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F
orew

brd

M
ental R

etardatron is a conduron w
ith w

hich w
e have been living since civilization began A

lthough
in recent years m

uch has been accom
plished to identify, neat, and som

etim
es elim

inate certain causes
of m

ental retardation, w
e are contw

ually learning that its effects go far beyond present know
ledge

' T
here is an urgent need to determ

m
e-and present w

hat is know
n alni,t m

ental retardation today
T

here is a parallel need to identify and acknow
ledge thos6 areas w

here true know
ledge does not exist,

and only opinion prevails

In this book w
e attem

pt to id
tify w

 at is know
n, and to present it in -such a m

ann r
that anyone

associated w
ith or interested r

i m
ental retardation w

ill.find
'caddy useable T

his w
ork deals w

ith
the nature and extent of m

enu retardation and its social im
plications It-w

esents inform
atiO

n related,
to three goals of the P

iesident's C
om

m
ittee on M

ental R
etaidation m

inim
um

 occurrence of the
disability, adequate and hum

ane service system
s, and assurance of full citizenshrii for those w

ho are
m

entally retarded.

It
is hoped [hilt

this book w
ill be fust of all inform

ative and authoritative, and that the m
anifest

absence of know
ledge in m

any areas w
ill prove an incentive to seek facts that are presently lacking

T
he hook should be a platform

 of present know
ledge on w

hich future directions can be charted It is
an essential prelude to the C

om
m

ittee's for thcom
ing report to the P

resident on the future
outlook for

those w
ho are m

entally retarded

I
w

ish to acknow
ledge the generous contributions of m

em
ber\s", consultants, advisers an0 staff O

t the
P

resident's C
om

m
ittee the task w

orm
 of D

i
C

ecil Jacobson, A
irs M

allas, A
lfred V

V
eissberg, D

et\m
s

H
aggerty, and W

illiam
 W

il
k are especially recognized

Jam
es N

 Juliana
C

hairm
an of the T

ask G
roup and

M
em

ber of the P
resrdent's. C

om
m

ittee
on M

ental R
etardation

i l
l
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Preface

T
hernation has been given a M

andate by its P
resident "

to chart a concerted effort to m
m

untze the
occurrence of

I m
entall retaidanou. and to assure hum

ane services and full citizenship for those w
ho

are retarded

T
he P

resident's C
om

m
ittee on M

ental R
etardittion is charged, on the eve of the B

icentennial, to m
ake

a m
ajor report to the P

resident, advising him
 on the best m

ethods for 'ach,eving these goals

T
his hook is one part of '/bat report

It describes for each of the three m
ajor goals m

entioned above
w

hat can and w
hat cannot be reported about the level of m

ethodology and accom
plishm

ent in the
U

nited S
tates, in the year 195

It is stated now
, and w

ill he iepeatedly em
phasized, that there are m

any gaps in available inform
ation.

W
hile recom

m
endations are not w

ithin the scope of the book, the need tot inform
ation to be readily

available
is

stated as _E
l

nuism
i E

ffective program
s cannot be operated

if
m

ajor, ,questions go
unansw

ered

It w
ould be Inaccurate to statet that the highlighted gaps alw

ays represent the unknow
n or the

tilb
unknow

able E
ach piece of info m

atron presented here rept esents the best of w
hat could be obtained

from
 w

hat ate called,
in

today's language, "inform
ation ten ieval system

s" "hope in the field have
done m

uch m
ore than can he reported here, but docuM

entation of these facts has not been collected
in a central teporting system

A
part hum

 the three specific areas of O
k, C

IA
 I el1C

P
, services, and citizenship, each of v4ich is discussed

in a separate chapter, tw
o other questions are discussed' w

hat is m
ental retardation and w

hat are the
costs of m

ental retardation? T
he first question serves as an introduction

T
he second, although

placed at the end, is not -a surnm
ary, but- raises questions that m

ust he i:nsw
ered as the nation w

orks
to m

eet its objectives

T
he inform

ation presented
in

this hook should serve
as

'A
baseline

for
ircurnst am

 es and as a depot tut e point, indicating future change
m

onitoring present
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H
ow

 H
as

the
D

efinition
of

M
ental

R
etardation E

volved?

M
ental retardation refers to significantly sub-

average general' intellectual functioning
(tw

o
standard deviations below

 the norm
al) existing

concurrently w
ith deficits in adaptive behavior,

and
m

anifested
during

the
developm

ental

pe.ri od

T
his irs the definition adopted by the,A

m
erican

A
ssociation on M

ental D
eficiency (A

A
M

D
) on

advice of its T
ask F

orce on C
lassification and

T
erm

inology headed by H
erbert G

rossm
an irb,

1973
It -is the latest in a series of efforts to

define m
ental retardation

T
hese efforts are

certain to continue

In 1846 S
am

uel
ridley H

ow
e defined "fe ble

-

m
inded"

persons w
ho ringed

in
level

of

incapacity from
 th

e w
ith reason enough

for*
sim

ple individual gut
nce plus norm

al pow
ers

of locom
otion and anim

al action, to "m
ere

organism
s."

In 1914 H
enry G

oddard subdivided the *feeble-
m

inded," again by degree of
ricapasC

ity, int('
"m

orons, im
beciles and

,

In
1941

E
dgar

D
oll

defined
'm

ental
deft

ciency" as "(1) social incom
petence, (2) due to

m
ental subnorm

ally, (3) w
hich has been de

,:elopm
enkally

arrested,
(4) w

hich obtains 'at
m

aturity,
(5).is

of! constitutional
origin, and

(6i is essentially incO
rable

1,1 1958 S
eym

our S
arason and T

hom
as G

ladw
in

accepted
D

oll's definition
for

those pet son

W
ith

brain dam
* but

proposed
another-

w
hich applied to 'individuals

kvho alm
ost

rivariably com
e fulin the low

st ,octal classes
and w

hose low
 I intelligence

test scores cannot

be consideted a tiflection 9f intellectual
li

tential

2

In 1959 R
ick H

eber prepared for the A
m

erican
A

ssociation on M
ental D

eficiency (A
A

M
D

) a
definition w

hich received !w
ide use

"M
ental

retardation refers to subaJerage general Intel-
lec

I functioning w
hich originates during

.he
de

prnental period arid
is

associated w
ith

irm
?nt of adaptive behavior " S

ubaverage
functioning w

ay defined in the language of
statisticians

to m
ean anyone m

ore tharT
 one

standard cievialtip below
 the norm

al (ID
 ap-

proxim
ately 84 -and

bellow
)

It
included a

group called "borderline rttzaded," and labeled
successne

degrees
of

irniajiim
erzt

as
m

ild,
m

oderate, severe, and prt)found m
ental retarda

tion
In 1973 Jane M

ercer tried to define m
ental

retardation in a different w
ay, from

 w
hat she

called the "social system
s perspective" rathet

than the .."clinical perspective
S

he considered
m

ental- retardation an _ "achieved status
Itl

d

-social system
 and the role played by persons

holding_that status
O

ne could, therefor e, be
corisiclered m

entally retarded and labeled as
such even though not m

eeting all the criteria
required by the A

A
M

Q
 definition.
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fore
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f M
ental R

etardation"-

S
ocial S

ystem
s P

erspecttve

7
"Intelligence,'

is relative to the requirem
M

r
the particular social system

ALETARATON

s of

O
r-r;, can be "retarded" for som

e ,systeM
s (e g

,

school) and "norm
al" for others le g

,
fam

ily
life)

R
etardas oe cannot .1,)e "undetected," since an

individual
is retarded only by virtue of being

labeled, as such- in a particular setting

T
he num

ber of people labeled retarded in an
area

is cietevnined by the social structure of
that area

e
w

hat is expeced ofpersors, how
m

uch, or how
 w

ell, isdifference tolerated?)
.

_
J R

Libel nq the M
entally

C
dI'ortm

,
U

r;ivP
rsrtv of

A
lso in' 1973, th-e G

rossm
an ccm

m
rttee m

od-
ified the earlier A

A
M

D
 definition, this tim

e
elim

inating the l!ategbry of borderline retar-
dation and placing the upper IQ

 lim
n of m

ental
sket`ardation at approxim

ately 70 (depending on
w

hich intelligence testis used).

T
his

definition
is

not
fully

applied
A

s a
consequence,

pr act ice *follow
s

a
variety

of
definitions, som

e of them
 different from

 the
form

ally' established onrsa T
his 14:particularly

tine in the areas of regulation and 'ervice
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H
ow
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re

R
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Intellectual
F

unctt ntng
and

A
dai five

B
ehav)or

R
elated?

-Is
low

10
predictive

of
adaptive

b9(avioi
failures? T

he answ
er

is im
l finite

W
it do no

know

N
ew

 P
atients in M

aternal and C
hild H

ealth M
ental R

etardation C
linics

by Intelligence and A
daptive B

ehavior Levels, F
iscal Y

ear 1972
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T
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ined

N
o R

etardation
B

orderline
M

ild R
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M
oderate R

etanlation
S

evere R
etardation

P
i oand R

etardation

Level

rN
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ber
k

%
*

100 0
39 7
71 5
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11 5

6 6
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A
daptive B

ehavior

T
otal D

eter nulled
N
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...

Level
1 (M

ild)
Level
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N
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W
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of

M
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R
etardation?

T
here' are no m

ethods currently available to
determ

ine the true incidence of m
ental retarda

tw
o

A
nd

it
is

incorrect
to speak of "the

incidence" as
if

it w
ere a forcd, unchangeable

rate
T

he ()um
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ill suffer
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oan m
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is

highly
dependerrt
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cir-

cum
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cncum

stances. C
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ental

etal dation

O
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m
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S
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W
hat

Is
the

P
revalence

of
M

ental
R

etardation?

W
e are now

 at
a point of being unable to

establish the prevalence of m
ental retardation

T
his is one of the serious lacks of inform

ation
since prevalence determ

ines the need for ser-
vice

T
he answ

er to
this question really has tw

o
parts: one fairly w

elt agreed upon, the other
shrouded in controversy

A
 recent sum

m
ary of epidem

iological surveys
that

w
ere conducted

in
the

U
nited S

tate,
'concluded

that
the

prevalence
rate

is
0.3

percent for "severe" (actually m
oderate, severe,

and profound) retardation
F

or the m
ost part,

the diagnosis of m
ental retardation for these

individuals
can

be
conf m

ooed
m

edically
(through detection of physical signs associated
w

ith inilntal ;etar dat ion), psychom
en ically, and

through deficits in adaptive behavior T
hey are

obvi'ously
ret,oded,' and

usually
obviously

handicapped as w
ell

E
pidem

iological studies in
other

countries tend to conveige on sim
ilar

findings

W
hen m

ild m
ental retardation is added, consen-

sus
com

pletely
breaks dow

n
T

he
w

idely
quoted three percent

total prevalence figure
used over the years is now

 being show
n to 1w

affected by m
any factors, including

changes in defuntion'of m
ental retardation

w
ays of identifying m

ildly 'P
rofiled individ

uals

confusion w
ith respect to w

hat
c onstitutes

socio-cultural retardation

It
is pckinted out that at any given tim

e only
one percent (including all levels) are so 'dem

o
fled

T
he discrepency betw

ern a statistically

10

N
um

ber M
rlalv flehirclerl 1100 000)

P
redicted P

revalence of M
ild M

ental R
etardation,

in a N
ation of 200,000,000 P

ersons

2826242220181614121086420

A
ge G

roups

Legend

600,000
111-1r-r,

50,000
oeo%

r7-77,
0

5

1,200,000 1,200,000

U
sing 1%

 P
revalence

U
sing 3%

 P
revalence

I

,

al
50,0 op 400,000

F
777

6 -19

A
clarN

ed
O

M
lariat!

(,
-N

atur
history of

IV
lntal R

tar dation S
O

M
E

 A
S

pet Is 01 E
 orderniolorly

A
m

er r<
 an

Im
o

nal
of

M
ental D

O
 I(

y,
/

hum
or v,

tqS
ee reference 100

predicted tw
ee ioeic'ent and the actual one

percent
identifiable

is
dem

onstrated by the
accom

panying diagram

20
24

2,800,000

200,000

-
-

25 and over

T
.-Irian and associates estim

ated the differences.,
biltw

een
statistically predicted prevalence of

m
ild m

ental retardation assum
ing early ideatif;

cation of intellectual deficit (2 5 percent), and
clinical identification using the H

eber definition
( 75 percent)

F
rom

 the above
table

it
is

m
anife.st that the m

ajority of cid feience in the
estim

ates rs accounted for by the adult popu
lation T

he estim
ates for the school age popu

lation are identical

A
m

ong possibilitw
s' suggested

for
such

dis-

crepancy are that per sons '<
lentil reil as m

ildly
retarded in childhood cease to be retarded as
adults, or

that.. such persons rem
ain a

large

unidentified group in need of services F
urther

epidem
iological study is required to explain the

"disappearing fetarded- in the adult acre range



H
ow

 H
as

the P
revIence of M

ental
R

etardation B
een S

tudied?

A
 six-year long survey by C

onnecticut's S
easide

R
egional C

enter, using. the H
eber-A

A
M

D
 de-

finition of m
ental retardation, supports the one

percent estim
ate. O

f about 338,000 people in
that region, only 2,587 persons, or 0.8 percent
of the popu'ation, w

ere diagnosed or had ever
been diagnosed m

entally retarded.

A
dditional support com

es from
 the G

rossm
an-

A
A

M
D

 definition of m
ental retardation (1973)

T
he changes resulting from

 this new
 defivion

w
ere show

n in a R
iverside, C

alifornia study.
U

sing the pre-1973 definition of H
eber; preva-

lence am
ong school

age children w
as 3 47

percent
U

sing the new
 definition. it w

as 0 97
percent

D
ifferences w

ere especially strikulg,
w

hen tests for M
exican-A

m
ericans in the area

w
ere changed to reflect cul tin al and social class

differences
_

,

P
revalence of M

entayetardation in M
exican-A

m
erican C

hildren (C
alifornia)

U
sing D

ifferent S
tandards

tau

IF
II11.yent

T
ests

A
dapt, ,

P
en"

T
ests

A
dapt

from
M

ercy!,
J II

Labeling the M
entally

R
etarded

B
erkeley,

C
alifornia

U
niversity of

C
ali

form
a P

ress, 1973

C
ultulally

A
djusted

rests

T
hose children w

ho w
ere actually classified

retarded
in schools (and not all w

ho scored
retarded

in
the clinical survey w

ere labeled)
w

ere m
uch m

ore likely to com
e from

 poor
fam

ilies
than

those w
ho w

ere eloble but
escaped the label

It
should be hone m

 .m
inf.i

that w
hile the

G
rossm

an-A
A

M
D

definition
excluded

the.
form

er
"borderline"

classifiC
ation

from
 the

definition of m
ental retardN

on, it does not
m

ean
that

such
individipats

are
bee from

problenis of learning and social adaptation or
that they do not require appropriate supporting
service

S
ee references 24, 50, 77

C
g
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6

or

ia
W

hat Is a H
andicap?

T
here is no clearcut aitteem

eht am
ong profes

sionals
as

to
w

hat constitutes
a handicap

D
tifeient agencies define the term

 according to
then needs

the S
ocial S

ec:rtily A
dm

inistiatiO
n

(-ono. citrates on em
ployability, schools concen

H
ate on educational perform

ance

,T
he lecently Jot rned O

f flee
for H

andicapped
Individuals (O

H
O

 of the D
epcti tm

ent of H
ealth,

E
riuZ

,atton, and W
elfate defines a handicapped

pet von as
an individual w

ho, because of a
plY

ysical 01 m
ental disability, is at a (ilS

adV
all

tags
In

per fol ruing one or
m

ore m
ajor

life
d( tw

it tw
.

O
m

 hiding
«m

um
unication,

m
ove

I
en!,

em
ploym

ent, education,
so( ralization,

and self ( ale)

E
ach of these m

ajor hie activities
is view

ed
relative to the aliilitieC

 of 'a-non handicapped
per vinind ear h m

ust he Liken
ately F

m
\ am

ple, som
eon( m

ight be unable to ()311311(1
1)

111.11 tr per fir( F
ly m

oroile

id! (i n
C

how
), e0

definition
x1innt1

M
l/C

h 111013'

1.10(11)&
1111y

than
It

tile
rienel,-11

population
letahletl

petcory,
have

0,1d,thuol physic 01
tlr

"10/10,101 .03,11 14.4e5
et.1001f1 1,1 «031511131te

11,311,111.1c11)11[01. Itql ,31' by hernser \ es



W
hat Is

the P
reyelen.;e of (A

ssociated
H

andicapping C
onditions

in
M

entally
R

etarded P
ersons?

In a 1971 nationw
ide survey of persons (both

in com
m

unity se tings and residential facilities)
labeled m

entally retarded, the follow
ing handi-

caps w
ere found

P
revalence of O

ther H
andicaps (%

) in M
enially R

etarded P
erson's

F
unc lop

N
o

H
andicap

P
artial

H
andicap

S
gvere

H
andicap

t
D

escription of S
evere H

andicap

A
ti le to take few

 steps w
ith help

or totally unable to w
alk

,--

A
m

bulation
57 8

32 4
9 9

U
pper lim

bs.
gross m

otor control
5/ 5

34 2
8 2

U
nable to hold large objects or

com
plete lack of m

uscle control

U
pper lim

bs,
fine rotor control

5G
 1

34 9
9 0

M
inim

al use of hands. cannot use
eatinq utensils

S
neer I)

45 1
33 4

21 5
C

an possibly com
m

unicate needs or
w

ants, but uses few
 or no w

ords

H
earing

85 0
11 5

3 4
F

unctionally or totally deaf,
hear girl aid partial or no help

V
ision

73 3
20 9

F
 9

M
inim

ally sighted lunconectablvl
rir legally blind

.

S
eizures

(epilepsy. com
ulsiolis

82 3
15 1

2 I
S

evern seizures par tially controlled
or unconn °liable

B
ehavior,

('m
otional disorders

58 1
35 7

6 3

L

A
djustm

ent not possible In
) hom

e
,

environm
ent abnorm

al oearavior,
dangerous to sell or others

T
oilet
a

ing

77 5
10 2

12 3
D

ependent tan others, slightly toilet
trainell, oi !r-lot nam

ed

P
ercentages m

ay not add to 100 clue to rounding

,
A

dapted from
,

W
and D

err, K
 F

 "S
urvey

and A
nalyse,

if
and R

ehabilitation
S

tatus of the il,ltinftql1.11-*''etiltded w
ith A

ssoc iated ii m
iii( ,ipping

inditiO
ns

W
ashington,

C
D

epar trnfm
t

of f
E

llin
Il

iii, roil W
ei ran

1971

14

r

A
dditional H

andicaps of A
ny K

ind

.
e

----
p 41,-

411/4

038%
--*

.0

F
ree of A

dditional P
roblem

s

W
ith at Least O

ne A
dditionally

H
andicapping P

roblem

A
dditional S

evere H
andicaps

W
ith at Least O

ne S
evere

A
dditional H

andicap
'

F
ree of S

evere
A

dditional P
roblem

s



P
revalence of C

hronic O
rganic C

onditibi(%
)

in M
entally R

etarded P
ersons

pie

W
hat E

ffhct D
o T

hese A
dditional H

andicaps
H

ave?

H
anclicapping\coiciitions act cum

ulatively, i.e
,

the inability to do one m
ajor:activity m

ay lim
it

T
he absence of inform

ation on the capabilities
of m

entally retarded persons represents a m
ajor

gap in current know
ledge.

P
ercent

C
hronic O

rganic C
ondition

participation
in

others.
F

or
exam

ple,
the

m
entally

retarded
child w

ho
is

not'toilet
trained

is often excluclecl hom
 special educa-

tion classes

In
part

because of
this, the D

evelopm
ental

D
- passed

in" 1969
It

w
as

recognized that sim
ilarities and overlaps exist

am
ong m

ental retardation, epilepsy, cerebral
palsy, and other neurological handicaps S

up-

68
9

67.5

0 8
3

4

4 9
2 1

5 4
1

7

3 4

1\10 ( 1)1 ont(
r>

 (ix
)r)(1,t

('hr
upp.,r

of ohlernS
02,0), 1,,
H

a dr t
1$c

LzLtrf ram
, obsi

SPV
,r (11r

011f'1111,1

C
nvn,

tt,rcrdl dsf tim
er-nen

D
ent 11

rr
rn

thorlonnc «)ildi 1 lolls
C

left ;t,t1,tte r>
r ordl rir torrnoy

ir ri f-1,1,(
disorders

29
tr,

P.,777r),t
re

(1t), s
t

o(iw
il

100
H

t,
persons

h.1(1 m
ot

01,1r)
on, ( orItio,on

T
he

,,.e1;)14
14 086

rm
i.,1,1LI,11

Som
e

PV
P,11ti adll,al

rrrlrrlir
w

t.irtird" \,',/ete
irtclucled

--f

I

S
ee rearence 25

port for piojects for
all

of these conditions w
as

brought under the sane funding m
echanism

W
e have only estim

ates of
the num

ber of
persons w

ith tw
o of m

ote developm
ental dis-

abilities, and they var,;/ w
idely, e q , estim

tes of
the

presence
of

rriental
retardation am

ong
cerebral palsied chili-ken have 'anger' f-on 15
to 70 percent A

gain, inform
ation rs lacking rn

this extrem
ely im

poY
tant` al ea

W
hat A

bout the A
bilities of M

entally R
etarded

P
e-rsons?

S
tudies such as

he one on the previotg: paqe
show

 the prevalence and effect of additional
handicaps

N
o debnitive5 studies show

ing the effects of
positive and htfsetting assets of retarded inch
viduals haves been found Y

et there r clinical
evidence &

pat m
any m

entally retarded persons
3

have average or superior abilities
in different

areas T
he Is also evidence that m

ost retarded
persons tisave highly variable "profiles," being
prof,icierA

in som
e areas, deficient in others

A

j
S

ee references 6, 22, 25

15



sh

at
Is the G

oal of M
inim

um
 O

ccur-
ce of M

ental R
etardation?

S
im

ply de ned, rrm
im

um
 occurrence of m

ental
retardation

eans
the

reduction
of the

in-

'deuce
o

ntal
retardation,

and
the

resu
prevalen

to tiole absolute m
inim

um

S
tated as an obiectiv

for the nation it has been
said

"T
o reduce by half the occurrence of m

ental
retardation in the U

nited S
ites before the end

of this century."

18

-P
resle teal S

tatem
ent,

N
ovel ber 16, 1971

W
hat A

re the Issues Involved in M
ini-

m
um

 O
ccurrence of M

ental R
etardation?

T
here are tw

o rnajori
ssues

the
scovety of

causation and
the

at plication
f

preventive
m

easures

W
ith respect to,causation (etiology), if circum

-
stances :leading

to
m

ental
retardation

are

know
n, rem

edies can be sought and preventive
strategies developed. T

here are m
ore than 250

know
n causes of

m
erhal retardation,

or diseases

and conditions so fissociated w
ith the later

clevelopm
ent"of retardation as to be considered

probable causes.

T
he causes

cover
the

range of
hereditary,

ftrological, psychological, and sociological deter-
m

inants of
life conditions and developm

ent
T

hey include chrom
osom

al-genetic influences
derived from

 heredity
or physiology

T
hey

include diseases, infecions, accidents and the
physical neglect and m

istreatm
ent of children

A
nd they include the slow

, som
etim

es subtle,
influences of the physical, psychological, and
social environm

ent w
hich m

ay influence the
developm

ent
of

m
ental

retardation
through.

deprivation

B
P

C
cillS

e
cf

the problem
s

in
estirnting the

in,-idence of m
ental retardation stated

that portion of incidence attributable to
I len-

tifi,di doses is not yet K
now

n

P
revent on depends on know

n etiology
or

discovery and its application

W
hew

 know
lerkao

relatively cleat cut, as w
ill

h., show
n ,n the Instances of rubella and the R

h
factor

retardaV
n atti 'billable to s,rch causes

an lie
r educvci 01 nearly elim

inated Iry level
opm

q \.^,11(-,
v,i(i

avdT
1,11)0 tv and

et rf
f'( aw

e pteV
e11114, technolony

S
ince

there
is

difficulty
in

m
easuring the

occurrence of m
ental retardation, progress to-

W
ard the goal of reducing it by half in this

century cannot yet be assessed.

-
S

ee reference 50

V



W
hat R

esearch Is B
eing A

ttem
pted on

C
auses of M

ental R
etardation?

T
w

elve
kierital "'R

etardation R
esearch C

enters
sponsofed by the N

ational Institute of C
hild

H
ealth

and H
um

an D
evelopm

ent
(N

IC
H

E
))

through its M
ental R

etardation B
ranch, devote

their fill effort"to see"<
ing causes and rem

edies
for trne-nkal

retardation. N
IC

H
D

 also supports
independent research not affiliatel w

ith these
centers, and -the training of rif,1 scientists

V
arious

other
governrnen-

agencies
the

M
aternal and C

hild H
ealth S

ervice (M
C

H
S

),
the

D
iv's on

o'
D

evelopm
ental

D
isabilitres

0:2)D
01, the B

U
n au of E

ducation for the H
andi

capped
ind the N

ational
I istitute on

hle.uroloalcal
D

 stases
and S

troke (N
IN

D
S

),
am

ong otl,lers, nein fund research' on m
ental

retarati tt
U

r iversity den,-,etew
nt, of genetic* obstetrics,

neeliatr,cc,
edie

.3nr!
soci

010(N
 contritrut

n ,protf.y, to
st A

rc h for
7

C
atIS

P
C

T
he r

ittqf' and
.

sli;r-n of the tf.cstcl-t effort,
and

the
arnoii

of
t)hd,rithropic

in v
71r1r1

n.r
w

rit nr
n,seatch

a r
know

n

S
et rt ferenctis 31 44 50 52, 93

W
hat M

eans A
re A

vailable to P
revent

M
ental R

etardation?

T
hey can be grouped according to tim

e
application.

P
re-C

onception

of
Jn E

arly C
hildhood

P
roper nutrition for nursing m

others and. for
infants and very young children,

-r

G
enetic assessm

ent to determ
ine potential

chrom
osom

al-genetic risks in pregnancy,

T
im

itig and spacing of pregnancies thrdugh
fam

ily planning S
trategies,

A
dequate

nutrition
for

w
om

en, of
child

?4,

bearing age, and

Im
m

unization

D
uring P

regnancy.

P
rotection

of
m

other
and

fetus
agairT

disease,

P
roper num

 ion,

M
onitoring pie fancy throm

ah m
e ical super

vision,

U
se of am

niocernes
to determ

ine the con-
dition of the f

s afro highs risk m
ot -lets, and

P
arental chtece .of iprm

inairon of iliegnancy
w

hen am
nrocentei'l's confirm

s that the fetus is
defective

A
t D

elivery

M
edical supervision O

f deli-,.ry
in a hospital,

S
creening for conditions causing m

ental rt
tardatm

n to delerm
ine new

born children at
risk, and taking indicated rem

edial action,

,
P

rotection
of

R
h

m
others w

ith gam
m

a
globulin w

ithin 72 hours of delivery, and

Intensive care of children w
ho are born Ill or

prem
ature

D
ietary m

anagem
ent of m

etabolic conditions'
leading to m

entalretardation,

R
em

oval of environm
ental bazar ds',F

aich as
lead-based pairut; and

E
arly social

stirrulation and education for
-

infant;, and young children w
ho are at I isi«)f

developing
m

ental
retarc at

n
(for

pre-
vention) and for children ,w

ho erhibit' ear iv
m

ental retardation (to lessen hand tap)

In is
chapter

discuses' sidi-ved diseases and
coeditions ,issociat«I w

ith m
ental retardation,

anti w
hat is being rim

e,
it "can he doge, to

It:ssen their ocrtitti'nce

S
ee to.fererices 54. 93, 101,

19



W
hat Is M

eant by C
hrom

osom
al G

enetic
C

auses of M
ental R

etardation?

E
 a( Ii

c ell
in

Ill
hotly

,m
tane.

i
paw

s or

lir orno,atines
I

alai A
11,111111

lilt
(W

M
.', \V

illa h dlt
the hnlluatl( 11 elenient,, that

II aleand
tiara( lee

nha
bolo In la

qt.; iv) aha
In

the
110.51

tie

lu onthsoine.,
.11141

then
gene..

ate
H

itler lied

4,41tially b Lim
 ea( 1, parent 11111 w

hen ( L111111111(.(1

(H
I%

 I1
the

11141
«alaN

atilarte tv11a11
Ili)

111141
d tr,,n)

her pairoot,,
the

fir aw
no5o111e, anal w

rit-, phi%
 O

re larfluerta es all

1110
11V

1111111111111
drit.1111111t.

one
look'.

feel, ,11111 bell

I lie
1tratinteairaial

e orni)c)saticali of a !V
im

 al coif
e. referred to as

yotypa 1'011(
'H

ush ate('

hy
the

a«-F
tm

itanying
diaglant

!V
II( F

os( opt(

,arafirial
at a Ilion w

annau, ala
,a

'alat'( if a(
ell

of
H

uang
vhera the a laraarm

r,onae%

ail inktd tit
.1 ,,pea 1114 (ode,

atd by the
kary otyae In ra

m
t deter ram

a.15, all
a at

alit t e'en( 1,

1 1 ,
1 r

1 1 , 1 1
I1.

S
(

1,M
O

S
0111111

,11)0[111114.%

1110%
0 III I'S

Ill IV
lit'

111e
,I1

pat 1
tti

.1

t
I1.l oirneatille

)1
111

1.111,11.

11111011)11
alt m

1)1. 01,111 Ih nod aa,.11
iliH

rli/V
1

tat

a
fa' l arriosorni..

art
the

a,
faallaar(

oda I%
O

f

e
111 01110%

0111,
flf frft rni

11,1115
01

,1`,10,1,111\,.
II, aw

l la eadavaaltial
foaaraal to have

er hafhp
(trarpal.aa anota)

,at
11),00N

 al
he

10.0

to (let,.
w

hat I,
F

lay
tit

III
ill

I H
illier!

iti,1,1
lit 'A

ll
fir!

tt
,11011,

111011,

1,1,11(1,111(M

Ilt'
O

i
O

ot
IIU

hit

I 1 I
I

I
,t I

lam
 II,

a
l

l
f

a,
I 11.111,1

1) 1111

1,1
11,

F
lat

1
II,

11,11 rill,.
of

4 tiddler'
vvith

ninw
aintal

%
how

 m
urall kaiy citypes in every

re
It')

D
eft( Is attributable tut hi m

osom
e, 411111 w

ow
:-

range lim
n those based am

 a single gene to
thliS

e that are' polygeith (1)laity ()O
nes involve(!)

()lily
Illom

osom
al 411,.orilers

an he diagnosed
from

 ,111,1iY
415, rising karyntype%

3

G
ro(It) A

II
is estim

ated that
Ill

the U
nited S

tates (yak:
child H

i ever y 1')0 to 100 live harsh, lax. a roaor
w

ile or polytirni( anom
aly, and alaritei

vom
iter have 11111101 .11101114)ill`%

iha relation%
1H

o
of these anom

alie., to m
ental retarO

ation Iti 1)')1
clearly tinder stocal

S
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W
hat Is D

ow
n's S

yndrom
e?

1)O
w

n's syndtem
e w

as Ilia ovelell Itt
1844 by

:3equm
 and is nam

ed if ter
t angdon D

ow
n, w

ho
reported in

1866 on
Im

m
ix,' of m

entally
f etinled c uldten w

ho had .1 (11,11,1( let 1511(
facial

appearance N
ot unto' 195) dui

I elenne dem
onsthate that

1)ow
n':, cyndtom

e is associated
w

ith the
O

f 1'51.111 l
O

f an ex Ira 011011106011r'
S

ince !hell, oIIill
( 11101110%

0f11.11 reivangem
enls

(som
e

heteditaly)
rem

iltim
i

in
D

ow
n's syn

orrie have heel) identuheo, but by fat the m
ost

com
m

on lour (tosom
y 71) is lately inherited

M
ote than 50 soqnsof D

ow
n's syndrom

e have
been ide W

iled N
ot .18 suins--aL)pear in

ill (-aces

the 111.11O
1

a bark ftr IS
1

a
`.

O
f 1111"syndrom

e °M
u'

11101f4.1,111'
tl)

%
I.V

1)1e
m

ental
a et,e(1,111()F

1
1)0111

-
rnusc le

tone
(11.11.n tet e.11(

1,1( ial
..pped in1 e

(upw
ard slanting eyes, sm

all round [w
ad, sm

all
low

 hi i(Itied 1105V
, m

ounding tongue), frequent
abnotendIng,s of the heart and the oyes, and
oppet II`S

pit .1101 y infections

S
ee references 60, 66, 88, 106, 120
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H
ow

 M
any C

hildren are
B

orn w
ith D

ow
n's S

yndronie?

A
 child w

ith D
ow

n'. synch 'ine i%
 hof n on' I

in

every 600 to 700 lye ho the O
f the 111.1101 types

of D
ow

n's syndlom
e, by fa' the m

ost.com
m

on
is

tt (sott/
.21,

of
the

presence
of

duet.

tQ
stead

01
the exoech.(1 'tw

o
#21 chfon)o

som
e,.

F
or

liyalm
y 21 ?the m

ost im
poi tant

associated laciot is m
other's age at I oo. potion,

as sh
n II the follow

ing . hat t
__

224

22201816141210I420

Increasing R
isk of D

ow
ry's S

yndrom
e,

in Live B
irths, by M

aternal A
ge

(T
ricom

y 21)

f

11{1

4....4... 11

I

I
A

A.

3
, IJcJ

,..
4

P
..t

Ut
l

,

r.

4.

.I.

.

{444

1

T

.

67

I,4

I

..

1444

1

3
57

i

114.29

f,i

t I 26
{

I,
.

,

t
1

?

1 I
33

A
ll M

others
29 or Linde!

30 34
35 39

M
aternal A

ge at C
onception

A
digaed r1 k i,

it . m
a I

i he M
ts.f.tlk

114.11441444f
( hold A

m
 1

II,,
f ainily

A
 M

ulti
1),sc 41)1411,11y A

ppr 44,44 11 N
ew

 l' or I
B

o m
u., M

antel
Int

19/I

40 44
45 49

22

the num
ber of lim

bo' n infants w
ith D

ow
n's

syndrom
e reflects only a sm

all percentage of
the num

ber of
tosornie children (-once w

et I
M

ost are spontaneously aborted

A
 suggested reason for

the greatly au-teasing
tisk of D

ow
n's synth 011)1' W

ith 111.1 eased 111,110/

11,11
41(j11

1%
111('

Ille/ e.11,111(1
C

U
M

 eptibility
to

dam
age .)I

egg .-ells in M
e m

other
T

he total
num

ber
.)I

eggs are present at
the m

other',
Ins th, and over a period of years are 1111111C

1111 in

1111011W
,

,11111 eX
00%

i'd 10 011/S
IC

,11 and chess. al

M
lle. is that m

ay . dust. i how
nosonial dam

age

S
om

e othet
fa( tors that have been associat,1

w
ith

In' leased
' Isk

of D
ow

n' syndrom
e

,t1 i.

1)11' M
111,111011

(1\ 00%
11111 to 1,10141110n' 4111(1

011
i

1

(
111%

1s
of im

itation, lepeated aim
' oohs

ai al

poor sodroul of pregnancies, but fui I .11,%
. iv e

inffueric p
has been ciem

oreol tiled
R

isk 'm
ay

hi som
ew

hat in' leased for m
other. w

ho 1141 41
allcady

born('
one D

ow
n's syndrom

e
( 1111,

Ii.gaidltss of m
aternal ,Ictl'

S
ee references 60, 66, 88, 106



H
ow

 C
an G

enetic C
ounseling H

elp
P

revent M
ental R

etardation?

G
enetic counseling is a recent and increasing

appeoch to preventiO
n of m

ental retardation
and related defects. A

lthough occasionally of-
fered by a physician acting alone, it usually
involves

a
m

ultidisciplinary
team

,
including

research
scientists,

psychologists,
social

w
orkers, and public health nurses as w

ell as
physicians

C
hrom

osom
al analysis and other exam

inations
(including taking a fam

ily history) help deter-
m

ine
if

there are increased risks; that
is,

if
either or both parents carry T

he abnorm
al genes

for
a

severe
problem

, or
if

environm
ental

factors pose an increased risk

A
 lam

er num
ber of defects can he determ

ined
during pregnancy thiongh am

niocenteses T
his

is a procedure w
hich W

as developed in the late
nineteenth century, but has had ex tensn.r use
only in the last ten years

A
 needle

is inserted in the am
niotic sac that

-surrounds the developing fetus and a sm
all

am
ount of fluid

is obtained
F

etal cells in the
fluid can -then be analyred to determ

ine the
chrom

osom
al m

ake-up of the fetus In about 95
percent of the cases w

here am
niocentesis is

used it serves to detect chrom
osom

al errors.

In addition, about 60 genetic-m
etabolic errors

can he diagnosed by this procedure, com
bined

w
ith

appropriate
- testing

of
the

cultured
am

niotic cells. T
hese disorders are indlyidualljt

and ,collectively
rare, and account for w

ell
below

 0 1 percent of diseases of new
borns

S
ee references 31, 39, 66, 93, 106, 120
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G
enetic counselors usually ieview

 diagnostic
and

histor i cal
inform

ation w
ith prospective

parents and estim
ate the risks of then having a

defective child
T

hey attem
pt to help parents

understand the probabilities and the alterna-
tives facing them

A
m

niocentesis is of special value to the coun-
selor

and
the

parents
F

or m
ost highl isk

P
arents the exam

ination can provide confir
m

inion that the fetus I; norm
al W

ithout such
confirm

ation, parents m
ight undergo a term

s
nation

of
pregnancy

for
fear

of
having a

retarded child w
hen in truth the child w

ould be
norm

al
O

thers discovering
through

am
nio-

centesis that their child w
ill be defective m

ay
elect to have and keep the baby or they m

ay
begin considering alternative plans after birth,
such as placem

ent
for adoptiod

S
till other-,

m
ay elect to term

inate the pregnancy T
hey

m
ay decide to have other children, w

ith a good
chance of their being norm

al

F
unding for genetic counseling is provided by

(lover nm
ent pt otp am

s including fam
ily planning

program
s and C

H
A

M
P

U
S

, the m
edical lei vices

p r ogram
,

for
A

rm
y

fam
ines,

by
I leaf th

M
ail I tellallIC

I.
01(0111/M

I011C
and

by
som

e

m
edical insurance plans

A
s of M

inch,
19/4, there w

eir 2/4 centers
across. the

U
nited

S
tates

providing genetic

counseling
A

s Q
f

A
ugust,

1974, four
B

lue

S
hield

(m
edic1

genetic
C

O
LIII

V
irginia, W

asher

insurance)
plans

covered

ling
C

alifornia,
R

ichm
ond,

gton, D
 C

 , and flor ida
ti

S
ee references 31, 45, 84
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S
om

e M
R

R
elated C

onditions D
etectable

by A
m

niocentesis

T
ay S

achs disease
M

aple S
ugar U

rine disease
G

lycogen S
torage disease

G
angliosidosis

H
urler's syndrom

e
S

anfilippo syndrom
e

Lesch-N
yhan syndrom

e
G

alactosem
ta



It w
as discovered in 1934 (F

oiling)
Its m

ajor
signs are m

ental retardation (severe or m
odel

ate), fair hair and skin (inC
aucasians). eczem

a.
hyper activity and m

usty" body odor

Its
control

and
elim

ination from
1965 to

1967 44 states enacted legislairon m
aking P

K
U

screening of new
born infants m

andatory

Its identiflp on in
the early

1960's
11

1

expensive
setteening

test
lot

new
borns w

as
de veloP

ett (G
uthrie T

est)
B

lood r ollected on
filter pane, is tested and reveals the existence of
P

K
U

P
K

U

Its
m

oans of
genetic

transm
ission

tf
ear h

parent r arpiffir4rone P
K

U
 and one 1101111.II gene

parents
1II

be tinaf tut ted and each O
ttid of

theirs w
it have one III IO

W
 than[ V

s 01 having
P

K
U

 P
ersons w

ith P
K

U
 ran w

om
an, e and

ansm
it the error P

K
U

 follow
s the pa^tein of a

m
r eS

S
IV

e gene disorder

Its treatm
ent in the m

a 1950's Initial suer tss
w

ith
dietary

treatm
ent

P
K

9 m
eans body

cannot m
etabolize phenylalanine

a necessary

naturally occultist; am
ine] ar td (rum

en])
E

arly
rem

oval of phenylalanm
e from

 the (het of a
P

K
U

 child helps in s6om
e cases to prevent !train

dom
age

W
hat

A
re

the
-Inborn

E
rrors

of
M

etabolism
?

P
henylketonuria (P

K
U

)
is

the prototype of
these gene ically-based diseases. Its incidence is
estim

ated as one in every 14,000 live births in
the

C
aucasian

population.
Its

history
is

described -in the figure to the left.

In the eleven years from
 1964 through 1974,

T
exas perform

ed 1,433,386 tests in
its P

K
U

S
creening P

rogram
, found 387 suspected cases,

and conform
ed P

K
U

 in 72 of these suspected
cases T

he total cost of the program
 during this

period w
as $707,650.

D
espite som

e risks, dietary treatm
ent of new

-
born infants w

ith confirm
ed P

K
U

 has prevented
brain dam

age w
hich could result in lifetim

e care
costs far greater than the costs of screening.

S
creening m

ay produce som
e "false positives,"

I e
a

child w
ithout the disease m

ay show
positive results on the test. P

ersons w
ho do not

have P
K

U
 can be harm

ed by the rigid, carefully
regulated

diet, and som
e children

develop
poorly.despite good dietary regim

ens
It is still

not know
n precisely how

 long a child should be
kept on his diet.

In
1970, 69 'percent of infants through the

U
nited S

tates and C
anada four days old and

younger w
e-e screened for P

K
U

.

S
ee references 29, 44, 55, 64, 66, 93, 101, 103, 10825
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'H
ow

 Is T
ay-S

achs D
isease R

elated to
M

ental' R
etardation? Is It P

reveptable?

T
ay-S

achs
disease,

another inborn error of
m

etabolism
, is the early infantile form

 of a class
of diseases know

n as sphingolipoidoses: T
his

m
eans that the body cannot assim

ilate certain
fats. T

he disorder w
as identified in 1881, w

hen
it w

as called "early am
aurotic idiocy."

T
ay-S

achs disease can be avoided
if,

after
genetic studies, there

is
prevention of preg-

nancy. or term
ination of pregnancy w

here the
fetus is found defective.

F
or a child born w

ith T
ay-S

achs-the disease is
universally fatal, usually by the third year 'of
life.

T
he genetic transm

ission of T
ay-S

achs disease
follow

s the sam
e pattern as P

K
U

. T
he only tim

e
T

ay-S
achs is transm

itted is w
hen tw

o carriers
have children T

he possible genetic m
akeup of

their children is show
n by the follow

ing dia-
gram

.

M
ale

26

a

T
he P

ossible O
utcom

es of C
hildren P

roduced by'
M

ale and F
em

ale T
ay-S

achs C
arriers

F
em

ale
=

 a carrier, unaffected

=
 free of T

ay-S
achs gene

=
 affected by T

ay-S
achs disease

C
ID

A
dult carriers

of T
ay-S

achs genes can be
detected through a blood test for a specific
enzym

e (H
exosam

inidase-A
)

T
ay-S

achs occurs alm
ost exclusively in fam

-
ilies

of E
ast-E

uropean, Jew
ish background.

A
bout one Jew

ish couple in 900 is at risk of
having a T

ay-S
achs child.

T
ay-S

achs can be detected in the fetus by
am

niocentesis.

If each parent has one T
ay-S

achs and one
norm

al gene, chances of their child's having
the disease are one in four

A
 voluntary screening program

 in W
ashington,

D
 C

and B
altim

ore,
reported

in
1974, de-

m
onstrated

t he
possibility

of
reaching

thousands of persons to screen them
 for this

-

defect.R
esults of V

oluntary S
creening P

rogram
for T

ay-S
achs

P
opulation

F
indings

S
ubjects T

ested
6,938

C
arriers Identified

315
"A

t R
isk C

ouples" Identified
11

A
dapted from

 K
aback, M

 , et al "A
pproaches to the

C
ontrol and P

revention of T
ay S

achs D
isease " In

P
rogress in M

edical G
enetics. E

dited by A
 G

 B
eam

and A
 G

 S
teinberg N

ew
 Y

ork G
rune and S

tratton,
1974

T
he cost for screening averaged a little over

S
4.00 per person

S
ee references 44, 62



H
ow

Is
the R

h
F

actor
R

elated
to

M
ental

R
etardation?

H
em

olytic disease, destruction of the red btood
F

inally, it w
as found that R

h gam
m

a globulin
-cells, w

as first noted in the new
born in 1609

injections for the m
other w

ere m
ost effective

N
ow

, over 350 years later, scientists refer to it
since It w

as possible to prevent eiythroblastosis
as erythroblastosis fetal's A

m
ong its signs and

in
this

m
ariner

P
ostnatal

injection
of

the
sym

ptom
s

are
dropsy

(hydrops),
jaundice

m
other after birth of her first child prevents

(icterus) and anem
ia. K

ernicterus, a severe form
initial senvtization and the form

ation of the
of erythroblastosis m

arked by brain dam
age

dangerous antibodies
T

he tim
ing of the in-

due to yellow
 jaundice,'leads to death in early

jectionrcis critical,
it

is
possible to m

iss im
-

infancy or
results

in m
ild to severe m

ental
m

uniz-atlofi of som
e m

others, and unrecognized
retardation,

seizures,
spastic

or
involuntary

aborlrotts m
ay result

in
form

ation
of

anti-
m

uscle m
ovem

ents and deafness
A

bout 75
bodies

per"cent of infants w
ith kernicterus die in the

neonatal period

In 1940 a cause of this disease w
as found w

ith
the discovery of the R

h factor w
hich causes

som
e m

others to form
 antibodies and destroy

the red blood cells of their later children' T
he

antibodies are transferred to the fetuses in the
m

other's subsequent pregnancies v la the pla-
centa T

he hem
olytic disease occurs in the.fetal

and early neonatal pdriod.

A
 num

ber of rem
edies for erythroblastosis have

been tried

heavy doses of oxygen during and after labor,
early induction of labor,
injections of R

h H
ap ten, a substancertT

otA
l

to 'prevent antibody form
ation,

.

partial or com
plete transfusions of blood to

the new
born baby, and

t;',

in
recent years partial

91 com
plete thins

fusions of blood before birth

In m
ost cases the com

plete U
ansftisions w

ere
successful in treating erythroblastosis

.01

S
ee references 4, 18, 35, 124
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H
ow

Is
R

h
F

actor-R
elated

M
ental

R
etardation P

revented?

A
bout 85 percent of thpopulation is

R
h

positive (R
h+

). T
his genetic factor is dom

inant:
If

an R
h+

 m
ale and an

R
h negative (R

h )
fem

ale conceive a child (and this is the only
tim

e that the R
h factor creates problem

s), there
is either a 50 percent or 10Q

 percent chance
that the child w

ill be R
h +

, depending on the
genetic constitution of the father

T
he anti-

bodies form
ed against this factor m

ay cause
death or severe brain dam

age to the children of
later pregnancies. T

he injection of jih gam
m

a
globulin prevents this possiblity.

28

f

Injection of M
other w

ith
R

h G
am

m
a G

lobU
lin

w
ithin 72 H

ours of B
irth

of F
irst R

h+
 C

hild, and E
ach

S
ubsequent R

h+
 C

hild

I O
M

 I =
I I

S
ubsequent
H

ealthy
\C

hildren

It
is estim

ated that in 1970, before the pre-
ventive injection w

as available, 20,000 infants..a
year w

ere affected by diseases stem
m

ing from
the R

h factor.

In 1973, it has been estim
ated that- 80 percent

of w
om

en at risk w
ere protected after delivery

T
he percentage of protection w

as m
uch low

er
in cases of abortion, w

here the risks to future
children rem

ain the sam
e.

4 II,

S
ee references 4, 18, 1
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H
ow

 .1s
R

ubella
R

elated
to

M
ental

R
etardation?

A
lthough

rubella (G
erm

an m
easles),

a
viral

'dise.ase, has been know
n since 1815, it W

as not
until 1941 that the dangerous effects of m

ater-
nal infection during the first m

onths of preg-
nancy w

ere described by N
orm

an G
regg, 'an

A
ustralian ophthalm

ologist
__

H
e found varied and

unpredictable
conse-

quences
of

congenital
rubella.

C
hddren of

affected m
others m

ight be stillborn, or born '
alive w

itli m
ultiple defects, or, on the other

hand, be unaffected
In the figt nine w

eeks of
pregnancy, how

ever,
risk of dam

age to the
developing child w

as estim
ated

at
over 50

percent

F
requently

occurring
signs

in
children

affected by congenital rubella are

m
icrocephaly and/or m

ental retardation

congenital heart disease

low
_bri th w

eight

deafness O
r hearing im

pairm
ent

cataracts

glaucom
a

enlarged liver and/or spleen

"blueberry m
uffin" rash

W
hen present, the seventy of m

ental retar-
dation can range from

 m
ild to profound

S
ee references 26, 44, 118
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H
ow

Is
R

ubella-R
elated

M
ental

R
etardation P

revented?

S
ince

1
69, w

h,en
the

rubella vaccine w
as

licen
it

has.been possible practically
to

radicate the effects of this disease.

It has been estim
ated that during the last m

ajor
epidem

ic of rubella in 1964, 20,000 to 30,000
infants w

ere born w
ith m

ultiple defects of
congenital

rubella, m
any of them

 m
entally

retarded.
H

ow
ever,

during
1970,

a
'non=

epidem
ic year in Los A

ngeles C
ounty, C

alifor-
nia, the incidence of congenital rubella w

as,one
in 10,000 live births. S

ince only a portion of
those affected suffered neonatal death or handi-
cap, this record indicates that rubella as a cause
of m

ental retardation can be kept very low
.

T
he national C

enter for D
isease C

ontrol of T
he

P
ublic H

ealth S
ervice has recom

m
ended that in

order to prevent another m
ajor epidem

ic, all
children under the age of puberty should be
im

m
unized, or have a history bf the infection

w
hich creates its ow

n im
m

unity.

30

;

P
ercent of P

opulation P
rotected A

gainst R
kthella, 1973

A
ge G

roup
H

istory of
Infection

H
istory of

V
accine

Infection
and/or

V
accine

'1-4
12.8

55.6
62.4

5-9
25.1

64.9
77.9

A
dapted from

U
 S

D
epartm

ent of H
ealth, E

duca-
tion. and W

elfare
U

.S
. Im

m
unization S

urvey, 1973
A

tlanta. G
eorgia

P
ublic H

ealth S
ervice. C

enter for
D

isease C
ontrol. 1974

W
om

en of child-bearing age are not at the m
ost

suitable age for vaccination, since the vaccine
m

ay cause harm
 if they are pregnant at the

tim
e. T

o take account of
this,

the level of
vaccination of children w

ould need to increase
in order to protect the nation against another
m

ajor rubella epidem
ic T

hree m
ajor outbreaks

of rubella w
ere reported in C

olorado during
1973.

`S
ee references 93, 118, 120



H
ow

 A
re P

rem
aturity and Low

 B
irth

W
eight R

elated to M
ental R

etardation?

P
rem

aturity and low
 birth w

eight are by far the
m

ost im
portant obstetrical

problem
s in the

etiorogy of m
ental retardation and are regarded

as serious threats to a favorable prognosis for
the child:

A
 study

in D
enver of low

 birth w
eight and

prem
ature children, reported in 1972, dem

on-
strates the increasing

risk of handicaps w
ith

decreased gestation tim
e and/or decreased birth

w
eight

Irficidence of M
oderate to S

evere
a.

H
andicap in R

elation to G
estational A

ge

G
estational

A
ge (W

eeks)
N

o.
E

xan-im
ed

N
o. w

ith
H

andicap

28
33

21
64

29-31
35

19
54

32-34
23

7
30

T
otal

91

Incidence of M
oderate to S

evere
H

andicap in R
elation to B

irt
W

eight

B
irth W

eight
(G

m
.)

N
o.

E
xam

ined
N

o. w
ith

H
andicap

950
13

11
85

950-1,150
20

14
70

1,150-1,350
32

13 -
41

1,350-1,500
26

9
35

T
otal

91

A
dapted from

Lubchenco, L 0 ,
D

elivoria-P
apaclapolous, M

 and S
ear Is, D

. 'Long-term
F

ollow
-U

p of P
i m

ature Infants,
T

he Journal of P
ediatrics, 80 (M

arch, 1972)

S
tudies of prem

ature and low
 birth w

eight
children show

 that risk of severe handicapping
conditions

increases sharply w
hen gestation

the is reduced or w
hen birth w

eight is m
uch

less
than

2,500 gram
s

!five pounds,
eight

ounces) T
he children studied here had.'m

any
different

handicapping
conditions

C
erebral

palsy and m
ental retardation w

ere frequ'ently
found.
T

he factors below
 help determ

ine "high rrsk"
m

others

S
ex of Infant

(G
irls W

eigh
LLess than B

oys)

I
P

arity (N
um

ber
P

revious
C

hildren)

S
m

oking

,
Illegitim

acy

ti

r
Low

S
ocio E

congm
ic

S
tatus

S
oule F

actors
A

ssociated w
ith

Low
 B

irth
W

eight

P
oor or N

o
P

renatal C
are

(I

.
1

--aw
l M

aternal D
iet

M
aternal A

ge
,

P
revious

1

P
rem

ature B
irth

P
reinatnrity G

estation tim
e of less than 37 ivecks

Low
 B

irth W
eight W

eight at berth equal to or less than 2 500 gram
s

S
ee references 71, 102



H
ow

 D
oes M

aternal N
utrition A

ffect the
O

ccurrence of M
ental R

etardation?

T
here is only inform

ed opinion on this subject
at this tim

e, but no conclusive inform
ation. F

or
exam

ple,
he fol ow

ing statem
ents' w

ere pre-
sented in testim

ony to the S
elect C

om
m

ittee on
N

utrition and H
um

an N
eeds of the U

nited
S

tates S
enate in 1973:

"A
n association exists betw

een m
aternal nutri-

tional
status

prior
to pregnancy and birth

w
eight in poor populations

"T
he larg

If
the num

ber of sm
aller infants, M

e
greater the chance of m

ental retardation

"F
eeding a

better diet durm
g pregnancy in-

creases m
aternal w

eight gain, birth w
eight, and,

therefore, should decrease m
ortality and the

incidence of retardation

32

P
ercent of

P
ersnns w

ith
S

ubstandard
Intake100 _

80_

60_

40 _

20

N
utritional S

tatus of W
om

en A
ges 18-44

for Iron and C
alcium

 (%
 below

 S
tandard)

B
elow

P
overty Level

A
bove

B
elow

P
overty Level

P
overty Level

C
"")

A
bove

P
overty Level

W
hite

N
on-w

hite

94.24
94.66

IR
O

N

A
tiai)ted

from
U

.S
P

LIbi IC
H

ealth S
'rvice

F
irst

H
ealth

and N
utritca,

F
r xam

ination S
urvey, C

oded
71 1972

D
ietary Intlke and B

iochem
ical

F
 Indings N

rachington, D
 C

Y
eadi R

eso`urces A
dm

in ,
istration,

974

C
A

LC
IU

M

Iron
ddficiency

.rs
a

problem
tot

m
any

w
om

en of
child" bearing

age
C

alcium
 clef'

cieneies, w
hile not as pi evalent, still occur In

m
ore than half of all w

om
en, and are,greater

am
ong-non-w

hites, regardless of incom
e level

T
he U

nited S
tates D

epartm
ent of A

griculture
operates, a S

upplem
ental F

ood 'P
row

 am
, still no

the pilot stage. and a special W
om

en, 'Infants,
and C

hiloren (W
IC

) P
rogram

 aim
ed 'at

sup-

plem
enting the diets of poor fam

iltes O
f the

4 6 m
illion w

om
en and children potentially

pi Igsble for assistance from
 these program

s, less
than half a m

illion ale being helped.

S
ee references 1Q

5, 117, 126.



Infant M
ortality, by R

ace, in the
U

nited S
tates per 1,000 Live B

irths
Y

ear
T

otal
W

hite
A

lltther
1950

29 2
26.8

44.5
1960

26 0
22.9

43.2
1970

20 0
17.8

3009
1973*

17 6
4,

15.2
28.8

*1973 infant m
ortality figures are based on a 10 percent sam

ple.

A
dapted from

W
orld H

ealth O
rganization W

orld H
ealth S

tatistics R
eport_

,V
ol

27, nos
3 -4. W

ashington, D
 C

W
orld H

ealth O
rO

nization, n.d

Int ant M
ortality in S

om
e O

ther C
ountries,

1972

S
om

e other countries have
C

ountry
R

ate
significantly low

er rates.
F

inland
11.3

Iceland
11.6

S
w

eden
10.8

N
etherlands

11.7

p

/

rJ

W
hat D

o Infant M
ortality R

ates T
ell U

s
A

bout the pccurrence of M
ental

R
etardation?

Infant m
ortality

is an indicator of a popula-
tion's reproductive health and the num

ber of
persons w

ho can be expected to have congenital
anom

alies A
s indicated in the S

table below
, the

nation has m
ade progress ltn reducing infant

m
ortality ,rates, but the rate for non-w

hites is
still alm

ost double that for w
hites. T

he rate in
the U

nited S
tates is substantially above that of

som
e other countries

M
aternity

and
Infant C

are P
rojects

of the
M

aternal and C
hild H

ealth S
ervice have helped

to reduce infant m
ortality rates

in B
altim

ore,
from

 300 (1964) to 204 (r972), m
 D

enver,
from

 28 1 (1965) to 17.3 (1971): in A
ugusta,

G
eorgia, from

 38.8 (1964) to 22.8 (1970)
-

T
hese

, ates w
ere achieved through providing

prenatal care to expectant m
others,at high risk

T
here

are
urban

and
rural

areas
in

the
U

nited
S

tates
today w

here 30 percent
of

pregnant w
om

en never see a physician until
delivery.

In
O

regon.
in

1973, the death
rate am

ong
infants w

as 53 4 for those horn outside hos
pitals, and 18.4 for those delivered in hospitals

S
ee refers ices 118, 121
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D
oes M

alnutrition
in

C
hildren C

ause
M

ental R
etardation?

W
hile there is no clear cut w

oof that m
alnutri

uon by itself
causes m

ental retardation, the
available evidence, from

 areas w
ith severe nyl

nutrition, provides strong indication that this
m

ay be the case

M
alnutrition is thought by m

any to be lust as
m

uch a problem
 for childien- as it

rs fol their
M

others
A

lthough
the

recently
coiulacted

H
ealth and N

utotion E
xam

ination S
urvey has

not com
pleted its analysis, prelim

inary findings
show

 that an tong children aged one O
n ough

five, the intake of foul m
ajor nutoents is very

low
.

N
utritionels are not alw

ays consistently ie

Low
 N

utrient Intake in C
hildren, by R

ace, A
ges 1-5, 1971-1972

N
utrient

P
ercent of P

ersons B
elow

 S
tandard

B
elow

 P
overty Level

A
bove P

overty Level

W
hite

B
lack

W
hite

B
lack

C
alcium

14 47
35.26

12 14
24'96

lion
94 46

93 61
94 88

95 29
V

itam
in A

51 51'
46 07

36.91
51 01

V
itam

in C
58 23

48 54
42 82

52 91

A
dapted (rout U

 S
 P

uble !teak') S
erve 1 a st 1 health and N

utt 'non E
 xam

 m
at ion S

urvey, tinned S
tates, 1971 1.?72

lilted to either lace of novel ty
pieta, y Intake and U

lm
-helm

( di
I indorm

s W
ashington,

C
H

ealth ibrsorrices A
dintotsttanon, 1974

Intake
of

less
than

1,000
calories

in
the

previous 24-hour period w
as reported for m

ore
black than w

hite childien in that age group

E
vidence also indicates that P

oor nutrition in
youth adversely affects later reproductive pet
form

ance

S
ee references 105, 117, 126
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LE
A

D
 P

O
IS

O
N

IN
G

LE
A

D
S

 T
O

-

R
ecurrent S

eizures

C
erebral P

alsy

M
ental R

etardation

D
eath

W
hat'

e
R

el
n B

 w
een Lad

P
oisoning and

ntal R
etardat. n?

Y
oung C

hildren of ten put inedible things in
their m

oraths
In older residences" w

here lead
based paint rem

ains on w
alls, ch ren eating

flakes
of

paint
are

in
danger of suffering

irreversible brain dam
age

T
here is gi ow

ing evidence that lend poisoning,
long thought to be a problem

 m
ainly in urban

slum
s, m

ay be a danger to m
iddle class childrbn

as w
ell

In a survey of 14 Illinois com
m

unities, m
ore

than one in six children ages one thi °ugh six,
from

 all siiiao P
C

-O
no-111c levels, had elevated

blood lead levels
F

ifty one of .the 6,100
children studied had definite cases of lead
poisoning

A
 recent report from

 B
ostO

n show
ed that in

ceitain
111Ighbot hoods w

hich receive their
w

ater 0110110 IP
A

 W
P

C
s, there are noticeable

quantities
of

lead
rn

the drinking w
aler

lhs:jipl)
eilsyconclusive

proof that lead poisoning is
a m

aim
 health haiald ul urban ai ea%

D
ining a

four m
onth screening period in

19/2, about 50 percent of new
ly S

t., r e cued
children in W

ashington, D
 C

.'s
lead poison

Illg screening
ow

 am
, based at C

hildren's
H

ospital,
had

blood
lead

levels
in

the .
abnorm

al range
nrS

S
ee re fel ence 118
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W
hat Is M

eant by S
ocio-C

ultural M
ental

R
etardation?

O
bservations that m

ild m
ental retardation oc

curs m
ore frequently am

oral poor and dis
advantaged fam

ilies led
to study of cultural

.factors
It

has been suggested that circum
-

stances
of

P
overty,

lack
of

developm
ental

stim
ulation,

and
differing

cultural
'values

com
bine to produce this form

 of m
ild retar

datron, characterized by recurrence in fam
ilies

and no physical
or m

edical
signs

A
n un-

identified polygeruc hereditary
factor

is
not

ruled out.

S
ee references 30, 50, 5, 53, 54
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1

. -
R

em
edial A

cadem
ic

S
pecial

E
ducation

S
tim

ulation
P

rogram
s

O
ccupational T

raining
11Ir

C
hddren F

unctioning
R

etarded
Increased

C
hildren

A
t or A

bove
M

others
S

tim
ulation

at R
isk

N
orm

al Levels
V

ocational Inform
ation

C
ounseling

e

W
hat C

an B
e D

ore to P
revent

S
ocio-C

ultural M
ental R

etardation?

In the
H

eber

r\>
f
'

M
ilw

aukee P
roject, begun in 1967, R

ick
and his associates began by identifying,

am
ong the m

others of new
born infants, those

w
ho w

ere "m
entally retarded" (those having an

IQ
 under 80). T

hey w
orked intensively w

ith
these parents and their new

born children in
hopes of preventing intdllectual deterioration,
relying heavily on m

ethods of social stim
u-

lation.

B
y 1974, results dearly exceeded expectations.

T
he project reports that the children in the

experim
ental

group
are

functiorling
signifi-

cantly above their age norm
s. C

hildren in the
control group, w

hose parents have not partici-
pated rn )he program

, have begun to show
 signs

of m
ental retardation

S
ee references 53, 54
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E
xperim

tal, C
ontrol and C

ontrast G
roup IQ

 S
cores

from
 the M

ilw
aukee P

rotect

1
1

1
1

1
I

1
1

1
I

I
1

24 27 30 33 36 3942 4548
60

72
84

96
108 120

132 144
156

C
hronological A

ge (m
os.)

A
ll children initially had the sam

e
I 0 level.

T
he above chart reflects the findings after 24

m
onths in the protect T

he experim
ental group

is the group of al-M
ir-en involved in the pro-

gram
. C

ontrol group children have begun to
show

 declining
in 411igence

scores,
a

result

w
hich follow

s the
raditional pattern in the

M
ilw

aukqe area lA
ng studied

T
his is

repre-

S
ee

refe6nces 53, 54. 131.
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1

168

A
dapted from

 -M
R

 71
E

ntering the E
ra of H

um
an

E
cology

W
ashington, () C

P
resident's C

om
m

ittee
en M

ental R
e tar da t ion. 1972

sented
by

the
contrast

line,
w

hich show
s

deteriorating
IC

I
scores

am
ong

school-age

8hildren.

S
S

 E
xperim

ental

C
ontrol

-- C
ontrast (B

aseline E
vidence)



ntroduction

O
ne of the goals of the P

resident', C
om

m
it tee

on M
illfal

R
e1.11(1.111011

rs adequate, hum
ane

service system
s

S
ervices

are
activities

designed
to

m
eet

hum
an needs

S
ystem

s ale
.111.11)(lerliellIS

of
policies,

re

sources, and processes by w
hich seivi«.s are

provided to constim
ers Ind y,stem

atic lash
ion T

he system
s concept includes not only

the detailed procedures for piovnling services,
but

also
the com

plex netw
ork

of
inter

relationships am
ong pi N

ate and public re-
sources that m

ake service delivery possible
F

urther, it includes a definition of the m
ea

soles th'at w
ilt be used to evaluate services

and provision for m
aintaining standards of

quality
A

dt;quate
refers

to
the extent

to w
hich

service system
s

S
ubstantially fulfill the needs of individuals

w
ho seek help from

 them
P

rovi le for the aggregate of hum
an needs

expre ed by consum
ers and service pro-

M
erl,

clam
m

un ty

H
um

ane/ S
ervice system

s. em
brace the

fol

low
ing '4pialities

as expressed by the P
resi-

dent's C
om

m
ittee

R
espect for the dignity of the individual

F
reedom

 of choice -am
ong adequate ser-

vices
A

ssurance of the individual's right;o have
and keep personal belongings
E

ncouragem
ent of

the
indivioual

to be
active, rattle, than inactive of passive

40

S
um

o, t
foi

every
individual's need

to
belong to (he interdependent w

ith) som
e

one else
H

elp to the individual so that he m
ay feel

his hie has m
eaning and outpost,

Inform
ation on adequate, hum

ane service sys
terns can be-presented in m

any w
ays F

or the
purposes of

thiS
 publication,

it
e,

classified
according to the diagram

 on this page T
he

(hasp am
 suggests that as a handicapped person

m
oves horn dependene.e to independence, he

m
oves through a hierarchy of needs

physical,
social, educational, econom

ic, residential
and

w
ithin each need area, from

 a m
ore to a less

dependent
status. T

he requitem
ent

of
care

(represented by the area to the
left

of the
dotted line), im

plies dependence and is m
ost

m
anifest in

the neesr area of residence as the
diagram

 indicates.

D
ependence

T
his hierarchy !clots to needs felt by all people

and, thus, reflects services that can be provided
around those needs E

very pei son, at som
e tim

e
in his of her life, requires assistance

m
eetm

g

tpese needs T
he steps in

the diagram
 im

ply
that certain needs m

ust be m
et before a person

w
ill he able to acquire the skills needed to m

ove
upw

ard in
the process of achieving m

depen
B

ence in lim
b.

D
a a on the

pies
in this section reflect w

hat is
now

tow
n and not know

n about services to
m

eet
the

physical,
social educational,

eco
,

nom
ic,and residential needs of persons w

ho are
m

entally retarded

N
eeds of A

ll P
ersons

Independence

R
E

S
ID

E
4T

IA
L N

E
E

D
S

a place to live-
-provision o_ f care

E
C

O
N

O
M

IC
 S

U
P

P
O

R
T

an incom
e-

-personal possessions and resources-
-7'

S
O

C
IA

L-E
D

U
C

A
T

IO
N

A
L E

X
P

E
F

N
C

E
S

belonging to som
eone-

-activity and developm
ent

P
H

Y
S

IC
A

L
general health m

aintenance

A
dapted Irony S

antarnow
, M

 anti R
oss, K

 "D
ettntng

the
P

r Q
blein 01

M
ental R

etardation
A

 F
unctional

M
odel

P
aper P

resented at R
egion X

 A
A

M
D

 M
eeting

1969



W
hat Is the G

eneral S
tate of Inform

ation
about S

ervices?

In a discussion of services, one fact
is

para-

m
ount. T

here is a serious dearth of valid and
tellable inform

ation through w
hich to present

an accurate pictureof the state of services for
m

entally retarded pedple

S
om

e problem
s w

ith available inform
ation arise

from
the confusion

over
the

definition
of

m
ental retardation S

om
e agencies still use the

old A
A

M
D

 definition, som
e the new

 one, and
still others do not define m

ental retardation at
all for the m

ost part, statistics lack cofnpara-
bility.

In
m

any instances,
persons served

are not
identified according to disability (e.g., m

ental
retardation, cerebrI palsy), and available data
are

m
erely

estim
ates,

based
on

varying
opinions. T

his brings into question the validity
of the inform

ation. F
or exam

ple, the num
ber

of
m

entally retarded persons
in

public
as-

sistance program
s can only be estim

ated. A
telated problem

is
reliability of inform

ation
.

D
o- different persons in an agency, using the

sam
e criteria,

report the sam
e inform

ation?
S

ubiective factors often interfere

P
erhaps m

ost critical am
ong these problem

s is
the fact that current statistics are raw

ly a
tl

able on a national, regional, of even statew
ide

basis
In

F
iscal Y

ear 1975 m
any agencies are

still
analyzirig- inform

ation from
 1971 'or

be-

fore, rf they keep inform
ation at all

Lack of up
to date inform

ation is a problem
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C
oncern w

ith services for m
entally retarded

persons centers on tw
o elem

ents those services,
that

all
people,

including
retarded people,

require
(generic

services)
and those

special
services designed, to m

eet the special needs of
individuals w

ho are m
entally retarded and have

related handicapping conditions

N
ot all m

entally retarded persons requile special
services O

n the other hand, "norm
al" persons

often cannot get by w
ith "norm

al" services
alone. A

n individual's ability to m
eet his of her

needs is dependent on m
any factors A

m
ong

them
 are age, socioeconom

ic status, geographic

location, ability to
get

to
needed services,

and ability
to enunciate one's needs, or have

thfs done by a qualified spokesm
an

T
aking these and other factors into account, it

is possible to plot the relative dependence or
independence of di`hchtleulai person in m

eeting
a particular need

42

Independence

D
ependence

S
ocial

R
esidence

N
E

E
D

S

A
ct vity

F
or exam

ple, take the srtuation of a child w
ho

is m
entally retarded, attends special education

classes in public school, and spends m
ost of his

spare tim
e at hom

e w
atching television H

e is in
a relatively "norm

al" residential setting, has the'
oppoi trinity to participate in an age-appropriate
(although

''special")
activity

by
going

to

school,
but

is, not
having his social

needs

(hiendships, ,etc )
m

et adequately H
is greatest

need for services w
ould appear

to be in the
social area S

uch needs ifrofiles can be extended
to other needs such as health, m

com
C

, fam
ily

relations, em
ploym

ent, etc



T
he theory of norm

alization, developed
in

S
candinavia, is a cluster of ideas, m

ethods, and
experiences for providing the m

entally retarded
person w

ith a pattern of life as close as possible
to that w

hich w
ould be expected if the person

did not have a handicap. A
 related idea

is

m
ainstream

ing, w
hich m

eans the integration of
handicapped and non-handicapped persons in
the sam

e service structures w
henever possible.

B
oth norm

alization and .m
ainstream

ing prin-
ciples

have B
een vigorously cham

pioned or
attacked. R

esearch on success or failure in their
application is lim

ited. N
evertheless, there ap-

pears ID
 be a definite trend tow

ard integration
of 'handicapped persons w

ith others, especially
in

public schools. B
oth ,ideas ,. W

inter on the
provision

of
specia\.,assistane

in
the

least
restrictive

setting,
in

the
least

stigm
atizing

m
anner possible. B

oth airrl` for m
axim

um
 in-

dependence 6f the individual
4

'...

S
ee references 9, 133.
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W
hat S

ervices A
re R

equired to M
eet the

H
ealth

N
eeds

of
M

entally
R

etarded
Individuals?

H
ealth services are of m

ajor im
portance for

persons w
ho are retarded because m

any of
them

 also have other handicapping conditions
H

ealth care is
pi ovided through the follow

ing
types of program

 or funding.

P
ublic m

ental retardation or m
ental health

agencies
such as residential institutions, com

-
m

unity m
ental health centers, arid, clay care

centers
M

edicaid
F

ederally assisted S
tate program

s
for financing health care of public assistance
recipients and certain others
M

edicare
F

ederal S
ocial S

ecurity m
edical

care program
s for persons 65 years of age and

older or
their children perm

anently handi-
capped prior to age 22
H

ead 'S
tart

F
ederally supported pre school

educational,
health,

nutrition, and parent
education prow

 am
F

ollow
 T

hrough
early school follow

 up of
H

ead S
tart children

P
ublic S

chools
health services for children

and youth w
ith special needs

M
aternal and C

hild H
ealth S

ervice C
hnirs

F
ederally supported local "w

ell-baby" clinics

C
rippled C

hildren's S
ervices

F
ederally sup

P
otted S

tate-operated clinics for children and
youth w

ith
a W

ide
r drily'

O
f physical and

m
ental im

pairm
ents

M
aternal and Infant C

are P
rojects

F
ed

orally financed pre natal care
delivery, and

,post partum
 services for w

om
en in high risk

groups, such as the poor and uneducated

.
44

C
hildren and Y

outh P
rojects

F
ederally

financed com
prehensive health care for chil-

dren and youth in high risk groups
D

evelopm
ental

and
E

valuation
C

linics

F
ederally financed special projects for the

diagnosis and evaluation of m
entally retarded

persons

. P
rivate practitioners

such as physicians,
dentists, psychologists, social w

orkers, nurses,
counselors, and physical therapists

SO



T
he health strategy w

ith the m
ost im

pact on
costs and' benefits is the prevention of m

ental
retardation, w

hich w
as discussed in the previous

section.

O
ne of the m

ost im
portant factors leading to

institutionalization of m
entally retarded per-

sons is the accom
panim

ent of additional phys-
ical

and
m

edical
handicaps.

T
he need for

long-term
 m

anagem
ent of these conditions has

not generally been available in outpatient facil-
ities,

and
com

m
unity

hospitals
are

not
equipped for long-term

 patients. F
requently,

there is denial of rem
edial, corrective m

edical
and dental services because of the belief that
m

entally retarded persons do not benefit.

N
o national data are -available on the types of

m
edical services, extent of coverage or the cost

of
providing m

edical services
in public and

private
residential

facilities
for m

entally
re-

tarded persons T
hese facilities are responsible

for health care to the largest identifiable group
of m

entaby retarded citizens. T
his health care

has been show
n to be seriously com

prom
ised

by lack of sufficient adequately trained person-
nel, unsanitary conditions, disease of epidem

ic
proportions, and m

edical experim
entation on

residents in m
any institutions, so that residence

in som
e institutions has been called a health

hazard.

S
ee references 40, 118
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F
ederally S

upported H
ealth S

ervices for M
others and C

hildren
through the M

aernal and
C

hild
H

ealth
and

C
rippled C

hildren's P
rogram

s

A
uthorization

S
ocial S

ecurity A
ct

T
itle V

P
rogram

F
unding Level

F
iscal Y

ear
1973

S
pecial F

ocus
K

now
n G

aps
N

um
ber

S
erved
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A
m

ong
highlights

of
these

program
s,

156
m

ental retardation clinics (child developm
ent

clinics) w
ere supported totally or

in part under
the C

rippled C
hildren's and M

aternal and C
hild

H
ealth P

rogram
s

In
1972, 316,407 children

w
ere seen T

he m
ajor service provided, 1:0101

w
as

diagncsis
and

evaluation
of

suspected

m
ental

retardation,
resulted

in
a confirm

ed
''diagnosis''

in
abopt

70
percent

of
nev,

patients, but rem
oved the label of retardation

from
 31.4 percent of all children seen

T
he m

ost prevalent health problem
 am

ong
children

's dental disease T
here are no exact

data available on the extent of the problem
 of

the availability of dental services for m
entally

re arded children and adults

S
ee references 108, 118



H
om

e-health services and public health nursing
services are tw

o significant health m
easures

w
hich, in enabling fam

ilies to deal w
ith special

m
edical or m

anagem
ent problem

s, can m
ini-

m
ize the need for residential care outside of

their hom
es. M

ore S
tates are m

oV
ing to the

"purchase of service" concept, w
hich enables

m
ental retardation, developm

ental disabilities,
public health, or public w

elfare agencies to
provide

these specialized services
in

he,' of
care

in
large

state
institutions for retarded

persons

S
ince insurance guarantees the financial m

eans
for

securing service, one indication
of

the

adequacy of health services
is

the extent of
insurance coverage in the population

It w
as

show
n earlier that m

ental retardation is m
ost

prevalent am
ong low

 incom
e and

m
inority

groups T
hese sam

e groups have a record of the
low

est health inst I ranco coverage

100

8060

4020

P
ercent of P

ersons U
nder 65 Y

ears O
ld w

ith
H

ealth Insurance, by R
ace and A

ge, 1970

78
75

68

83

65

C
aucasian

A
ll O

ther

U
nder 17

17-24
25-44

A
ge G

roup

45-64

O
f children

uncle!
17

w
ith fam

ily incom
es

under S
3,000 per year, less than one in foiii

w
as covered by health insurance.

S
ee reference 118
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t
i

W
hat S

ervices P
rovide M

entally R
etarded

P
ersons w

ith S
ocial R

elationships?

O
pportunities

for
social

relationships
are

provided by the follow
ing types of services

P
re-school and public school

general so-
cialization.
G

roupresidences
generally for adults w

ho
are m

oving tow
ard m

ore independent living.
M

em
bership in youth ai.tw

ity groups
T

he

B
oy and G

irl S
couts of.A

m
erica have special

troops
for

m
entally

retarded
individuals.

H
andicapped persons have Joined the Y

M
C

A
and Y

W
C

A
 w

ith full m
em

bership privileges.
M

em
bership in churches and church schools

S
om

e are m
aking an outreach effort to

locate
retarded persons

in
their. conigrega-

tions. S
om

e provide 'special church school
classes.

F
ederally sponsored V

olunteer P
rogram

s
A

num
ber of

F
ederally sponsored program

s
encourage volunteers to w

ork w
ith the m

en-
tally

retarded. T
he m

ost notable is F
oster

G
randparents (F

G
P

) w
hicri enables senior

citizens to w
ork on a one-to-one basis w

ith
approxim

ately 15,000 m
entally retarded chil-

dren

O
ther significant program

s include:
R

etired S
enior V

olunteer P
ersons (R

S
V

P
)

V
olunteers in `service to A

m
erica (V

IS
T

A
)

U
niversity Y

ear for A
C

T
IO

N
 (U

Y
A

)
P

rogram
 for Local S

ervice (P
LS

)

S
pecial social clubs for the m

entally retarded
T

hey exist or are being form
ed now

 in
m

any com
m

unities.

48

P
ublic and private recreation agencies,, in-

cluding the
F

ederal
P

arks system
S

om
e

provide
special

program
s

for
retarded

citizens

A
ttendance at

sum
m

er C
am

ps
S

om
e

regular cam
ps

are
physically designed to

accom
odate

handicapped
persons

O
ther

cam
ps specifically for retarded children and

adults have been established

Y
outh N

A
R

C
 (a

branch of
the N

ational
A

ssociation for R
etarded C

itizens)
40,000

teenagers and young adults befriend retarded
persons their age through a variety of service
program

s.
P

laces of em
ploym

ent
Jobs bring m

any
retarded people into contact w

ith others.
C

itizen advocacy program
s

volunteer pro-
gram

s w
hich stress socialization as w

ell as
representation for m

entally retarded persons.

A
lthough som

e program
s for socialization of

retarded citizens are available, there are m
any

gaps. T
here are transportation and other phys-

ical
barriers w

hich often prevent access to
services.

A
 further problem

, as show
n by the follow

ing
inform

ation, is that m
any existing agencies do

not yet accept responsibility for m
aking their

services available to a handicapped population.

S
ee references 3, 19, 80



T
hree kinds of generic agencies ~

le suiv6red
in 1970 to see If they served m

entally w
hetted

persons. T
he results, although born too sm

all
an area to present a generalized pattern, in
dictated that "m

ainstream
" services ate signif-

icantly !untied for retaided persons

yi

I

D
o you serve rnentallY

W
hat problem

s w
ould you have in

serving m
entally retarded persons?

retarded persons?

T
une

A
cceptance

D
on't

N
o

M
anage

R
equired

B
y

A
gencies

Y
es

N
o

K
now

R
esponse

N
ono

m
orn

to S
ervo

O
thers

G
ti edam

 ii and

C
ott ntalinii C

IIIIIC
!

lielupous lhoap anis
44%
38'i,

53%

41 °,'
3'.,
6%

0%9%
100%
48%

0%0%
3%

8%
0%

18%
S

o( ial oi Ile( n..4101'144

A
gent les

22%
h3%

11%
4%

93%
7%

0%
0""

(P
roblem

s **vie prim
ary ones, since som

e obers
w

yne m
entioned, percentages do not alw

dys add up to 100%
 1

7
A

dapted Irons S
i Ilelblvint)(irtiiii, 11 C

 ''G
eneric S

ervices
I ni the M

entally 1 hitarded and -H
ien 1 am

ities " M
ental

fletaidat ion, 8 iD
et em

ber, 1910)
A

t
the

Institute
for

the S
tudy

of M
ental

R
etardation and R

elated D
isabilities

at
the

)
U

niversity of M
ichigan, the staff for the last

tw
o years has been w

orking intensively to
orient staffs of generic agencies as vveli as public
officials (county com

m
issioners, law

 enforce-
_

m
eat officers from

 throughout the S
tate), to

the special needs of the developm
entally dis

abler!
O

ne im
portant com

ponent of the pro
-..

w
arn is the Institute's w

ork w
ith churches and

religious groups to develop outreach program
s

to
help retarded

citizens and their
fam

ilies
participate in religious services

C
)

.

S
ee reference 95

49



H
um

an S
exuality and the M

entally R
e-

tarded P
erson

M
entally retarded persons, espeually of

m
ild

degree,
have

norm
al

(not
ditatigin a ted)

sex

needs T
he traditional social policy has been to

deny norm
al expression

of
these

needs by
seglegation or sterilization -C

urrently
there. is a

tendency tow
ind increasing norm

alization
of

contact betw
een

the sexes, but sterilization
rem

ains highly controversial S
terilization m

eans
any procedure O

f operation intended to
m

ake

a person incapable of reproducing
T

he right
to steribie or to refuse sterilization has becom

e
all Issue in the (O

M
R

O
n January 29,

U
) /4

the S
et !vials/

it
the

D
epartm

ent of H
ealth, E

ducation, and W
elfare

approved regulations governing sterilization
01

persons In program
s regulated by

the 1)epai t

m
erit

T
hese regulations 'M

unk') ed e require
m

erit of "unform
ed consent" of the person to

be sterilized w
hin h, in general require%

 111.11 he
or she voluntarily and know

ingly consent to
the %

tenni/m
em

 of ter having beer) given a
lair

explanation of the procedure, a des( iption
of

its discom
forts and risks, a des( N

otion
it Its

expel It'll hrnehls, all (.X
0.111,10011

01 al W
I /1.111V

1?

1111'1114A
I\

')1
fam

ily planning, assurance it an
sw

eis to questions and assurance of
the per son's

freedom
 to change his or her m

ind at any tim
e

piton to the %
tenni/at ion

A
 ilatiola w

 ide attitudinal sieves, on the collet t
of m

arriage and sterilization lot
the m

entally
retarded has

Ion entry
been «H

elm
 tea

sw
irl

parent and non parent m
em

beI
of the N

ational

A
ssociation Inn

Ittstairleil C
itizen%

 ',ante of the

findings an' these

[lie m
ajority (G

O
 percent) of both' parents

and non parents felt
that m

entally retarded
persons as

a
(polio should be allow

ed to ,
m

arry
A

s O
len

aye Inc leased, parents tended
to be progressively

(1) m
ine resistant to the

idea of
m

arriage
lot

thee
thild,

(2) m
ore

ttictm
ed to be

that then
I luld w

ould not
be capaba of rearing his or her ow

n thdd,
and (3) m

ore in favor of sterilization lip their
child should 1w

 or she eventually T
arry

T
hirty three inn( en! of

all reannulents
proved n)I

the «nrcept of legislation m
aking

sterilization required for
the m

ost retarded
individual%

A
n additional

71)
0.1«111 ap

proved of m
andatory sterilization fin

those

w
ho .111' severely and m

odel ately retarded
I lovvever

R
6 percent

it
all

respondents

favored an
individual deter m

ural lop
as

to

w
hethr sterilization rs apt); op' late

T
he

iy to develop arid
W

.1,1111 d m
eaningful

m
arital relationship m

ay bellpossible, vvhile the
abJlly of retarded individuals to

lure tern as

parents m
ay not be bested

S
ee w

het:in es 32, 41, 10



W
hat S

ervices P
rovide M

entally R
etarded

P
ersons w

ith P
rogram

s of D
aily A

ctivity?

A
ctivities take the form

 of

E
dricrtion

attending
regular

or
special

classes
in

public schools,
plivate

schools,
H

ind S
tart and H

om
e S

tart program
s, pie

school and adult and continuing education
program

s,
spy( hih

developm
ental plow

 am
s,

vocational
t aining w

og' ants, and activity
centeis

V
ocational

T
iaining

and E
m

ploym
ent

w
orking in shelteied em

ploym
ent, on the lob

training,
and em

ploym
ent

in
com

petitive
industiy
R

ecreation
physical

recreation, C
ultural

eV
elltS

, pal P
elpal1011 III .al is and ci of ts, spec

tator enteitam
m

ent, and neighborhood and
com

m
etnity activities

S
ervices .also include access to these program

s
transportation, escorts, outreach

telpA
rs

T
he

pages follow
ing ()W

e som
e of the know

n facts
about these activities

51



W
hat A

re S
om

e T
rends in E

ducation for
M

entally R
etarded P

ersons?

Illustrated in
the follovving chart is a current

concept of piovidm
q educational services in the

least
specialised

or
I t'S

IIIC
A

IV
I'

C
 II C

1,1111%
lanC

eS
C

P
O

S
S

Ible
,

T
he "least tesbic live allem

dtivv- m
O

Y
 be aP

plied not qnly to residential sei virtu, hot to all
tot 016 of set vice

.

T
he C

ascade S
ystem

 of S
pecial E

,ducation S
ervices

Level 1

Level 2

Level 3

Level 4

Level 5

Level fi

Level 7

Level 8

T
he prevention of handicapping behavior:

tfk,.;:tA

E
. xceptionar chukker-1 In regular classes,

w
ith or w

ithout supportive services

0

':'.5.J`
liegular class attendance plus

e.,to
supplem

entary instructional stirs ('i's
0

-?,-I-

....
P

al t tim
e special cl9s

soJ`

f till tim
e pecial class

ial slat ions

H
om

ebound

Instruction in
hospital

i e %
uteri hal

or total care settings

--e

A
ssignm

ent of pum
ls to

settings governed prim
arily

by the school w
S

tein

A
ssignm

ent of individuals to
the S

ettings governed prim
arily-

by health, col sectional,
w

elfare, or other aw
n( ls

7h)S
 )titian', O

w
 clevolopouvIt of posit/et, «0/77/tiv0

atfpc /te and /A
y( /1()M

 0i()) 1k ///1
it?

.I//

P
o/)at 11/4it w

ill f1(k/( l' (1/ pl l't'etlf Ihe. I i 1.(11/V
/11 r of 1,00llst diving bell.)V

101

S
 110( 1,11 schools )tl 111/111 U

 w
 11001

system
s

A
dapted

1, on)
D

em
o, I

( rte,}
III M

aynard
118-yoolds

tw
o Potty

S
t,item

ent%
i11)1,8 ovo..1 by (

I C
H

vieqato

A
tse.m

bly
f sc eot tonal (A

id&
 en

,,tpttI11,1
1,)73
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W
hat P

re S
chool E

ducational P
rogram

s are P
ro

vide( for M
entally R

etarded C
hildren?

E
arly intervention has boon show

n to prevent
com

e handicaps and lessen flu' im
pact of others

In the area of edocatioo this takes the form
 of

infant
stim

ulation and early childhood edu
cation

T
he 19/2 am

endm
ents to the E

conom
ic O

p
poi 'tinily A

ct ieginie that dl least 10 percent
of chilthen enrolled in H

ead S
tar t ptom

ains be
handl( apped

In its second annual w
pm

 t,
the

O
ffice of C

hild D
evelopm

ent claim
s to have

sin passed this goal
''

a total of 29,000 of
appioxiinately

287,100 enrolled children
in

I till
Y

ear P
rogram

s- had been diagnosed as
handl( aim

ed as of D
ec em

ber, 1973

13y
H

ead S
im

 t
estim

ates,
7 4 petrel t

of
the

handl( aim
ed pie

hool ( M
idler) it served w

ere
m

entally retarded, 0 /4 percent of the total
( hildom

 seived

D
ay nam

ing program
s for

severely retarded
c hildren serve pie w

hool c hildien in 31 of 42
S

tates iesponcling to a iecent national survey
1 here

is
a w

ide v.111.10011 am
ong S

tates as to
kinds of ptom

ains offered, standards for pro
m

aim
iling, and num

ber of childnin seived T
he

actual 'nim
bi,' o ine st hool 0111(1110) enrolled

in these ptom
ains lc not available

S
op tele/ eo( es 33, 11 1



W
hat P

ublic S
chool E

ducational P
rogram

s A
re

P
rovided for M

entally R
etarded C

hildren and
Y

outh?

T
he B

ureau of E
ducanoh for the' H

andicapped
(B

E
H

)
estim

ates
that

en
school

year
1971

1972, 723,747 "educable" (able to learn
academ

ic subtects) and 148,466 "trainable"
(able

to
learn

self-care)
m

entally
retarded

students w
ere served by the nation's public

schools
and

public
education

agenw
s

A
lthough

the
"educable"

and
"trainable"

classifications are considered by m
any profes-

sionals as no longer acceptable term
inology,

inform
ation

is
still

reported
in

this m
anner

B
E

H
 also estim

ate's that there w
ere 3 7 m

illion
handicapped children ages 0 21 not served by
public educational agencies O

f this num
ber, an

unspecified num
ber m

ay be assum
ed to be

m
entally retarded children and youth.

A
 survey by the N

ational A
ssociation of R

e
tarried C

itizens show
s enrollm

ent of m
entally

retarded students
in

the public schools has
increased from

 711,467 111 the 1970 71 school
year to 826,177 in the 1972 73 year

A
s a

percentage
of

the
total

school enrollm
ent,

,m
entally retarded students increased nom

 1 43
percent

in
1970 71

to
1 87

peicent
1972

73.

A
m

ong 49 S
tates tenor ling, a decline'

111
en

rollm
ent occurred in

10 state's, w
hile an in

C
rease w

as seen
in 39 states, A

lthough this
report show

s a significant increase, the nation is
still substantially far from

 achieving the C
orn

m
issioner of E

ducation's goal of
five public

education for every child by 1980

F
or less severely unpaged retarded children,

one trend in special education is tow
ard -m

agi
stream

ing" and aw
ay 'from

 separated special
classes. R

esearch in special education has never
conclusively dem

onstrated that separate classes
for

,qiucable m
entally retarded students are

superior to inclusion
nl regular classes w

ith
special

assistance
C

onversely,
the

m
ain

stream
ing trend is so recent that there is as yet

no com
pleted research by w

hich
it

can be
lodged effective.

D
ay nam

ing services, m
entioned ear

hm
ee

been a
traditional iesom

 re
for

children and
young adults excluded (tom

 online schools in a
recently com

pleted survey it w
as found that 42

of 46 S
tate's responding provided such service's

O
ne S

tate had six centers serving 96 clients
O

ne
S

tate had 163 centers serving 12,000
clients

T
he w

ide van;m
on can lw

 seen in the follow
ing

C
O

:111),1115011

O
ther variations w

en,' reported for m
any states,

-m
aking it difficult to com

pare then program
s

A
lthough m

uch statistical inform
ation O

n pub
Iii, school program

s is acquged and published
by the B

ureau of
E

ducation for
th

H
and,

capped, no data have been acquired by any
F

O
ideral

agency on the num
ber of retarded

adults
in

adult
educational program

s
or

in
:ontinuing education la ()grants

W
hile the courts have estoblistd the principle

of the right to education for !H
auled persons,

there an e m
any gaps betw

een the determ
ination

of the light and the actual provision of service

A
 C

om
parison of D

ay T
raining P

rogram
s in T

w
o S

tates

S
tate

W
est V

irginia
W

isconsin

E
nrollees per 100,000 P

op.

N
um

ber

5 5
2/0 7

R
ank A

m
ong

S
tates

R
eporting

351

E
xpenditures per C

lient

A
tount

$3,333 33
44137 50

R
ank A

m
ong

S
tates

R
eporting

1

33

A
dapted horn

N
ational A

ssociation oil C
oordinators iii S

late P
rogram

s for the M
entally R

etarded
'D

ay T
raining

S
c i vie es for M

entally R
etarded C

hildren A
 S

late by S
tate S

urvey.- A
rlington, V

irginia
N

glional A
ssoc ration of

C
oordinatorc of S

tate P
rogram

s for the M
entally R

etarded., Inc
M

ay, 1974

S
ee references 9, 28, 33, 79, 82, 107
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W
hat V

ocational T
raining and

E
m

ploym
ent S

ervices A
re

P
rovided M

entally R
etarded P

ersons?

F
odef di S

tate
V

ocational
R

eho'bili cation
sir

vices,
w

adable to the physically handicapped
since 1920, W

el
au[horrm

(I for m
entally

e

taided persons in 1943 O
nly sine the 1960's

have an appreciahle percentage of V
ocational

R
ehabilitation clients w

ho w
ere "101,11)111616m

l"

represented m
entally reG

uded
son%

 "R
eha-

bilitation- as used here m
eans placem

ent in
lob for

sixty days O
f

longer
at

the end of
training

In 1972, it -w
as estim

ated that 36,043
m

entally retarded persons w
ere iehabrlitated, nl

this m
eaning of

the term
, repiesentinci 11 6

percent
of

the
total

nurnber
of

clients re
habilitated

=
III 1971 it w

as eS
t1111,111`11 (11,1t 52,1420 1111.11t,11

ly
letaided -pin sons

w
ere

served
by

the

V
ocational R

ehabilitation program

32,980 w
ere m

ildly ietarded,
14,600 m

ode' Judy 'P
laided, and

4,(140 severely retarded

O
f this total, 29,744 peisons w

ile rehabili
tated 156 6 pen em

it)

T
his w

as a low
ei percentage of S

lIC
(.1`S

' than
precious years O

ne possible ieason given
for

the
low

er, success te'n'd w
as the em

phasis
placed on service to the severely handicapped in
1971

P
rogram

 grow
th since that tim

e is not
know

n

T
he G

rossm
an A

A
M

D
 Jelin/bon of the I ontb

non of m
ental ietaidation alto( is

V
ocational

f3ellabilitation
soon( e,

P
rint

1973,
the

old A
A

M
D

A
bolithaul "bottle' line retardation:m

ake%
 m

any
prisons

for rehabilitation seivi,es w
ho

54

101ellef I
w

ould have he'en elitlihlr
B

ec vse of

this
1)f

hlem
, A

A
M

D
's G

rossm
an !ask

f- ow
e

has beei
reappointed and w

ill
soon issue a

supplem
ent

to
the

197/3 M
anual on T

ern
-nology and C

lassification In M
im

dal R
em

ick,
non, discussing the need of form

er ly -border
line iv/aided- persons to be eligible for S

I`IV
1( I`S

S
heltered W

orkshops

S
pecial w

tA
shops w

hich oily'
m

at ket based

em
ploym

ent oppoi [undies for the handicapped
111

protected w
ork stations

pi ovule
a

large

proportion of
the iehabilitation

training
f ot

m
entally retarded individuals

G
enerally, em

ployees
W

O
I kS

1101)S
IN

`11011T
)

011fC
e W

O
I

under conti act w
ith local industries

het e IS
 no N

M
 (Ili, com

prehensive int oi m
at ion

on sheltered w
orkshops saving

m
entally

e

G
lided

111O
1V

R
IO

.ifS
O

f w
orkshops

111
<

/w
ilt/ al

these w
en' 1,029 identified in a 1968 national

sill veyind appioxim
ately 2,500 in anothet

national survey uncle' taken in
19/3 O

f the
nearly 2,000 w

orkshops w
hop provided data

lot
this

1973 sin vey, the pt °poi tioh w
hich

w
ent serving m

entally ietatcled persons has not
yet been (fete' 111111I'd

In
1913, S

tiaio,
in

a survey of w
orksljops

serving the m
entally ietaided, found that m

ost
of the 110 w

orkshops responding to the survey
needed

im
m

ediate
help

in
m

any
divas

espim
 ially

in
plat trig (11(`Ilt%

 rn 1011S
, pt0V

1(f111(1

1111,111(1,11 support to those t hem
s w

ho (-O
M

, I 1110

O
f ofit. I( I.

di a 11101 enough 'ale !O
f «nnpetitive

em
ploym

entind providing bettet m
ining for

w
orkshop staf I

A
ctivity C

enters

W
hrlr

shelteied
1,01kS

1101)%
S

I`l V
I'

plirnatily
m

ildly arid m
odeiately tetaided c tutees, ac iiv

icy
c enters

S
P

IV
(' M

ole severely handicapped
111(livicithilS

 w
ho are not yet w

ady lor sheltered
w

ork
-haulm

('
in

basic activities (clw
om

ing,
.persorial adlostm

ent, traveling) and so( (al pro
yarns are pi ovidi'm

l w
ith

thpflope that null
victuals w

ill be( once less
deinfildent

on others

In 19/1, a survey sponsored by the 1)iesident's
C

om
m

ittee on M
ental R

etardation 1oc aged /06
activity centers throughout the nation B

ased
on

tliw
 survey,

it w
as estim

ated that 18,000
persons, lariging in ages from

 14 to 65, w
ere

being served

A
lthough

the
pi cup arils

had m
any different

M
ethods of

operation,
the tw

o m
ost of ten

m
entioned goals w

ere

W
ork preparation

85 pei ent

`tot fa( cfevelo )1111fflf
n'O

 O
f:10'111

S
re'efefen1 (.5 67, 92, 99, 128



W
hat Is the E

m
ploym

ent P
otential of M

entally
R

etarded P
ersons?

V
arious surveys estim

ate the num
ber of em

-
ployed m

entally retarded citizens in a given
com

m
unity C

onley surnm
arizes these studies

and estim
ates that at any given tim

e, 90 percent
of

m
ildly

retarded
persons

w
ill

be
self

supporting and
that

"about tw
o-thuds w

ill'
m

am
tam

 that status continuously

P
ublicity cam

paigns over the last decade have
tiled to dem

onstrate that "em
ploying the m

en-
tally

retavlecl
rs

cidocl
business

R
etarded

citizens them
selves have e,tablished that, given

proper
training,

they
can

per form
 w

ell
in

com
petitive em

ploym
ent

T
hrough a special exam

ination w
aiver of the

F
ederal C

ivil S
ervice C

om
rhission, m

ore than
7,000 m

entally retarded persons have been
em

ployed since 1966. M
ost succe ded over

half are
still

w
orking) and the

failure w
as, in m

ost cases, not m
ab

the w
ork, but personal adjustm

ent

casco for
lity to do
)roblem

s

A
n on the lob training program

,
ft nded by

the F
ederal governT

hent and adm
im

 term
! by

the
N

ational
A

ssociation
for

letarded
C

m
zens, has placed retarded m

en am
 w

om
en

in
private Indust' y

R
eports in

19 3 show
1,360 persons trained

F
unding Inc! 'ases

1974
di S

N
I

the
protected num

ber
to he

served to 2,X
A

M
ajor coiporations, such as the W

 T
 G

rant
C

om
pany, have em

ployed large num
l ers of

m
entally retarded w

orkers
and w

ou J like
to em

ploy m
ore

el"

A
 I !S

t
of lobs that m

entally retarded persons
have perform

ed successfully includes

A
nim

al C
aretaker

K
ey P

unch O
perator

C
arpenter

M
edical T

echnician
D

ishw
asher

O
ffice M

achine O
perator

F
ood S

ervice W
orker

R
adio R

epair
T

elephone O
perator

V
ehicle M

aintenance
P

hotocopy O
perator

W
ard A

ttendant (som
etim

es in the sam
e

institution w
here he or she once lived)

T
he em

ploym
ent potential of m

entally retarded
persons depends on governm

ent, industry, and
crgam

zed labor's
w

illingness
to provide the

training and restructuring of jobs necessary to
take advantage of each individual's talents

In general, persons identified as m
ildly retarded

in school years tend to disappear into the adult
population

T
here

is evidence also that con-
tinued sdentiliC

ation as "retarded" can be a
barrier to em

ploym
ent.

S
ee reference,. 23, 80, 81, 104
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W
hat P

hysical E
ducation and R

ecreation
A

ctivities A
re P

rovided
M

entally
R

etarded P
ersons?

Leisure
tim

e
accounts

for
one-third of

an

adult's day and m
ore of a child's. Y

et, tradi-
tionally m

ost attention has been given to a
retarded individual's deficiencies in w

ork or
education-related:areas. R

ecreation takes place
throughO

ut an individual's life. A
lthough for

m
any years there have been recreation activities

in institution&
 and the com

m
unity for m

entally
retarded

individuals,
there

is
alm

ost no in-
form

atiorl available on the extent of these
program

s for retarded persons at any age
level.

A
 tw

o-year training project at the U
niversity of

B
ridgeport

(C
onnecticut)

for
physical

edu-

- cation students
centered on the special rec-

reation needs of m
entally retarded persons.

O
ther such program

s are becom
ing m

ore com
-

m
on around

the nation. A
n evaluation of

accom
plishm

ents of the retarded persons in the
project concluded w

ith
the follow

ing state-
m

ent
"T

he
m

ost
im

portant
developm

ent
observed w

as the self-confidence they had in
them

selves and in w
hat they could accom

plish
through physical activity, they dem

onstrated
this new

 self-assurance
at hom

e w
ith their

fam
ilies and later at the w

orkshop."

A
 w

ell-know
n recreation program

 for m
entally

retarded youth is the S
pecial O

lym
pics spon-

sored by T
he Joseph P

. K
ennedy Jr. F

ounda-
tion. O

perating in every S
tate and every prov-

ince in C
anada, in P

uerto R
ico and in F

rance,
the S

pecial O
lym

pics had m
ore than 250,000

participants in 1972. in addition to providing
healthy exercise and fun for m

any children, the
S

pecial O
lym

pics em
phasizes the abilities, not

the deficiencies, of m
entally retarded young-

sters

.56

'1

T
his program

 has show
n that children w

ith
intellectual

deficits can and do com
pete in

physically dem
anding sports, and that m

any
m

entally retarded persons can and do surpass
the physical accom

plishm
ents of

their intell
lectually average and superior counterparts.

A
 later program

 sponsored by T
he Joseph P

.
K

ennedy Jr. F
oundation is "F

am
ilies P

lay to
G

row
, a fam

ily recreation pattern adaptable to
various circum

stances, w
hich offers a retarded

individual
a

progressive
opportunity

for
physical

recreation, achievem
ent, and recog-

nition...hi its first year of operation, 1974-1975,
the program

 served 18,000 individuals of w
hom

5,000 qualified
for aw

ards of achievem
ent.

A
lthough essentially

a fam
ily approach, the

program
 has been adapted by residential care

facilities, schools, rehabilitation agencies and
recreation departm

ents

C
haracter-building

organizations
w

ith
m

ajor
recreational program

s for .young people
in-

cluding the Y
M

C
A

, Y
W

C
A

, B
oys C

lubs of
A

m
erica, C

am
p F

ire G
irls, B

oy S
couts and G

irl
S

couts,
either through

local
units

or on a
national basis, provide recreation services for
handicapped

youth,
including

m
entally

re-

tarded persons. T
he B

oy S
couts of A

m
erica has

undertaken national program
m

ing for m
entally,

retarded m
em

bers for m
any years, including a

w
aiver of the usual age lim

it for m
em

bership
B

y 1973 it had 2,500 S
cout units for retarded

m
em

bers.

S
pecial cam

ps for retarded persons have been
developed and are operated on various patterns
of funding and .sponsorship, som

e by public
resit ential

facilities them
selves, som

e by as-

sociations for retarded citizens dnd som
e by

service
organizations

such
as

the
Junior

C
ham

ber of C
om

m
erce (Jaycees).

T
he A

m
erican N

ational R
ed C

ross supports a
sw

im
m

ing program
 for the handicapped. In

1973 there w
ere 126 chapters offering sw

im
-

m
ing program

s
for

m
ildly and M

oderately
nttarded persons, w

ith tw
o of them

 also serving
severely retarded children.

S
ee references 63, 68. 73, 125



A
 S

urvey of R
ecreation for the H

andicapped

N
o com

prehensive study specifically concerned
w

ith recreation services for m
entally retarded

individuals
has

been
identified.

T
he

follow
ing inform

ation is from
 a 1970 nation-

w
ide study of 616 agencies such as com

m
ercial

,
establishm

ents, libraries, m
useum

s, public rec.
reation agencies, fraternal and service organi-
zations, com

m
unity and youth service agencies,

4-H
 C

lubs, and public, parochial, and private
day schools concerning their services to handl-
caped citizens in general, including m

entally
retarded persons.

N
o recreauzn services for handicapped chil-

dren and yodth 'M
ere reported by 74 agencies

O
f these, one-half of the com

m
ercial estab-

lishm
ents and over one-third of the churches,

libraries,
and m

useum
s reported they had

never been asked to provide such services

O
ver half of

the chtirches,
libraries,

and

m
useum

s believed there w
ere no handicapped

children or youth in their service area

T
ypes of problem

s agencies thought they m
ight

have in starting servicetirogram
s

O
ver

half
felt

an additional
or specolly-

trained staff w
ould be necessary

O
ver a third w

ere concerned about phy4cal
and m

ental lim
itations of handicapped chil-

dren

O
f the 542 agencies providing som

e recreation
services, 457 had increased their services from
1965 to 1970

to serve additional disabihties

to
involve larger num

bers of handicapped
children
to increase variety of activities

R
educed services had occurred in 11 percent of

the 542 agencies since 1965 because of:

lack of trained staff
insufficient funds
poor attendance
lack of parental interest

R
ecreation activities provided by all reporting

agencies.

82 percent. had parties, socials, and special
events
,72 percent had active gam

es and physical
fitness activities
nearly tw

o-thirds provided arts and crafts
61 percent offered team

 sports
about one-half offered individual sports, in
cluding sw

im
m

ing

E
ducation levels of full-tim

e personnel in
all

reporting agencies.

t.
19 percent bad graduate degrees

64 percent had bacheloi,degrees

9 percent had som
e college

8 percent had high school diplom
as or less

---

S
ee references 57, 89
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t

W
hat S

ervices P
rovide M

entally R
etarded

P
ersons w

ith a S
ource of Incom

e?
s..._.

Inc° M
e support m

ay be provided through the
follow

ing types of services:

C
ontinuing support from

:

S
upplem

ental S
ecurity Incom

e, F
ederal and

S
tate financial assistance on the basis of need

for persons w
ho are perm

anently and totally
disabled, blind or aged.

P
ublic W

elfare, general assistance available in
som

e S
tates, and the F

ederal A
id to F

am
ilies

w
ith

D
ependent

C
hildren

program
 w

hich
exists in

all
S

tates, granted on the basis of
need.

S
ocial

S
ecurity

and
R

ailroad
R

etirem
ent,

F
ederal

retirem
ent incom

e guarantee pro-
gram

s based on contributions by em
ployees

and em
ployers, covering retired and disabled

persons and survivors of the beneficiary

V
eterans benefits

F
ood S

tam
ps, S

chool
Lunch and S

chool
B

reakfast
P

rogram
s

of
the

U
nited S

tates
D

epartm
ent of A

griculture, for recipients of
public

assistance
and

other low
 incom

e
persons.

M
edical A

ssistance (M
edicaid), F

ederal/S
tate

paym
ent for residents of hospitals, skilled

nursing facilities (S
N

F
) and interm

ediate care
facilities (IC

F
 and IC

F
-M

R
)

M
edicare,

S
ocial S

ecurity program
 to pay

costs of hospital and nursing hom
e care for

S
ocial S

ecurity beneficiaries

F
ederal black lung_ disease benefits, w

hich
provide for survivors of the disease

58

P
ublic m

ental retardation or m
ental health

residential
institutions, w

here total care is
provided.

P
ublic m

ental retardation program
s

n the

v________
cornm

U
nity.

G
uardianship m

allagem
ent of the retarded

persons's ow
n incom

e and resources.

Interim
 support, or

the provision of special
needs, m

ay be provided from
 the foregoing, as

w
ell as the follow

ing:

P
rivate voluntary agencies w

hich provide. a
variety

of specific benefits for w
hich the

retarded person m
ay be eligible

V
ocational

R
ehabilitation S

ervice agencies,
F

ederally and S
tate supported w

hich m
ay

provide subsistence paym
ent during voca-

tional training.
.

_

E
m

ergency
assistance

grants
provided

by
public or private agencies in such form

s as
allotm

ents for food, tem
porary housing, and

cash for other living expenses

S
om

e
inform

ation
is

available
regarding

m
eg tally

retarded
persons

w
ho

receive

continuing support through public program
s

adm
inistered by the F

ederal goverrrent or
S

tate agencies. A
lm

ost no inform
apori is avail-

able regarding m
entally retarded p

ns w
ho

receive interim
 support until they qv

'fy for
assistance under a continuing m

ajor pro
m



T
w

cir, M
ajor N

ational S
tudies of Incom

e
M

aintenance P
rogram

s for M
entally

R
etarded P

ersons. T
ook P

lace in 1967 and 1970.

A
id to F

am
ilies w

ith D
ependent C

hildren (A
F

D
C

) for
C

hildren Judged'to have M
ental R

etardation, 1967

T
otal

A
ecipients

P
rofessional O

pinion

M
.R

.
N

ot
M

.R
.

O
pinion of O

thers
N

ot
M

.R
.

M
.R

.
U

nknow
n

N
um

ber
3,922,719

89,472
646,555

64,044
2,548,639

--
574,009

P
ercent

100 0
2.3

16.5
-1.6

65.0
14.6

P
rofessional judgm

ents w
ere m

ade by those
com

petent to diagnose m
ental retardation T

he
com

bined 3.9 percent estim
ate of recipients

judged
to be m

entally retarded children
is

probably quite low
. A

lm
ost 15 percent of the

children had no opinion expressed about them
,

and
the

reluctance on the
part

of
fam

ily
m

em
bes or others probably contributed to

"non-diagnosis."

T
his public assistance program

 has been oper-
ating

since
1935.

T
here

are
no m

inim
um

paym
ent levels for the S

tates, and paym
ents

vary w
idely in am

ount from
 S

tate to S
tate.

...

E

A
id to the P

erm
anently and T

otally D
isabled (A

P
T

D
). 1970

.
R

ecipients w
ith M

ental R
etardation as P

rim
ary or

S
econdary D

isabling C
ondition

N
um

ber

P
ercent

A
ll

R
ecipient's

865,894
100.0

M
.R

.
P

rim
ary

C
ondition

/

M
.R

.
S

econdary
C

ondition
'... 'D
=

138,163
28,610

16.0
33

U
ntil Janu

y 1, 1974, this S
tate adm

inistered
program

 prov ded for the disabled, blind, and
aged T

he figures in the above chart are based
on a m

inim
u

sam
ple of tw

o percent of the
caseload in

ch state or 500 persons. w
hich-

ever w
as

igher G
uam

 and A
rizona did not

participate, and N
evada did not have an A

P
T

D
program

.

S
ee references 109, 110
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W
hat

Is
the

S
upplem

ental
S

ecurity
Incom

e P
rogram

(S
S

I)?

A
s of January 1, 1974, incom

e m
aintenance

program
s for the aged, blind, and perm

anently
and

totally
disabled

are com
bined under a

new
 S

upplem
ental S

ecurity Incom
e P

rogram
F

or
the

first
tim

e, the F
ederal govt rnm

ent
guarantees a m

inim
um

 incom
e to persons w

ho
have

insufficient
resources

or incom
e

T
he

program
 is adininistered by the F

ederal S
ocial

S
ecurity A

dm
inistration. T

he base in F
ebruary

1975
is

S
146 per m

onth for each eligible
inclivrdual, w

ith certain exceptions In addition,
38' states and the D

istrict of C
olum

bia sup-
plem

ent paym
ents

T
he am

ount of -ar,
S

S
I check

is
affected by earned or

unearned incom
e S

tates m
ay ask the F

ederal
governm

ent to adm
inister any supplem

ents to
the F

ederal paym
ent they m

ay m
ake or S

tates
m

ay m
ake this paym

ent directly to individuals

A
n im

portant
t

O
f S

S
I

rs W
it chili-lien

w
ho are perrna intly am

( -totally di ibled
category that iir Irides som

e-m
entalh retarded

children) m
ay

for incom
e m

aibre
nance im

yrnf,n'
11P

dt'l
C

fI tdIn
t irciam

stances,

depending
on

their
fam

ily
finances

B
y

N
ovi-rim

ber,
1974,

there w
ere approxim

ately
65,000 children roceivirig S

S
I

T
he change over from

 S
tate to F

ederal adm
inis

naton eaucful
to I f.a(hIng.,-01 parsons

irr
1

the
for

pi;'nint
Infoinialion

on
the

,f-lber of p.o,ons w
ho

nw
ntall,. ri',T

ard,N
d

F
P

C
('IV

II)(1
;-`-11

11,n /1110;0S
fll)i

t t/IIP
T

Itly

11iaildbh

In O
ctober

19/1, 1,581 663 prison, classified
as disabled rel r t.ed fpder,illy adm

Inrs-,t( red pay
clients (inctudirirt F

ederal payrnP
nv, and S

cot,
cnopivrnent0 of S

23 ,383 000,

60

A
s services are provided to m

eet the need;
previously

discussed:
physical, social, educa-

tional, and econom
ic, it

is
possible lor the

individual to m
ove tow

ard independence in the
place w

here he or she lives

S
ee refer ences 14, 16, 46



W
here D

o M
entally R

etarded P
ersons

Live? W
ho C

ares for T
hem

?

A
ll children cannot live w

ith their filtm
ilre,s nor

can
all

adults find 'their ow
n

I ving, atiange
m

ents R
esidential services are needed.Y

or m
any

m
entally ietaided persons at som

e tim
e in their

lives,
and

for
som

e, throughout
their

lives
R

esLik:ntial
sei vices

are
the

fulci um
 'around

w
hich m

any other services for retarded persons
are balanced T

his is especially true of personal
care and m

anagem
ent for the m

ore severely
handicapped.

R
esidential facilities are usually classified into

tw
o types

institutions and com
m

unity cale
T

he
traditional

resid'ennal
facility w

as
insti-

tutional in nature, that\ fs, m
arked by isolation

from
 the com

m
unity, large congregations of

cliablecl residents, and the type of daily regi-
m

en that characterizes trospitats and prisons
Institutions

are
being

m
odified

to
accom

-
m

odate to the new
 philosophies of norm

ali-
zation and m

axim
um

 self developm
ent

Insti-
nw

ons are becom
ing sm

aller, and tending to
use

cottage-type
housing and care,

are
at-

tem
pting to approxim

ate a hom
e like environ

m
ent, and are encouraging developm

ent of the
resident and

his
or

her
access

to adjacent
C

om
m

unity services and opportunities

C
ornc-ilinty can facilities have been

rented not
or \,

to achieve the benefits of noin,dhiorion
in 3

(O
ntininnq evelopm

..nt for
ti,,,

ii sident
ht t

also
to

m
luove

,C
op,,,),, 7,

T
h,

e.
,IcirflIf'`,

E
nd,/

ca tridlly, rpt,'f lit
tc

in

lesponsibi;ity,
to,

iixam
P

le
ti risk i

et
funding as a total S

tate responsibility (P
ublic

institution)
to

4.1
sh

e ire
f

)(
ii

responsiblir, (grA
p borne in the ,orrinuniityl

T
hv

qn,i1
deeict,Intioealii,rrion

the unnatural pit ter rs
<

f
te,t. i

ir,
',.rhninal

settings t.vith the values of noim
alr,ation, m

axi-
m

um
 self developm

e u, and com
m

unity living

W
hat are*S

om
e C

om
m

unity R
esidential S

ervices?

P
t varbnq

p-ilosophy
holds

that
Iesidential

set vic?s follow
 a developm

ental m
odel

pto-
vich4 attention to specific problem

s and needs
of individual residentS

 until they can be cor-
iected or m

et T
hen after, the individual -pro-

gresses to an im
proiecl level of independent

functioning T
his view

point has spurted em
er-

gence of a grow
ing array of residential alter-

natives to Institutional
care, each tw

at ed
to

specific needs of specific individuals A
m

ong
them

 aie

O
P

\:
G

lom
) hom

es, hostels, hoarding hom
es, and

half-w
ay houses for adults A

lthough calltci
by these different nam

es, these facilities are
generally defired as any com

m
unity-based

lesO
ennal facility w

hich operates 24 hours a
clay

to povicle services to a sm
all glom

) of
m

en tdlly
retarded

or
otherw

ise
devel-

opm
entally disabled prisons w

ho are pres-
ently or potentially capable of functioning in
the «im

m
unity w

ith som
e degree

of
in-

lependence

..,F
osti:1 con

for childten and inci (taco-0y
for diltLI.C

.`,"A
),. are dependent and' cannot dui,

t.ii catever !P
aso!), voth then ow

n farm
liec

.
hom

e
living w

ith one's parents as a°
child

ot
as ari adult; hying alone or hying

w
ith one's ow

n fam
ily

I or'm
 term

 sheltered hvrnq inc hiding nursing
hom

es
ail environm

ent for adults inc apahle
of ,nitilpeniferit living, based on norm

alization
ncioles

R
espite care

very short term
 residence care

for retarded individuals, both children and
adults,

to allow
 then and their fam

ilies a
"vacation" from

 one another and.to alleviate
a fam

ily clisis

V
ocationally oriented residential services

to help young adults adapt to the w
orld of

w
oi k

It
is

em
phasized

that m
uch of

the above
term

inology is nist beginning to appear rn the
literature

D
efinitions

are
often

vague and
nam

es of com
m

unity facilittest11(1program
s are

used, at N
ue s, w

ithout (A
m

ity as to m
eaning

Institutions

A
n

institution
is

a
public

or
pi rvate

facility of budiling(s) pt oviding a constellation
of professional S

c, vices
on a 24 how

 tesi
genital

basis including those directed tow
ard

the care, noatm
ent, hahrlitationind iebabrl

nation of the m
entally retarded and has "been

t r aditionally
separated

Jr am
the

general
population

T
here are three m

ajor categories of facilities
setving [plaided nelsons w

hicN
, ate classifie I

as

institutions
public

far irrties
for

m
entally re

tailed nelsons: public facilities for the m
entally

ill that have som
e retarded persons acrlor.ag their

resident populations, and
privete (proprietary

and non-protit) residential
faciline

for m
en-

tally retarded individuals.

S
ee reN

tences 50, 83, 85, 86.
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fa

R
ecent T

rends in P
ublicinstitutions for

M
entally R

etarded P
ersons

1963
1967

1971

A
ll A

dm
issions

15,151
15,714

15,370

N
et R

eleases
8,156

1.1,665
7,079

D
eaths in Institutions

3,498
3:635

3,183

R
esident-P

atients
at E

nd of Y
ear

176,516
193,188

181,009

P
ersonnel (full tim

e)
at E

nd of Y
ear

69,494
94,900

118,909

M
aintenance E

xpenditures
$353,574,833

S
576,620,954

S
1,002,557,588

'P
er R

esident P
atient

`P
er Y

e.ar
1,984.00

2,965 33
5,537 05

P
ir D

ay
,5 44

8,12
15 17

t P
er P

atient under T
reatm

ent
<

,

P
er Y

ear
1,879 43

2,774 10
4,982. ?5

P
er D

ay
5 14

7 60
13 65

'B
asecison average daily population

tB
asedon census at beginning of year

A
dapted trorci- ,U

 S
 D

eriartm
ent of H

ealth, E
ducation, and W

elfare -M
ental R

etardation S
ource B

ook of the D
epart-

m
ent of H

ealth
E

cucatiola, £nd W
elfare

W
ashington, D

 C
O

ffice of M
ental R

etardation C
oordination, 1973

(M
im

eographed)
-

62',

z

In recent years, persons being new
ly adm

itted
'o public institutions have been younger, have
been m

ore severely retarded, and have m
ore

physical
disabilities

than
in

the
past

In-

form
ation on age is available W

hile m
forrrtation

on sex generally is not available, there has been
an increasingly larger proportion of m

ale new
adm

issions noted.

T
o W

hat E
xtent are M

entally R
etarded P

er-ions
P

laced in P
ublic H

ospitals for the M
entally III?

In 1971, there w
ere 29,272 persons diagnosed

as m
entally retarded n S

tate m
ental hospitals;

81 percent of them
 w

ere over 24 years of ago
Inform

ation on the num
ber O

f persons in each
leyel of retardation is unavailable, but of new
adm

issions to S
tate m

ental 11-6spitals r 1 1967,
71 5 percent w

ere m
ildly or m

oderately re-
tarded

F
 or the sam

e year, 48 8 percent of
persons new

ly adm
itted to m

ental retardation
facilities w

ere m
ildly or m

oderately retarded

W
hat are S

om
e C

haracteristics of P
ersons W

ho
are R

esidents in Institutions for M
entally R

e-
tarded P

ersons?

T
w

o S
tates, F

lorida and C
alifornia, have col-

lected detailed inform
ation on residen.s in their

institutions
S

uch inform
ation can be

'seri to
design individualized treatm

ent plans tc enable
earth retarded person to com

e closer to the goal
of self-sufficiency and self support

S
ee refer ences 40, 112



T
he inform

ation flout C
alifornia civility show

s
that from

 1970 to 197/1 over three quartets of
all residents rem

ain retarded at the severe 02
profound levels S

ex distribution continues to
rem

ain about the sam
e T

hep e has been a slight
increase in percentage' of isidents W

ho have no
heating or no vision

S
elected F

indings of A
nnual C

ensus of C
haracteristics

of R
esidents in P

ublic Institutions for M
artially R

etarded P
ersons

A
C

alifornia, 1970 and 1974

19/0
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t
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/
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T
he study in

f loll( la w
as the lust assessm

ent
ever under taken of all 5,444 clients in its six
S

im
ian(' C

enters Infoim
ation on edch iesident

w
as collected

in
June, 104, using a C

lient
A

ssessim
birt

Instrum
ent specially designed lot

this survey
Levels of independence w

eld noted
for m

any skills,
including

am
bulation, self

care,
social,

«w
irm

unicotions,
housekeeping,

education, anal w
ork

F
indings on these and

(A
bel

vapables
w

eld (pooped
to

loin]
the

follow
ing tw

o graphs

64
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Levels of Independence of S
unland R

esidents
in F

lorida, June, 1974
Level of P

hysical Independence

Independent

1
3

4

N
um

ber of D
ependencies

5

N
um

ber of S
unland C

lients by Level of T
heir P

hysical Independence

Level of S
ocial Independence

- Independent

S
ee ief iela e 42

2
3

4

N
t11111)1`f of D

ependencfries

N
um

ber of S
troldrul C

lients by Level of T
heir S

ocial Independence

6
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W
hat A

re S
om

e C
haracteristics of R

esidents of
P

ublic
Institutions

for
M

entally
R

etarded
P

ersons in the U
nited S

tates?

T
he N

ational A
ssociate.al of S

uperintendents of
P

ublic
R

esidential F
tidies for

the M
entally

R
etaidtil has recently «m

tpleted a nationw
ide

sinvi y of its ()W
it

dines Inloonabon on this
and the follow

ing page are hom
 the results id

that survey

the follow
ing table presents inf ()filiation 1101 1

1/7 public institutions Ill the U
1111011 S

tates
of July

1, 1,9/4
Ihis represents /5 percent of

all publu. tristtoitions

D
istribution of R

esidents iA
 P

U
blec Institutions

for M
entally R

etarded P
ersons,

by Level of D
isability July 1, 1974

D
istribution of R

esidents in P
ublic Institutions

for M
entally R

etarded P
ersons,

by P
rninary C

ause of D
isability, July 1, 1974

P
rim

ary C
ause of D

isability

Infections arid Intoxir ations
11.11101,1 O

f P
hysical A

gent

M
etabolism

 of N
utrition

G
ross B

rain D
isease, P

ost N
atal

U
nknow

n P
re N

atal Inflteurry.
C

hi or(usornal A
bnor

ty
G

estational D
ist)t(I(rs.

F
 ollo A

rum
 P

sycluatt a hir.or (let
I nvir O

n1111.11 tal Influence

I oral

P
ercent

143
15 4

2 0
41

30 6
10 8

516
,

150
100 0

O
f

the
105,442 residents

tenor teil
to have

Level of D
isability

P
ercent

m
ental !eta' dation, 53,265 01 50 5 portent had

.11
least one ,I1.1(1111011,11

11,111111(
( 01001011

.111Ii
34 pro ent

hod m
ow

 than one
I or

exam
ple,

/ I prisons V
V

V
II. both 1011111

tint deal,
in odd' t ion to the m

aw
t handl( ooping

4.

P
iolound

41 2
S

evere
.30 0

M
odeiate -

1/ 9
M

ilil
0 1

lion of m
ental

elai dot ion
11)e distribution of

(Ilor deo lone N
oonal)

I II
the prim

al y
ham

 lir op is as follow
s

T
 obit

100 0

A
dditional H

andicap
N

um
ber P

ercent

T
he I ollow

inq table or ese,os the
' , s t i l t

r i l
I / /

ItIm
driess

1 075
/ 2

public
institutions w

ool ting on ?/ 7/6
D

eaf ne,s
2 726

4 2
dents

lassiled at cor (ling to they
1O

/,1 /N
A

M
etiology

m
otional

ham
.

( er
ir al P

alsy of ()O
rel

11020
15 1

N
,

ologir .r1 H
andl( op

19,448
:to

5
I pilepsy

19,/46
3/ 0

of
53,265

100 0

A
nother finding w

as that 40 percent of new
adm

issions and 40 percent of readm
issions to

public institutions during F
iscal Y

ear 1973 74
repo esented

m
ildly

or
m

oderately
retailed

pee sons and borderline persons

S
ee reference

0



W
hat D

oes
the T

erm
 D

em
stitutionalization

M
ean?

In
1971, the P

iesulent of the U
nited S

tates
adopted as a national goal the 'elm

!) to useful
Y

ves in the com
m

unity of one 0)11(1 of the m
ore

than 200,000 m
entally retarded persons w

ho
w

ere living in public institutions M
ost of these

persons live
in

special institutions for m
ental

retardation
T

here are som
e w

ho are cored for
in S

tate hospitals lot the m
entally ill

()elfish

tutionalization
requires

reeducation and
re

training of the iesidents of these facil ties for
them

 to be able to adapt to com
m

unity living

H
ow

 M
uch P

rogress H
as B

een M
ade tow

ard
D

em
stitutionalization?

T
he recently rom

ploted study of the N
ational

A
ssociation of S

trout intendants of P
ub hi

R
est

(lential
F

acilities
for

the M
entally R

etarded
m

enttoned on the preceding page provides som
e

answ
ers to this question D

ata fur the survey
w

ent, aqtnied horn 201 resulentiol facilities of
250-quened O

f the 207, 15 fa dines w
ele not

ui
O

pelail()11
at

the tim
e of

the survey
In

form
ation w

as collected as of July I, 19/4

S
om

e I w
iling\

O
f 106 far doles in use 11(11 '1111

11)1.
year

O
cotill

1961) to
19/4,

the oopol,itroo av
lined from

11.11 873 lo
121 696

15 9

otll eel
O

f 1/(i fa( allies in use dui
r

I
the tow

 ve.11

pt))1011,
101(1 to

19/4
the 1,,i)lllatroil

(1,

( hood at
( 1'11'1 ,11111(1 hit

III
11111111111 In

.1)111
lost

\i,t,ir
to 36 poi( cot

ni the foreth
year A

 trend m
ay be seen in the table

-66

P
opulation C

hanges in a T
otal of 176 P

ublic Institutions
for M

entally R
etarded P

ersons, 1970 to 1974

F
iscal Y

aw
P

ole,
nanon at

,E
nt of Y

ear

N
um

erical P
opulation

D
ecline from

P
receding Y

ear

P
ercent P

opulation
D

ecline Iron')
P

receding Y
ear

1970
155,920

1971
153,343

2,b77
17

19/2
151,204

2 139
14

1973
147,050

3,154
21

1974
141,972

5,078
3 5 0

If
the survey results 'H

e generafired to the
entire group of puhlir

instiliatiore,
estim

ates

show
 a nine year decline of 14,000 residents

horn 190,000 in 1969 to 1/6,000 in
1974

D
ining the sam

e peliocl,
the poptilution has

declined in older, laity' facilities ono has been
offset by grow

th in new
el, sm

aller
for doles

()1(lei
facilities

der lined
in

m
edian iesident

population horn 1,1461111965 to 956 in 1974
111

19/4, flit' M
edian population of new

 tae iii
III'',

Ihusr nl operation S
ubsequent to 1969

w
as 198

U
lric

rs nu inhum
ation available on ovem

q(
Length of stay of

in a publu far illy
T

hen,
is

also no Inform
ation to slim

y that
prisons disi honied from

 noblu institutions (fo
not m

ove to (Jule, types of m
st1tutiO

C
IS

II aS

S
tate

hospitals
fur

m
entally

ill
persons

ur

titivate Institut bons

refruerfr e 94



W
hat A

re S
om

e A
lternatives to Institutional

C
are?

C
haracteristics of P

rivate R
esidential F

acilities,
1971, by O

w
nership

T
he w

ords "private residential facility" are used
to describe other types of residential settings

if outside of public institutions w
here m

entally
retarded persons reside, including private

in-
stitutions. T

he m
ost frequently used settings

are group hom
es, nursing hom

es, and foster
care of

fam
ily care hom

es W
hile such 'P

si-
dennal settings arb private, governm

ents m
ay

purchase case in them
 for residents considered

to be a public responsibility. T
here rs lim

ited
national

inform
ation

on
private

I esidential
facilities

Inform
ation is not currently available

by type of facility, such as group hom
e, nursing

hom
e, etc.

T
ype of F

acility
P

rofit
N

on-P
rofit

A
ll

N
um

ber of F
acilities

745
286

1,031
A

ccept B
oth S

exes
435

199
634

A
ccept O

nly F
em

ales
164

43
207

A
ccept O

nly M
ales

146
44

190
A

ges of C
lients

U
ntie' 21

332
125

457
21

34
4

38
O

ther R
estrictions

226
124

350
A

ll A
ges

153
33

186
N

um
ber of R

esident%
13,443

14,581
28,024

N
um

ber of F
acilities w

ith P
rogram

s O
ffered

P
ro9rarn

Y
es

N
o

F
or E

ducable C
hildren

232
799

F
or T

rainable C
hildien

316
715

F
or P

rofoundly
R

etarded C
hildren

188
843

F
or A

dults
127

904
V

or m
utual R

ehabi Itatron
184

847
O

cr apational T
herapy

158
873

P
hysical T

herapy
160

871
O

ther P
rogram

s
-

1232
899

f out 1,u lim
es offered all ptograw

s, 336 facilities offered no
program

s

S
ee reference 112
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A
 1973 survey of group hom

es for develop-
m

entally disabled, the large m
ajority of w

hich
served m

entally retarded individuals, found 474
hom

es in operation A
n additional 112 facilities

w
ere

identified,
bU

t
inform

ation
w

as
un-

available for the survey. F
orty-six percent of

those reporting w
ere operating for less than tw

o
years, and m

ore than 75 percent w
ere

form
ed

since 1968. O
f 7,753 residents reported,

60
percent w

ere m
ale and 40 percent fem

ale. T
he

group hom
es varied w

idely in services provided.
O

ver half relied on public residential facilities
for one or m

ore supportive services.

A
 significant result of this survey w

as
reporting.

of
difficulties

encountered
by

the
ad-

m
inistrators of the group hom

es S
uch prob-

lem
s m

ay affect future developm
ent of com

-
m

unity alternatives,

M
ost S

erious P
roblem

 A
reas in

E
stablishing and O

perating G
roup H

om
e F

acilities

A
rea of C

oncern

Inadequate F
unds

D
ifficulty of F

inding Q
ualified S

taff
D

eveloping Individualized C
hem

 P
logiam

m
ing

Lack of C
om

m
unity S

uppoi t rve S
ei vices

C
ertification and /or Licensing

A
ttitude of C

om
m

unity T
ow

ard R
e,ailents

S
taff T

raining anti D
evelopm

ent
R

educing P
arental F

oals
D

ifficulty of M
anam

ing the S
taff

Z
oning R

estrictions
M

eeting F
ur. R

equlations
M

eeting filti'dinci S
afety S

tandants
O

ther

T
otal

N
u

er of

13,E
 .

113
959788696756492964

P
ercent of

A
dm

inistrators
R

anking the
V

ariable

623/292420201915141210t
i

68

.4

F
am

ily care or foster care is one of the oldest
form

s of planned com
m

unity residential ser
vices for m

entally retarded persons E
xam

ples
of the num

ber of persons served in C
alifornia

and Indiana show
 that foster care serves sigri-

hcant num
bers of retarded persons

N
um

ber of
D

ate of
S

tate
R

esidents S
erved

Inform
ation

C
al if(); m

a
A

pproxim
ately ecem

bei, 1974
5,000

Indiana
1,348

June, 1972

A
 iecent bend has been the utilization of

nursing hom
es to serve developm

entally ills
abled persons. T

he S
tate of C

alifornia has m
ade

extensive
use

of
nursing

hom
es

A
s

of
D

ecem
ber, 1974, 2,448 beds w

ere available for
developm

entally disabled persons in separate
buildings or separate w

ings of nursing hom
es or

interm
ediate care facilities. Interm

ediate care
facilities do not provide as intensive a level of
nursing care

S
ee references 19, 58, 86



v
W

hat W
as F

ound in a 1974 K
ansas S

tudy of
F

acilities and H
om

es for the D
evelopm

entally
D

isabled?

T
he K

ansas D
epartm

ent of S
ocial and R

ehabs',
tation S

ervices surveyed 330 facilities serving
1,900 developm

entally disabled persons

T
he study found that

there
is no com

m
on

definition
of

different
types

of
residential

facilities. A
lm

ost half of the respondents w
ere

unable to identify their category T
he follow

ing
definitions w

ere used in the study

N
ursing hom

e
a nursing facility providing

both
short-

and long term
 care

for sem
i

independent residents ovei age 21
(228

respondents)

F
oster hom

e
a fam

ily tyP
e hom

e providing
either short

or long-term
 care, serving in

dividuals ranging from
 dependent to alm

ost
independent, under age 21, and cover inn all
resident needs

(74 respondents)

C
hildren's

facility
a

group
residential

facility offering short tel
transitional care

for independent and sem
i independent per-

sons under age 21, and providing m
ost resi-

dent needs
(14 respondents)

B
oarding hom

es
a group living arrange

m
en t,

ploviding both shot t
and long term

care for sem
i independent P

O
I S

tm
s over ow

21
w

ith
the

facility covennq all
iesident

needs
(14 respondents)

S
ee reference 96

F
urther confusion of definitions m

ay be seen in
the table below

 w
here distribution of facilities

by types and related
taracteristics

S
everal diffe

dories apply to
of the

report=
ilities.

is show
n.

a num
ber

S
tudy of K

ansas H
om

es S
erving D

evelopm
entally D

isabled P
ersons

D
escription

t2.,'

N
ursing

H
om

es
F

oster
H

om
es

N
um

ber of F
acilities

C
hildren's

-

F
acilities

B
oarding
H

om
es

T
otal

P
attern of C

are
F

am
ily type

24
72

6
0

102
G

roup
13

0
6

8
27

R
esidential

17
1

5
1

24
N

ursing
205

0
0

0
205

A
gency operated

3
2

3
0

8

D
uration of C

are
T

em
porary i e.g)i te

3
5

0
0

8
S

hort term
 transitional

114
20

6
6

146
Long-term

 indefinite
176

35
2

7
220

D
isability Level of R

esident
A

lm
ost independent

24
14

6
2

46
S

em
i independent

175
22

5
7

209
T

otally dependent
46

19
0

1
66

A
ge of R

esidents
T

hule! 21
20

12
14

2
108

O
ver 21

184
5

0
8

197

S
ervo e to R

esidents
F

ive day w
eek residence only

1
1

4
0

6
C

overs all resneu needs
5/

41
7

8
113

B
oard, room

 &
 guidance only

9
5

4
0

18

69



T
he study found "

- that m
ost facilities w

ere
unable ' to identify the m

ental levels of their
developm

entally disabled clients." A
s the graph

show
s, over one-half of all persons identified

w
ere *show

n in the "D
o N

ot K
now

- category of
m

ental rbvels,-

819

200

a)
ix 140
o.6- 120

.saE
100

Jz
80

6040200

70

.
.....N

.

M
ental Levels of C

lients in R
esidential F

acility by T
ype of F

acility
S

tudy of K
ansas H

om
es S

erving D
evelopm

entally D
isabled P

ersons

i

C0'
a, a)

,0
co

co
a)

A ....
-

8
a)

eaa)
2

cc

M
ental Levels

icc00e:

N
ursing H

om
es

F
oster H

om
es

C
hildren's F

acilities

141
- - B

oarding H
om

es

S
ee reference 96

,..



H
ow

 A
ccessible A

re S
ervices for P

ersons
W

ho A
re R

etarded?

A
s recently as 1968, a report on em

ploym
ent,

transportation, and the handicapped, prepared
for the S

ocial and R
ehabilitation S

ervice, m
ade

no m
ention of the special tianspoe tation needs

of
the m

entally retarded.
A

 1973 planning
docum

ent, prepared by the U
rban M

ass T
i ansit

A
dvisory C

ouncil, m
akes only passing refer

ences to m
entally retarded persons in discussidg

travel barriers for handicapped per sons

In addition to the high prevalence of physical
disabilities am

ohq retarded
citizens,

the
in

ability
of m

any to reach
instructions m

akes
them

 F
ess able to use public tianspoi tation

In
a survey am

ong elderly and handicapped
persons

in
W

ashington, D
 C

.,
the

potential
increase in trips for various purposes, if

there
w

ere a barrier-tree transit system
, vu"-e given

T
rip P

urpose

W
ork /S

chool
S

hopping
M

edical /D
ental

S
ocial /R

ecreational
C

hurch

C
om

bined T
otal

P
otential

°A
 Increase

82'
50 °,

85`'e,

72"0

In A
ugust, 1973, the P

resident's C
om

m
ittee on

E
m

ploym
ent of the H

andle aw
ed issued

S
urvey of S

tate Law
s to R

em
ove B

arriers
O

nly one S
tate, K

entucky, hao no law
 requiring

som
e action

to rem
ove physical

barriers
in

housing_governm
ent al buildings, w

alkw
ays, etc

N
o inform

ation is available regai O
ng the extent

to w
hich these law

s have been im
plem

ented rn
all S

tates

W
hile

there
ave coot m

iring
local

efforts
to

em
ploy such

strategies, no inform
ation w

as
{m

ind on the extent to w
hich services are being

offered to m
entally retarded persons through

outreac h
r4for ts,

or
proyideo by m

eans of
serv,ce

"brokers, neighborhood service
de

livers
points such as

'store hunt'' centers, or
spec

idl
transportation arrangem

ents

S
ee reference 119

W
hat M

anpbw
er Is' N

eeded to P
rovide

S
ervices for M

entally R
etarded P

ersons?

T
w

o recent publications of conferences on
m

anpow
er, one 1-0(1, m

 C
anad

other
in

P
hiladelphia

m
ar kably snrnlar recor nendat ions

11.
T

here is a need to em
ploy different kinds and

levels
of professional personnel rn w

orking
w

ith m
entally retarded and developm

entally
disabled persons

T
i w

rung in the special needs of handicapped
persons m

ust becom
e an

integral
W

art
of

training in
all

fields
O

nly in
this w

ay can
m

entally retarded individuals m
ake extensive

use of generic services (those available
to

everyone)

F
ederal governm

ent efforts in- training person-
nel to w

ork w
ith m

entally ietended and other
developm

entally disabled persons began in 19,63
w

ith
legislation

anthorizinq
U

niver city
A

f
M

im
ed F

acilities (U
A

F
s) and. M

ental
R

etar
elation R

esea,h C
enters

F
unds lore r onsp err

bon of both w
ere approver m

eet in F
iscal Y

ears
1965, 1966, and 1967

In 1972, m
ore than 52,000 persons lion' m

ore
than 60 sepalate fields \W

I(' trained in the 32
operating U

A
F

s

T
he tO

,ureau of E
ducation for the H

andicapped
(B

E
H

) reported there w
ere /3,400 teachers for

the
m

entally
retarded

em
ployed

in
the

1971
1972 school y9a-r, estim

ated to he tw
o

thirds
of

the
num

ber
needed

F
ederally

S
upporter! training of spec rat edit anori teachers

S
ee t.1.4-tcreIN

 34 127
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reached an annual level of 6,000 new
 special

education, teachers a year in 1970

T
he N

ational' Institute of C
hild H

ealth and
H

um
an D

evelopm
ent (N

IC
H

D
), M

ental R
etar-

dation B
ranch, operates 12 M

ental R
etardation

R
esearch C

enters A
s a by-product of research

conducted by the C
enters in the causes and

prevention of m
ental retardation, m

anpow
er

w
ith scientific investigative skills is trained.

A
ar

72

W
hat Is A

ccountability for M
ental

W
hat A

re C
urrently E

xisting M
echanism

s

R
etardation?

for P
rogram

 E
valuation?

A
ccountability m

eans provision of evidence of

the extent of the problem
the am

ount of effort expended to m
eet the

problem
the m

aintenance of service quality to m
eet

established standxds
.

the actual m
eeting of indivdual needs

the extent to w
hich the effort has had im

pact
on-ttreleneral problem

, and has reduced it

A
ccounting for the extent of the m

ental re-
tardation problem

 and the effort m
ade to deal

w
ith it is found in lim

ited form
 in the m

anage-
m

ent records of serving agencies
their case

records, statistics, budgets and financial re-)orts
A

ccounting for
the excellence of service

is

based on licensing or voluntary standards, and
periodic assessm

ents by independent judges of
how

 w
ell

those
standards

have been m
et

A
cco nting for effects of services on individuals,

and t len problem
s, or for their im

pact on the
com

m
unity problem

 of m
ental retardation is

called evaluation and
is

relatively
rare and

usually inconclusive
.

T
here are tw

o types of m
echanism

s regulatory
and voluntary. T

he regulatory m
eans is through

licensure, the voluntary m
echanism

 is through
(1) accreditation, (2) P

A
S

S
, a new

 procedure
now

 in use in tw
o S

tates, and (3) consum
er

evaluation.
T

hese
proC

esses
are

described

below

Licensing

E
ach S

tate has legal m
inim

um
 standards, of

health, sanitation, building safety, fire safety,
etc

In addition, each S
tate requires at least

som
e of

its program
s .for m

entally
i eta' ded

persons to m
eet ceitain standards in term

s of
qualifications of staff, services offered, num

ber
of persons served, etc. Licensing law

s provide
foi m

inim
um

 standards

E
nforcem

ent
of

licensure
law

s
is

lim
ited

Licensing is m
ost often effective at the tim

e of
initial application for the license and is rarely
subject to judicial review

A
ccreditation

In order to m
easure the quality of service, it is

necessary to know
 hovf w

ell the program
 is

equipped to help recipients achieve stated goals
T

w
o m

ethO
ds of program

 evaluation recogni7ed
today attem

pt to do this. O
ne is adm

inistered
by the A

ccreditation C
ouncil for F

acilities for
the M

entally R
etarded of the Joint C

om
m

ission
on A

ccreditation of H
ospitals T

he
C

ouncil has

eight m
em

ber agencies.



A
m

erican A
cadem

y of P
ediatrics

A
m

erican A
ssociation on M

ental D
eficiency

A
m

erican N
urses' A

ssociation
A

m
erican P

sychiatric A
ssociation

A
m

erican P
sychological A

ssociation
N

ational A
ssociation for R

etarded C
itizens

N
ational A

ssociation of P
rivate R

esidential
F

acilities for the M
entally R

etarded
U

nited C
erebral P

alsy A
ssociation

T
w

o sets of st4ndards have been established,
one for ricialential facilities and one for corn
m

unity agencies sei w
og m

entally tetaided
dividuals

T
he accreditation program

is
voluntary

A
n

agency applies for evaluation O
nce evaluation

is undertaken, d w
ow

 of program
 com

ponents
is evaluated T

he A
ccreditation C

ouncil began
its pi ogi,:i in 1973 and identified the principle
underlying its standards as notm

alization
B

e

cause
of

the
ilcency

of
the program

, no
infoim

ation is available on the extent of cov-
erage or Iesults

P
rogram

 A
nalysis of S

ervice S
ystem

s (P
A

S
S

)

A
 system

 first devised in,N
ebtaska to evaluate

applications
for" new

 com
m

unity program
s,

P
rogram

 A
nalysis of S

ervice S
ystem

s (P
A

S
S

),
has been expanded to include evaluation of
existing services A

 feature that m
akes P

A
S

S
different horn other m

ethods of, evaluation is
that

it
allow

s for
negative as w

ell as positive
evaluations of each program

 com
ponent C

en
teal to 'the system

 is the principle that services
ate adequate to the extent that they prom

ote
integration of handicapped persons into the
m

ainstream
 of society. S

ervices are rated suc
cessful

to the extent that they em
ploy the

principle of norm
alization A

t least tw
o states,

N
ebraska and P

ennsylvania, currently use P
A

S
S

as a form
al evaluation tool

C
onsum

er E
varuation

Increasing attention
is being paid to consum

er
evaluation of services, either by retarded crti
lens them

selves,
or

by their advocates O
ne

approach
is

a
form

al coop w
et betw

een, the
provider

and
consum

er
of

the
service

W
eintraub and A

beson discussed the special
'education contract thus

''T
he contract W

ould
specify the obligations of all parties, the edu
cat

objectives to he acheive(I, criteria for
assessing

their achievem
ent, a tim

etable for
evaluation, and procedures for renegotiating the
ontract

S
ee reference 2

S
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T
he U

nited N
ations D

eclaration on the
R

ights of M
entally R

etarded P
ersons,

1971

1. T
he m

entally retarded person has, to the
m

axim
um

 degree of feasibility: the sam
e

rights as other hum
an beings:

2. T
he m

entally retarded person has a right
to

proper m
edical care and physical therapy and

to such education, m
im

ing, rehaO
rlitation,.,

and guidance as w
ill enable him

- to develop
his bblisty and m

axim
um

 potential.

3. T
he m

entally retarded person has a right to
econom

ic security and to a decent standard
of living. H

e has a right to perform
 produc-

tive w
ork or to engage in any other m

ean-
ingful occupation' to the fullest extent of his
capabilities.

4. W
henever possible,

the m
entally retarded

person should live w
ith h s ow

n fam
ily or

w
ith foster parents and participate in dif-

ferent form
s of com

m
unity life. T

he fam
ily

w
ith w

hich he lives should receive assistance.
If care in an institution becom

es necessary, it
should be provided in surroundings and other
circum

stances as close as possible to those of
norm

al life

5. T
he m

entally retarded person has a right to a
qualified guardian w

hen this is required to
protect his personal w

elt-being and interests.

6 T
he m

entally retarded person has a right to
P

rotection from
 explortztion, abuse and de-

" grading treatm
ent.

If
prosecuted

for any
offense, he shall have a right to due process
of law

 w
ith full recognition being given to his

degree of m
ental responsihilit-y

76

7. W
henever m

entally retarded "persons are un-
able, because of the severity of their handi-
cap, to exercise all their rights in a m

eaning-
6)1 w

ay, or it should becom
e necessary to,

restrict or deny som
e or all of these rights,

the procedure used for that restriction or
denial of rights m

ust contain proper legal
safeguard's against every form

 of abuse. T
his

procedure m
ust be based on an evaluation of

the social capability of the M
entally retarded

person by qualified experts and m
ust be

subject /o periodic review
 and to the right of

appeal to higher authorities.

S
ee reference 48



I

W
hat A

re the Issues in F
ull

itizenship
for M

en;tally
eiarded P

erson $?I
,

F
undam

entally, the issue is w
hether a person

w
ho is retardedl can live under all the im

pli-

i

cations of citizenship
the exercise of his.

rights,
acE

eptance on equal footing by the
com

m
unity, and the opportunity to exercise

choice am
ong options affecting his

life': and
happines:

R
ights, can be classified as hum

an rights (lhost
that m

ost people feel exist and should not b
denied to anyone?, and legal rights (those tha
have been enacted by,, legislators or -for w

hich
precedent has been established by the courts).

In
a

dem
ocratic society, hum

an rights
are )

sppported, by thr.e.e general principles, positive
ie

presum
ption (no right m

ay be denied an indi-
.

victual,
w

ithout
proof

that
society's -heeds:

require this be done), due process (even w
hen

an individual's right m
ust be-denied, it cap only

be done thiough
a form

al process, thereby
safeguarding the person's chance ,to retain or,
once denied, regain his rights); and instrum

ental
protection (society's obligation td provide for
its m

em
bers the special assistance they m

ight
`need to exercise their rights)

T
he T

ights on the follow
ing page are those of all

citi2ens.
M

entally retarded
cifizens are pre -

f
sum

ed to have alt the sam
e rights as any other

citizen.
.

T
his section describes som

e specific defiriekie's
in

the
citizen

status O
f m

entally retarded;
persons, identifies som

e barriers to the iM
prove:

m
ent of their status and explores the xiehickes

being used to rem
ove these barriers.'

S
ee reference 21
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H
ow

 C
an R

ights B
e C

lassified?

A
lthough a good bit of overlapping' is

inevi-
table, one can group m

any of the com
ponents

of full citizenship under the three fundam
ental

prdiciples m
entioned on the previous page

.

P
ositive P

resum
ption

R
ight to fjpcabon

R
ight to

nave one's ow
n affairs

sight t
ife and survival

i3ighttyiS
te

R
iglA

ft to w
orship

R
ight

to develop one's sexual and
identity

R
ight to m

arry
R

ight to procreate

R
ight to be pa d for w

ork

R
ight to dignity

R
ight to fail

4!p

social

D
ue P

rocess

R
ight not to be lafteled for exclusionary or

discrim
inatory reasons

R
ight to legal access to the court
T

o sue
-

T
o con ti act

R
ight

to
the

least
restiictfre

or
di astic

alternative (in,any setting)

Instrum
ental P

rO
tectron

R
ight to treatm

ent

R
,ght to

a developm
ental .opportunity, .n-

cluding
E

arly intervention
F

am
ily or fam

ily-like hom
e

R
ight to physical acc,,,,,e4s to all facilities

R
ight to have an advocate w

hen needed

R
ight to reasorable protection from

 harm

It
should be recognized that lights by their

exercise M
ay 110

in
conflict. T

here m
ay he

conflict betw
een

rights
of tw

o persons,- or
am

ong rights affecting the sam
e person. A

; an
exam

ple of the form
e,..a.ere m

ay be conflicts
het seen

the
rights of

nrents and of
their

retarded child A
r exam

ple of the latter is the
essential confii(i betw

een the right to teat,o1
protection from

 harrn and the right
,o

m
anage one's ov, n aff.,tus

T
his

list
of

Its
is nothr' exhaustive no'

static
D

evelopm
ents ocau(so tapay that

today's
eali 'le,. m

ay be 't pplacQ
d by new

 ones
tom

orrow
.

78

A
dapted %

pm
 C

obb,1-1 V
 "C

tIzert A
dirocaes, ,inci the R

ights or the tiondicaoped
I n "W

oltensberget, N
 , -and Lauha,

H
eds C

 trzf rr A
dvocacy and P

r otP
t trot S

i e vtct's In
the Im

ootred Ind H
andtcoppeti. T

oronto N
at.onal Institute

ai
M
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etardation, 19,73
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HCP

w
 ias Litigation A

ffected the
tz

nship of M
entally R

etarded
sq s?

T
1 I#

f
fiat

p1 O
no

la
tit

cc
tt.

l
a

i

V
(

pr

S
e!

"'low
ing table 'show

s that litigation on
of

retarded
persons

is
essentially

a

nenon of the
1970's

D
ata show

 that
s have been brought vi all sections of the

approxim
ately dcording to norm

1974 data w
ere available only for 'ten

the
It is likely that inform

ation for the full
w

ould show
 m

ore legal activity than in any
IO

U
S

 year.
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W
hat Is the R

ight to E
ducation?

class action law
suit

is an appeal fot w
het

I rought on behalf
of one

iii
m

ore nam
ed

I uhviduals and all persons in the sam
e lures

t 1(11011 suffering the sam
e abuses

It
is a new

tool for advocates of the m
entally I m

auled, but

has been used so dram
atically

and of ten that
4,gal action has dom

m
aterl the scene in

the

970's
'though five public education

is
taken for

ranted by m
ost A

m
ericans, large num

bers of
tenuity ,T

etanled children have been denied
his light

F
oul m

ajor, of landm
ark, cases have

iegun to establish the Itqll1111411ellt
that public

'thleation he m
ade available ,o all

ttorneys for the P
ennsylvania

A
ssociation for

R
etarded C

hildien (P
A

R
C

) argued that equal
notection under the law

, guaranteed by
the

F
ourteenth A

m
endm

ent to the C
onstitution,

required that 111 childien have equal access to
public education and that they also have the
right to due process of law

 T
hey based m

any
of

then argum
ents on the S

uprem
e

C
ourt's

ru ing in B
row

n v B
oard of

E
ducation in 1954,

th 'it
separate

educational
system

s
do not

pi )V
ide equal educational °poor tunLyr-.

19I71
P

ennsylvania A
ssociation for R

etarded
C

hitdien (P
A

R
C

) et
at

v
D

avid
1-1

K
urt/m

an, et al.

102.
M

ills, et at
v

B
oat(' of E

ducation of
the D

istrict of C
olum

bia

4
In le G

 H
 (N

or th D
akota)

11
74

C
olorado A

R
C

 v S
tate of C

olorado

''It
is ordered

that the C
om

m
onw

ealth of

P
ennsylvania

piovide
as

soon as possible,
but in no event later than S

eptem
ber 1, 1972,

to every !m
auled person betw

een the ages
of six

and tw
enty one years as of the date of

this

order and thereafter, access to a bee 'm
1)11(-

1)1011' am
 of education and nam

ing appiopr
late

to his 'paining capacities
P

A
R

C
 v K

urtzm
an

M
ay 5, 1972

S
ee references 1, 17, 48

S
om

e T
raditional A

rgue en'ts for E
xclusion

W
e cannot educate children w

ho ale ri46t
toilet

hauled
W

e cannot handle chddien w
ho

alio not am

bolatoi y
W

e do not have enough m
oney to provide

lasses fot ietaided cluldten

W
i' yvill excuse your c 1111(1

he cannot benefit
turnip' (tom

 out program
W

e do not accept chill tier voth. a m
ental age

under five

S
orne E

xpert T
estim

ony lit the'P
A

R
C

 C
ase

D
oe pm

cess m
ust be

rriaile
a

part
of

the

erlur anim
al systern

ivery (111(1 (an bibeduc.ated

the school is
for responding to

the/

needs of the child

10 does not de ll'1111111V
 41)%

011,Ile ability

f din anon is vitally im
portant in every chihrs

developm
ent



'rIInsylvania did not contest the argum
en'ts of

experts and finally signed, a consent decree
in resulted in the order presented on page 80.
lie C

om
m

onw
ealth agreed to search for every

antally retarded child in P
ennsylvania and

er each a public education In order to m
ake

i
sI decree effective, the court appointed tw

o
asters" or experts in 'm

ental retardation, O
ne

M
I a background in education and the other

ith
a

legal background, to oversee adm
ini-

s ration of the program
 and report on progress

P
ennsylvania also set up a R

ight to E
ducation

O
f ice

to
handle

special
problem

s and,
e j eciallyi to conduct due process hearings

P
nsylvania's R

ight to E
ducation office esu

tes
that

betw
een M

ay,
1972, and June,

1 S
fJ3, 10,000 children w

ere placed for the first
t

i
e in public schools

O
f these, 2,551 w

ere
s

erely or profoundly retarded and 20() new
c

ses for severely handicapped children w
ere

s a ted. N
ew

 children are still being identified
a

I enrolled in schools as this is being w
ritten

1 r
M

ills decision cam
e-shortly after the P

A
R

C
c r

sent decree and significantly expanded the
c i

cent
of

"zero
reject

P
A

R
C

 had been
c

cerned only w
ith m

entally retarded children
a d

M
ills

sought
public

education
for

all
ntally or physically handicapped children

1
1-

defendants on P
A

R
C

 dal not contest the
d

ision of the court, in M
ills they did

Ii
.

.
ills Judge W

addy heldihat not only did all
haA

dicapped persons have a
right

to equal
ac ass to an

ducational opportunity in public
sc ools but

hat they alsc had a right to a due
pi( cess hear ng before being placed outside the

.,.
norm

al classroom
 setting Judge W

addy ordered
the W

ashington, D
.0 S

C
hool B

oard, on C
onsti-

tutional grounds, to include all children in their
educational planning and develop im

m
ediately,

"due process" procedures so that parents of 4-
children could question decisions about their
school

place?nent
Lac

of m
oney w

as riot
considered a valid excuse. "If sufficient funds
are not available to finance,, all of the services
and program

s that are needed in the system
,

then
the available funds m

ust be expended
equitably In such a m

ariner that no child is
entirely excluded from

 a publicly supported
education consistent w

ith his needs and ability
to benefit therefrom

In
re G

 H
is

the only decision on equal
education opportunity from

 a S
tate suprem

e
court

In C
olorados_A

R
C

 a three judge F
ederal

court held that a S
tate's responsibility extended

beyond
the passage of a m

andatory special
education law

ito the actual provision of edu
cation to all

S
ee references 17, 48, 75
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ent>
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W
hat Is the R

ight to F
reedom

 from
__H

aan?

T
he tw

o N
ew

 Y
ork cases (N

ew
Y

ork S
tate A

R
C

and P
arisi) both centered on W

ill
broO

k S
tate

S
chool, w

hich w
as, at

the tirnea
ion w

as
brought, the nation's largest residential facility
for, m

entally retarded persons, hdusi
m

qre
-than 5,000 per sons.

A
s in the W

yatt decision, m
tnirnal stjandar Is of

care w
ere set dow

n for W
illoV

ybrook.:_cen
al to

the argum
ent of the ulaintif fk, w

as tthW
ed to

use
the

least
drastic alternafw

 m
ethod of

treatm
ent. T

o that end, seclusipn
i

isolated
room

s and the arbitrary and u4supery
d use

of physical (straitjackets) (le chem
ical crugsl

restraints w
as pi olnbite

"'Judgm
ent w

as still
, w

ithheld on the right to,..1
alm

ent (although the
F

ifth C
ircuit decisioV

in
yatt m

ight have som
e

effect). T
he case JA

W
! inlitigation.

In then testirndriy, defendants agreed to reduce
W

illow
broo6 population by transferring

resi
dents to sm

aller
facilities

A
s of D

ecem
ber,

1974-," the population w
as below

 3,000, but
m

anV
 transferred residents had been m

oved (o
other institutions operated by N

ew
 Y

ork S
tate

11
W

elsch the court expanded the W
yatt hold

in
by finding that the S

tate has an-affirm
ative

duty to develop and provide app/opriate com
-

m
unity

services.
In

H
oracek /Judge U

rbom
declared- that interests of parahts and children
m

ay be inconsistent, and that parental com
m

it-
m

ent, of
their

children
to

institutions m
ay

,violaje the children's riglit to treatm
ent in the

least restrictive setting and could not be called a-
voluntary com

m
itm

enj

In at least one case in F
loilda'Involving a person%

ebnfined
e

to a hospital for they
ill, a

jury verdict (upheld on appeal) has aw
arded

dam
ages

to
a person w

ho\ cjid
not ,receive

"adequate habilitation and 'treatm
ent." T

he
case, D

onaldson v. O
'C

onnor (1972, appealed
in 1974) m

ay serve as precedent for individuals
seeking,personal freedom

 after years of corifin
m

erit
w

ithout
an

adequate
cleyekt

m
ental opportunity. O

n Janu
9 15, 1975,, he

-D
onaldson case w

cis argued -I .fore the U
n ter]

S
tates S

uprem
e C

burt,
It

is
the

first
case,

-involving the right to traatm
 n t to have reached

the nation's highest C
ourt. /

S
ee references 76, 114



W
hat Is the R

ight to P
aym

ent for W
ork?

tl has been estim
ated that in 1070 the value of

i Y
paicI resident labor in facilities for m

entally
r tarried

persons and by m
entally

retarded

t sidents of public m
ental institutions w

as 1
25

t illion dollars this labor w
as often essential to

he
operation

of
these

facilities,
including

tousekeeping, launch y, 'coon w
ork and even

title of other iesidents A
 series of inlings have

qund this
to be unconstitutional under the

N
od( th

A
m

endm
ent

to
the

C
onstitution,

lhich
in oh ibi ts

involuntary
servitude

( voinage)

ph(
01

S
onde', et al

v. B
rennan, et al W

ash
ington, D

 C

B
rennan v Iow

a

Jorthing v U
 S

 D
epartm

ent of Labor,
M

aine

ibition of resident labor w
ithout com

pen-
n has posed a dilem

m
a M

any S
tates have

ped using resident help, but this has do
'd these indivsduals of w

hat, to them
, w

as
thee

m
ost m

eaningful activity
In m

alty cases
ills

i to tions
have

failed
to

provide
in

()vi, lualized
neatm

ent ptom
ains W

ith voca
dor il.nam

ing to !enlace resident labor O
ne of

the
principal

argum
ents

that
rem

ains
tin

any
erect Is w

hy anyone capable of w
orking In

I
an I

institution cannot be gainfully i4nployed; at
in a sheltered seating

A
t east tw

o states. N
ew

 Y
olk and N

ew
 Jersey,

lav
em

ployed significant num
bers of tom

 m
ei

rest lents at institutions, w
hile providing Iran

situ<
 nal livutg arrangem

ents elsew
here T

his has

not alw
ays been the case. M

any persons have
been m

ade idle by these tulings anti have not
alw

ays m
oved into the continually

S
ee references 23, 76

S

H
ow

. D
oes Legislatiofi A

ffect the R
ight

,of M
entally R

etarded P
ersons?

It

A
nothei strategy m

otectinq the lights. of
'M

arried nelsons is legislation

R
ight to E

ducation-

Lack of uniform
ity in legs iequivem

ents for
education is divalent born the follow

ing table

S
tole S

tatutory R
esponsibilities for the E

ducation of R
etarded C

hildren

D
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C
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N
ow
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N

ow
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M
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N
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N
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O
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O
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a

O
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P
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R
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S
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o i h D
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T
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T
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V
e ont

V
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a
W

as ington
V
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W
r
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F
ull P

lanning and P
rogram

m
ing

F
ull P

rogram
F

ull P
lanning and P

rogram
m

ing
F

ull P
rogram

F
ull P

rogram
F

ull P
rogram

F
ull P

lanning and P
rogram

m
ing

C
ourt O

rder F
ull P

rogram
(N

 Y
 C

 only) C
onditional 10 or

m
ore children w

ho can be grouped
hom

ogeneously in sam
e class

F
ull P

lanning
F

ull P
lanning and P

rogram
m

ing
S

elective, by P
etition (18 or

m
ore crippled or E

ducable M
entally

R
etarded C

hildren in district)
F

ull P
rogram

F
ull P

rogram

C
ourt O

rder S
elective

(M
entally R

etarded O
nly)

F
ull P

lanning and P
rogram

m
ing

F
ull P

rogram
F

ull P
lanning and P

rogram
m

ing
F

ull P
rogram

F
ill P

lanning and P
rogram

m
ing

F
ull P

rogram
F

ull P
rogram

F
ull P

rogram
F

ull P
rogram

F
ull P

rogram
F

ull P
rogram

F
ull P

lanning and P
rogram

m
ing'

F
ull P

rogram

0

1973
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1973
1973

1954
1972
1973
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1972
1971
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1971
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1956-
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1969
1969
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7/1/79
10/1/76

1976 -77
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6 21
5 18
5

18
B

irth
21

5, 20
6- 21
5
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B
irth - A

duicliood
7/1/80

6 21
,

F
rom

 age -5

1973
6

1(8
'

9/1./70
4 21

.
E

M
R

 6 21
O

thers B
irth

21

9/72
,

6 21

1956
6 21

1964
3'21

1977
6 21

B
irth 21

1974 75
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1976 77
3.21
5 18

B
irth

21

2 21-
6--21

1974
5

23.
8/74

*
3

71

6
21
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"

T
here are m

any m
andates that caqty conditions

that effectively 'elim
inate' so

students...frorn
education.

T
he com

pliance_ dates
are

those
required IA

/ law
 or court order and they do'rlpt

w
oranteer that requirem

ents' have been m
et.

M
ore and m

ore-, 'S
tates

are m
oving to the

concept O
f com

prehensive program
s for

all

pandicapP
ed children (T

exas and M
asstchusetts

are exam
ples)..apd aw

ay froni catego.ricat
e.g., educable m

entally retarded, cerebral-pals:y,
etc. T

hese are the first 'exam
ples of statutory,

"m
S

instream
ing.

-

85



W
hat E

ffect D
oes Legislation H

ave in
O

ther A
reas?

, O
ne can point

'to m
any pieces of legislatIon that

have been enacted. but for w
hich enforcem

ent
; program

s are largely undeveloped

.
T

he R
ight to B

e T
rained, to B

e E
m

ployed, and',
o B

e P
aid

F
ail Labor S

tandards A
ct. 1966, P

ublic Law
89 601

F
ollow

ing the decision
S

oudei v.
B

rennan.
19/3. the U

nited S
tates D

epat t"
m

ent of Labor has issued regulations on the
application of this _act to persons in intitti-
bons for the m

entally retarded
r -R

ehabilitation
A

ct,
of

1973.
P

ublic Law
93 112 T

his regim
es that sevei ely disabled

persons be given preference in rehabilitation
and requires "af hi m

auve action" in filling
handicapped w

oi kers by certain em
ployers

R
ight to P

hysical A
ccess

P
ulihi

Law
 90 480

A
ll new

 F
ederal con

11141'4I
hit 41« l'',`,11411`

t(4
tipped

per \ons

I
.1\-,

413
383

C
om

m
unity D

evelop
m

eat A
tt 444

19 /1
11o," m

ale, 4)10V
1,0011 for

,4'1.14)14411 4,0
nthitortural

!hinter .
iii

punig
iitP

iong

F
light to B

y F
ree from

 D
iscrim

ination

T
r).

riorld,.
A

( I
of

pici,1
P

njilu
I

311,4,)
4tt 41

t
et H

t.
t)4 ,14'1'4

4,4f

yF
're,ldrnt

11
.t1,11,1

bet

14.11414,'
,1414,

411
,4,4

Iii
..1,t411t1011,

414

10/3
til`t1,11, Ilt

1111
ilt

t
04,411140'4

411`.4 411111

1-1410011
het 144

4'
40

41144111
11

.11
;01,, 4,41

,11 hand,

4
411).S

A
4
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H
o

D
o Q

uestions
of

C
om

petency
iM

1ect
the

C
itizeriship

of
M

entally
.

R
etarded P

ersons?
%

C
IO

 Law

-F
t e discussion _until now

 has been of rights. A
n

ec ually im
portant com

ponent of citizenship
re I onsibility T

he table below
 show

s the w
ide

va anon in S
tate regulation of som

e different
ac

'ties of retarded persons

A
roblem

 that has riot yet been resolved is
th I of partial com

petence, or com
petence for

o
task and incom

petence for another T
he

4.1 tm
ent that a retarded individual could not

rh try, for exam
ple, has often been generalized

exclude him
 or her from

 other responsible
ac (vines.

S
tates R

egulating R
ight to

on'tract, D
rive, V

ote, M
arry and A

llow
ing

Involuntary S
teriliz tion for M

entally R
etarded P

ersons ./

K
ind of

R
egulation

-R
egtflaie R

ight
4o G

et
D

rivers License,
(A

s of 1970)
/

R
egulate R

ight
to V

ote
(A

s of 1974)

R
egulate R

ight
to M

atry
(A

s of 1972)

R
egulate R

ight
to C

ontract
(A

s of 1970)

A
llow

.
Involuntary
S

terilization
(A

s of 197.2)

.
P

rohibition
/

-1)

22
.1

5

.12
0

A
llow

 for A
djudication

of Incom
petence

12
28

.,

0*
27

,

A
uthorized by Law

_

.

,.

2
4
 
"
'

B
lank boxes- not applicable

"N
o Inform

ation on 16 S
tates

(10 at least one S
tate, A

labam
a,

the law
 has been changed due to the Judge's dectseon in the W

yatt case.).

S
om

e of this-inform
ation is undoubtedly'out of

date, but the pictU
ie rem

ains tar from
 uniform

across the U
nited S

tates
R

egulations differ
w

idety in definition and application or enforce
m

int am
ong-S

tates

S
ee references 12, 69, 87
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im
inal Law

,

1 a study of G
eorgia's crim

inal justice system
,

/w
as found that w

hile only five percent of the
'm

ated 140,000 m
entally retarded citizens in

liri
S

tate ever
com

e
in

contact
w

ith law
riforcem

ent
authorities, 28 percent of

the

dult inm
ates of G

eorgia's penal institutions
ere m

entally retarded

rl a nationw
ide survey of penal institutions in

063 it w
as folind that 9 5 percent of 90,000

fisted prisoners w
ere m

entally retarded. (T
here

L
.

ere
sharp

differences am
ong regions. T

he
f rcentages for a group of S

outhern states w
as

4.3, for the M
ountain S

tates it w
as 2 6.)

ke classification of m
ental retardation here is

iised on an IQ
 below

 70
1tudies have show

n that retarded persons are
ibt ,necessarily m

ore likely to com
m

it crim
es,

)U
t 'of

they (lo,
they are m

ore likely to be
r, [r W

ed

egal authorities are divided over how
 m

uch
espO

nsibility m
ust be attached to the anti-

cial or crim
inal behavior of retarded persons

v
ie6tions center on the degree to w

hich m
enta

ltardation interferes w
ith the ability to act

sponsibly
T

here
are

three m
ajor rules- of

: 'm
inal responsibility in use by the courts

M
:N

aghten R
ule A

 person is not crim
inally_

re,sloonsible
if

he
is

unable to distinguish
1

betw
een right and w

rong
D

U
rham

 or P
roduct R

ule T
he accused is riot

responsible for a- -C
rim

inal act if such act W
as

the product of a m
ental disease or m

ental
defect

8

fi

D
im

inished
R

esponsibility,
tile,

A
m

erican
Law

 Institute's M
odel P

enal C
ode A

 person
is not responsible for an act, if

at the tim
e;

he cannot appreciate its criM
inality, or con-

form
 his actions to the requirem

ents of law
:

the term
s "m

ental disease or.defect" do not
include, an abnorm

ality m
anifested only by

repeated, crim
inal

or .otherw
ise

anti social
conduct. T

he team
s .

, shall include conger-It-
tal and traum

atic m
ental conditions as w

ell as
disease.

M
itigating circum

stances are often helpful.,in
averting harsh punishm

ent for "naive offend-
ers," but incom

petency is
a tw

o-edged judg-
m

ent.
It has resulted in com

m
itm

ent "until
cured,"" w

hich could m
ean for life

In the. 1972

case of Jackson v
Indiana, the U

nited S
tates

S
uprem

e
C

ourt
held

that
indefinite

com
-

m
itm

ent of a crim
inal defendant solely because

of incom
petency to stand trial

in this case clue

to m
ental retardation)

,violates the C
onstitu-

tional right of clue process. It ordered-Indiana
either to release Jackson, or start civil com

m
it-

m
ent proceedings (to an institution)

S
ee references 7, 12, 13, 76



H
ow

 C
an F

ull C
itizenship of R

etarded
P

ersons be A
ssured O

ther T
han T

hrough
Law

?

T
w

o m
echanism

s are param
ount in providing

m
entally. retarded and handicapped persons

w
ith w

hat w
e referred to above as "instrum

-
ental

protection
O

ne is
public

protective
seivices,

the other
is voluntary

citizen ad-
vocacy

P
rotective services ate undertaken as a public

responsibility,
usually

by
a

governm
ental

agency, w
hereby handicapped

or
other dis-

advantaged persons receive protective help both
on their

behalf and that of the general com
-

m
unity

C
itizen advocacy

is 'a prO
grarn of volunteer

assistance by m
ature, com

petent citizens w
ho

represent
the

interests
of

the handicapped
person entirely on his ow

n m
erits, notw

ith
standing

the
expectations

of
the

general
com

m
unity

P
rotective services w

ere begun by social agen-
C

ars
to

protect disadvantaged children from
abuse or neglect (T

hen underlying principle is
parens_patriae

the state as parent ) In a sense,
protective services becam

e the voice defending
I

those w
ho could not' defend them

selves. T
hey

have existed
for about

-100 years and, i!.1
addition to traditional social casew

or k practices,
include adoption, foster care, and guardianship.

K
..e) E

lem
ents of P

rotective S
ervices

P
rk:ilessional,isin

Lf,rial author ization necessary
signm

ent of "cases"
I gal

action authorized
to protect client

r- ten ests

P
 tential coring t of interests lietw

een citizen
r d public agency

C
ncentration

cent

on
rosin ornental

needs
of

C
om

m
on to B

oth
-10

O
ut reach

(seeking
per sons

in
need

of
'assistance)

K
ey E

lem
ents of C

itizen A
dvocacy

V
oluntarism

Legal authorization unnecessary
M

atching of advocate and "prot6ge
Legal action possible, depending on resource;
of citizen advocacy office
P

ublic education'
F

reedom
 from

 conflrct of intercfst
C

oncentration. on needs of _client and his 't
expressive need for -friendship or for a con-
ftdant



<
7

itizen advocacy for m
entally retarded persons

in acquiring the necessary resources and at-
.

W
as started in response to w

hat w
ere felt to be

trotting enough persons
to

serve as citizen

defisciencies in protective services; m
ost notably

advbcates.
felt

the _potential
_potential conflict of interest

It w
as fet

_
C

itizen advocacy program
s have not been eval-

that persons receiving a salary from
 a goiiern-

uated in term
s of im

pact T
h11' represents a gap

m
ental agency could not use all their efforts to

inknow
ledge.

P
rovide services to their clients. A

t som
e point,

.0

their interests (keeping their job) w
ould con-

flict
w

ith
those

of
their

client
(receiving

,ervices)
A

nother dim
ension of

citizen
ad-

yocacy; one for w
hich the need has been

locum
ented, is that the expressive needs of the

iandicapped person the need for friendship or
om

eone to talk to) are given equal w
eight, w

ith
is instrum

ental needs (those econom
ic or legal

t
functions necessary to

his w
elfare, that the

ndividual m
ight'need-assistance in perform

ing).

rotective services exist in all S
tates, but special

rovisions for handicapped persons are m
issing

ri m
any of them

F
or exam

ple, guardianship
aw

s,
relating

to the intervention of an
in-

erested person (relative or designated friend)
o adm

inister the property and/or protect the
ell-being

of a child or person
in need of

(assistance, have special provisions for handi-
capped (including retarded) persons

in
only

nine states O
f these nine, only four (C

alifornia,
M

innesota, N
ew

 Jersey, and O
hio) have

a

protective
service system

 accom
panying the

law

T
he first citizen advocacy project for m

entally
retarded persons began in 1970 in 'Lincoln,
N

ebraska B
etw

een that tim
e and m

id 1973, 46
offices w

ere functioning' in thelbnited S
tates

and C
anada O

ther cities havillexpressed interest
S

ee references 97, 122

'96



A

1.

1

H
ow

 D
o A

ttitudes A
ffect the R

ights
1

of
M

ent Ily R
etarded P

ersons?
1

r

t
is

w
idely believed

that
attitudes tow

ard
entally retarded persdns cleterm

inethew
ay in

w
hich they are treated. B

ecause of this, m
any

attituclinal studies halve been undertaken
A

t-
titudes have been studied w

ith regard to dif-
ferent activities (school2w

ark, m
arriage, inS

titu-
tionalization)

and am
ong

different
groups

-
(peers, teachers, parents, m

en, w
om

en)

D
ifferent theories have been tested, e.g., that

experience w
ith m

entally retarded persons im
-

proves attitudes tow
ard them

: or that children
in special classes are seen m

ore positively than
children in regular classes, or vice versa.'

T
he results of attitude studies

are- generally
inconclustve and leave a m

ajor gap in current
know

ledge. M
ost of them

 do show
 an unw

illing-
ness to allow

 m
entally retarded persons the

sam
e freedom

s expected for other citizens. A
nd

it
has been pointed out that tw

o im
portA

nt
\paingshave usually been ignored:

,

M
ost attitude surveys have asked people to

respond to stereotypes of retarded people.B
y

describing subjects as "eternal children," or
"unable to develop past a m

ental age of
nine,"

researchers
m

ay
have

been
pre-

determ
ining the kind of response they re

ceived,
thereby `reducing 'the:- validity

of
findings

E
vidence

is
m

ixed Q
 n

w
hether expressed

attitudes determ
ine people's behavior T

here
have been som

e studies w
hich show

ed that
people harbored negative attitudes tow

ard
m

entally
retarded

persons,
but

in
M

ei(
dealings w

ith individuals w
ho w

ere m
entally

retarded they acted positively

'to

T
he

P
resident's C

om
m

ittee on
M

ental
R

e-

tardation recently sponsored a nationw
ide poll,

conducted by
the

G
allup

O
rganizatiorl,

to
investigate how

 A
m

ericans accept the presence
'of m

ildly and m
oderately retarded ,people in

norm
al residential and viork.ebvironm

ents.

S
onie of the results are these:

O
nly

five
percent

of
respondents w

ould
object

to w
O

rking
alongside

a, properly
trained,'

m
ildly

or
m

oderately
cew

ded
person.

O
nly nine perceni w

ould object ,to having a
group of six m

ildly or m
oderately retarded

persons w
ho have been trained for com

-
.

ity
life

occupying
a hom

e on their
block.

F
ourteen perc

t think there is reason to fear
m

entally retarded people.

T
he poll presents results of w

haLpeople say
they w

buld do or believe T
heir statem

ents m
ay...,

4
not alw

ays ,be reflected
in

their`,,subsequent
actions.

r

S
ee references 43, 49, 91

91,



hat D
o M

entally
R

etarded P
ersons

ave to S
ay?

1970 in M
alm

o, S
w

eden, a group of fifty
entally retarded ypring adults m

et tb discuss
eir 'needs and w

hether they W
ere m

et or
m

et.
4.,

ere are som
e of their ideas, as reported by a

oup leader.

Leisure T
im

e

W
e w

ant to be together in sm
all groups

during our leisure tim
e

T
here should be m

ore possibilities for sports
and exercises

W
e W

ant to have leisure tim
e together w

ith
other youngsters of the sam

e ages.

W
e have all agreed W

at w
e w

ant m
ore pow

er
of participation in decision-m

aking, especially
in pl[tining and im

plem
entation of leisure

tim
e activitie,..

n Living C
onditions

W
e w

ish to have an apartm
ent of, our ow

n
and not be coddled by personnel, therefore,
w

e w
ant courses in cooking, budgeting, etc

W
e w

ant the right to m
ove together w

ith the
other sex

v ^hen w
e feel ready .for it, and w

e
w

hen w
e

also
w

ant.. the
right

to
m

arry
ourselves feel the tim

e is right

W
e w

ho !Ivo
<

institutions
found that

T
he hom

es should be sm
all,

W
e w

ill .absolutely not have specific hours.
to follok%

 inr tel
of going out, returning,

etc . and
E

ven in institutions, w
e w

ant to be able
to go steady and live together w

ith the
other sex w

ithout having the personnel
interfering w

ith our private lives

O
n E

ducation

J
W

e think that the nam
e "separate school" is

degrading.

T
here should be student councils w

hich can
take part in decisions abO

ut the curriculum
,

the choice of books, leisuieN
tm

e activities in
school, etc

O
n W

ork

W
e dem

and m
ore interesting lobs:

W
e do not w

ant to be used on our jobs by
doing the w

orst and the m
ost boring tasks w

e
do at present.

*W
e w

ant that w
hen w

e ate w
orking in the

open m
arket out fellow

 w
oikers should 140

inform
ed aboutvour,handicap.

R
ecently, in C

alifornia, eight m
entally retarded

adolescents discussed w
hat it m

eans to be called
retarded

It's m
ore the w

ay it
is said.

It's not that
w

ord It could he any w
ord,.really

Let
the

kid go out and m
ake his ow

n
m

istakes and learn from
 them

T
hey'll grow

 out of som
e lof the m

ental
retardation]

,
t

if
the m

other 'protects
them

. they'll never grow
 out of it

Y
ou gotta evaluate

the youngster
on antb

individual basis N
ot com

paie one to4another,
like a tennis m

atch

S
ee references 10,

133.
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A
re T

here O
rga

F
ull C

itizenship
r P

ersons?

)
M

any of
the devil pine

m
ental retardation

lave
through the efforts of a gi
in

1950,
"P

arents
R

etarded C
hildren,''

A
ssociation

for
R

e

and, in 1974, "T
he

f4yrded C
itizens

to include m
ore than

than 1,500 S
tate and

local
unit

has
sign

N
A

R
C

A
l though

N
A

R
C

vocating for m
entall

are m
any others In t

nam
es and addresses

m
ake up the leading

m
erit

for
m

entally

ns O
orking for

entbIly R
etarded

its
A

n
the field of

ieen' brought about
up that called itself,

and (riends of M
entally

lo
1

arded
N

ati
he

250,
local

bean

s
a

ret
F

ie for

if so
edge
re tai 951, ''T

he N
ational

C
hildren (N

A
R

C
),

nial A
ssociation for

ssociO
ron has grow

n
00 nitim

bers in m
ore

m
ectilier units E

ach
ant' norny

in
the

m
ajdr

group
ad

riled ,peisons, there
ow

ns y listing are the
ie orglanizations that
of the rights m

ove
led

itizens
A

s
is

becom
ing increasingl

m
ot coM

m
on, m

any of
these groups deal n

t
ju

t
w

ith one classify
cation of handicaps, rut vital gi-oups of fiandi
capped

persons,
spch

derV
elopm

entally
disabled,

or
w

ith kiandkapped
persons

rn
general

S
ee reference 80

N
ational A

ssociation for R
etarded

C
m

/ens (N
A

R
C

)
'7709 A

venue E
 E

ast
P

 0 B
ox 6109

A
rlington, T

exas 76011

T
he C

ouncil for E
xceptional

C
hildren (C

E
C

)
S

tate F
ederal C

lealinghO
LIW

1920 A
ssociation D

rive
R

eston, V
irginia 2201

A
rne' w

an A
ssociation on W

ith)!
D

eficiency (A
A

M
D

)
5201 C

onnecticut A
venue, N

 W
W

ashington, D
 C

 20015

N
ational Inform

ation C
enter for the

H
andicapped (C

loser Look)
B

ox 1492
W

ashington. D
 C

 20013

N
ational C

enter for Law
 and the
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