, 25
description, 25

A
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treatment, 25 !

Prematurity, 31. See also Causgtion ow_sm:s_
retardation o

President of.the United Stafes,
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Handitapped, 71, 93 ~

President’s Committee on Mental Retardation .
(PCMR), 93 )
major goals, preface
urvey of activity centers, 54
MVA<m< of societal attitudes, 91

114

Prevention strategies, 19, ww.wmw 30, 32, 33, 35, .

37, 38 . Y
economic value, 97 /.
Private residential facilities, 61, 67-70 - c
Program evaluation, 72, 73 :
Protective services, 90, 91 )
Public residential facilities, 58, 61-66
Purchase of services, 47

Respite M‘w...ﬁrmﬂ. ’
Rh factor, 27, 28
Rights of retarded persons, classification, 78
Ross, Kingsley, 40 ‘ .
Rubella, 29, 30 “

Santamour, Miles, 40 :
Scheerenberger, Richard, 49
Services ' : -
, educational, 51, 53 .
economic value, 99 .
right to; 80, 81 )
for income maintenance, 58-60
oo:o:ng. 49
health, 44-47 .
providing social relationships, 48, 49, 89, 90
recreational, 56, 57 -
residential, 61-70 %
expenditures on, 96 -
service systems, 40 .
components, 40

-

N defined, 40

humane, 40

to ensure full citizenship
citizen advocacy, 88, 89 .
protective services, 88
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Sexuality, 50 Termination of pregnancy, 19, 24.
regulation, 87 See also Abortion
sterilization, 50, 82, 87 Trisomy 21, 21, 22. See afso -
Sheltered workshops, 54, 98 Down’s m<:mq030 ) .
Social Security . . vos
income maintenance programs, 58 United Nations Declaration on rights of
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Socio-cultural retardation, 9-11 ] . 58° . 4
defined, 36 . United States Department of Health, Education, )
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prevention, 37, 38 United States Department of Labor, 86 T
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likelihood of being labeled retarded, 12 Nutrition and Human meQP 32
low birth weight, 31
nutrition, 32, 34 Vineland Social Maturity Scale, 6
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Supplemental Security Income, 58, 60 . o ,
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President’s Committee on Mental mmﬁmam\c.o:

The President’s Committee on Mental Retar

dation was established by Executive Order of
the President in 19646.

The Committee of 21 ciuzen

, members and five ex officio members, all ap-
pomnted oy the President to advise him on what

.. L) w

15 being done for the _jcn;/S.;. retarded, to

L
recommeénd Federal action where needed. to

15 composed

quw‘_c:, coordingt:on and cooperation amoing

public and private aggencies, to stimulate
diidual and groun scton, and to promote
public understand. - q of the meutally retarded.
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Mr. Robert A. Collier
Mr. Bilt J Doggett

Mr Richard J Elkus

Mr Ralph J Ferrara

Mr Michael R, Gardner

Mr Melvin Heckt . y ’
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Mr Lawrence A Kane, Ji~ '
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