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ABSTRACT
This state-of-the-art paper is one of several volumes

which describe.the characteristics, quality, and costs of services to_gkv
severely mentally retarded, severely emotionally disturbed, \
deaf-blind, and severely multiply handicapped clients age 21 and

under. Part I of the vqQlume consists of a subjective distillation of .
the concepts and research reported in Part II. It discusses many of '
the issues for which documeritation and research support are later. y
provided. It also includes an historicel context for the three major’
categories of handicap and treats some issues on which little '
research is available. The final 'section of the first part presents
some of the speculations as to the”direction that .provision qf care

for the severely handicapped will be taking in the futuge. Part II is
the research revievw containing five sections. The first- four

represent the handicapping conditions of interest to this studys

severe mental retardation, severe emotional disturbance, A

- deaf-blindness, and severe multiple bandicaps. The research is
discussed -under the same basic rubrics vherever possible. For the

three major handicap categories (mental retardation; emotional
disturbance, and deaf-blindness), there are the following ’ .
subsections: problems of definition and classification; prevalence
studies; research and demonstration; measurement; guides to
providers; and bibliographies. The treatment of the fourth category,
‘multiple handicaps, is much shorter and has fewer subsections. The
fifth and last s®ction covers research studies vhich are concerned

.with more than one type of handicap. (RC) -
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PREFACE :

Project Overview o - e

uly, 197;\§ht Associl\ates was awarded a c0ntract by the Offlce
of Planniny, Budgetlng and Evaluation’ (OPBE) of the United States Office

of Education to conduct a natlonw1de "Assessment of Selected Resources for

Severely Handlcapped Chlldren and Youth" (Contract No.hOEC—O -73-7030) . The
present volume is one of a ‘five-volume series produced over the course of

the project to describe the characteristics, gquality and ‘costs of serv1ces . )

: . & . o
to severely mentally retarded, severely emotionally disturbed, deaf-blind ) T~
and severely multlpLy handicapped c11ents age 21 and under, in 100. .

- providers across the natlon. - v N .

For the purposes of this study, “severely"I handicapped children and
youth were functionally déTined as those persons_age 21 and under who are b
either mentally retarded, emotionalty(disturbed, deaf-blind or multiply.

handicapped and- who exhihit two or more of the following behaviors with a

high degree of regularity:’ } i

/',

) Self—mutllatlon behaviors such as head banging, body
scratching, hair pulling, etc. which mayfresult in

danger to oheself , e o

e Ritualistic behaviors such as roqng, pacing, "autistic'- .
like behaviors, etc. which do not involve danger to

"\\\\ oneself; N : ' . .
: e Hyperactive-aggressive behav1ors whlch are dangerous
‘to others; . -

s
. -

’ { i . . « .
e Self-stimulation behaviors such as masturbation,-stroking,
patting, etc. for a.total of more than one hour of a

<

waking day;
® Failure to attend to even the most o:onopnced social
1 : stimuli, -including failure to respond to invitations ;
N from peers or adults, or loss of contact with reality; .
- @ Lack of self-care skills such as t01let training, self— .

‘feedlng, self—dress1ng and groomlng, etc.; .

e Lack of verbal communication skills;, ' , )

e Lack of phys1ca1 mobility 1nclud1ng conflnément to S
bed, inability to find one's way around the institu- ' '
tion or facility, etc. - ‘ y
L8 .
A
v
)3
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The pro;ect was conducted in threq phases: I) review of the o LA
3 Y e ¢
literature and development of a state-of-the-art paper aga annotated -
0’.)
blbllography, I1) conduct of a survey of potent1al providers of seerces o

to sevErely handlcapped clients age 21 and vhder and the‘development of datdn:..

collection instruments for use in the third phase; III) site visits to

1

100 providers, data analysis and report‘writ;ng.

. ’N! . . | ——
Phase I consisted of an extensive review of the literature for
the purpose_/f developlng an annotated blbllography and state-of-the-art

paper on research and services for severely handlcapped chxldren and

‘,l

youth. Volumes 1 and 2 of the series were developed during this phase .

of the study.

ﬁhase II included the development of data collection instr;);nts ) .
for use during the third phase and a)mall survey of potentlal providers
of servrces xéNseverely handicapped chlldren<and youth across the nation.
The survey was conducted for the purpose/of creating a‘pool of prov1ders__,() i
from which lOO facilities could gg selected for site visits. From the A {\\\
1,550 respondenﬁs to the mall survey, 100 prov1ders;were selected who
serve severely handicapped cllents age 21 and under. The selection of
the lOO prov1ders was accomplished by grouping the respondents to. the
survey inbo elght sampling categories accord1ng to whether éhey offered f\v
‘prlmérlly day or re51dent1al services and accordlng jto the number of
severely handicapped Cllents age 21 and under they erved. In order to
obtaln a final sample of prov1ders whlch served a r ge- of handlcapplng
conditions, prov1ders were also selected*based upon “whether they served a

ma;orlty of cl;ents who are either severely mentally retarded“gseverely

emotlonally d1sturbed deaf-blind, or severely multlply handicapped. 1In -
addltlon, some providers were selected who served a mixed sever@ly handi-
capped populatlonf G - ‘ ) .

H

Phase III of the study con51sted of data COlleCthn, analy51s and : |
report writihg. Each of the 100 providers in the final sample were visited :
by two Abt Assoc1ates,f1eld staff for approx1mately two days dur'pg May or,

June, 1974. Durlng these visits the Abt field staff conducted 1nterv1ews

")
staff who were most knowledgeable abgut the services being offered to

v

with the program or institution director; selected ward, unit eor classroo:u

- . v

. B . . . .
e
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. . . -
severely handicapped clients; and the budget director or other per;onhel/f
\ : o
most knowledgeable about the provide:Ls budgeét and costs of services.. 'In
. - . \ i

addltlon, one member of the field te spent one'of the two days observing

- severely handicapped cllents throughout th&\fac111ty. Theke data were,

analyzed by Abt Associateés pro;eptvstaff and descrlptlve case gtudles 'ﬂ
‘were written to provide a comp051te plcture of the characterf%tics, quallty,
,  'apd costs of provider services to severely handicapped clients. 3.0

3
The éutput of the study con51sts of a ;;§e— olume. flnal report
as follows: ‘
. L 4 ) '
Volume 1l: A State-of-the-Art Paper .
Vologe 2: A Selected, Annotated Bibliography, : $;\”wm I
Volume 3: Data Analysis and Results LA “ ’
Volume 4: Case Studies of Provider Services g
Volume 5: Co usions and Recommendations
¢ -
. - \3 A » .
| L
- - ‘& \\ ‘ kl
¢ .
, _
4
\
' /
-
J
7 \ V
!
. .
' ‘ LY
3 e ‘ :
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FOREWORD

Over the long course of man history, it has been only'compar—
f//ﬂat ly recently that atypica%{;?ﬁ dren, those with physical, mental, or
emot Onal anomalies, were considered worthy of public ‘concern. Until the
mlddle f the nineteenth century, the Poor Laws, inadequate at best but
more frequently ignored than Implemented, were the ‘only public_recourse
for the care of handiocgbped children. Because the frequency of epidemics

at the publlctalmshouses COnSlSted a health hazard, and the presence of

owners who wanted the labor of the able—bodled poor
_to take a number of crippled or handicapped chlldren as{well S%nce no
records were kept and the contractor was not heldiaccdunéable for the chil-
dren entrusted‘to him, the fate of the handicapped child gan be easily
\Fimagined. ’ ‘ '

Even while §he-prevalent mode was auctioni - or 1ndentur1n§*of unwanted

- children, the early years of the nineteenth'cevwgty saw a gradual dffferen—
tiation among the various types .of handicaps. ‘éé’the continent, the separa-"

tion of the mentalI{ retarded ehil from psychotics was ‘conceptually

recogn;zed long before separate arf gements for/éare were provided. .In

%rance, Seguin began developing phys logical and sense training methods

for the educatlon of mentally retardéd children in 1839, and the first
school for the feeble-minded in the United States was opened. 1n{§assachusetts
Vln 1848. Although legislation for the establlshment of a similar institu-

txon in New York had been 1ntroduced two . years earllerh no action was taken

there until 1851. ) ’ . : 4 - \\
o\

3
“‘ﬂhbeut this same) time, there was a growing concern for the_care of
children with other types of handicaps. By 1850 there were eight state

_institutions for the blind and by 1860 there were Six’ states with some
provision for emotionally disturbed children. Even before the movement *
“to educate the-mentally retarded children hadigotten off the ground, how-
ever, the soc1olog1cal studies of the Jukes and the Kallikaks ushered in ,
a period in which feeble—mlndedness was assoc1ated with crime, pauperlsm,

N . ’ . . ' ' y;
i 1 , - /
11
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. - . ,
and degeneracy. Since such experts as Tredgold in England ‘and Goddard in
the United Sta%es had stated categorlcally that at leasté90% of ‘the etiology

of mental re?ar was heredltary and Seguin's work had not produced
the dramatic "cures" afiticipated,/the budding interest in education was

shifted to the ultimate solution) ster}lization. *
[

Even the great Fernal'd, afiter whom many schools for mentally retarded
people have been named, had little constructlve to say about the mentally

. G * —
retarded. In a speech given/in 1912 he stated; o~ ’A\\\

° < never capabl o¥ [self-support or of mpnaging their:
own affairs. 'JA great majoritY‘ultima ely become
publlc charges 1n some form. They cause unutter-
“gble sorrow at home and are a z

the commum.ty.
g

3

only the proper environmerrt “and oppoxtunity for’
'development and expression of his criminal tendencies.
The converse prop051tlon, that "the proper environment and opportunity"”

could also- make it posslble for these human beings to lead fulfilleds and

soc1ally useful llves, was not explored.

-

: Subsequent to World war I and contlnulng along into the 1950 S]Fil

f@reat deal of attention was given t} develpping theoretical formulations
rovision for handicapped

concerning handlcapplng conditiens. Public
children and adults continued to exf-and durlng this period, but the pri-
mary function of SUChgﬂﬁgtltuthnS was segregatlon., Facilities contlnued
to be basically, warehouses for the storage of bodles, where those who were
_funpleasant or offensive because they were unproductlve, 1ncompetent and/or
unable to c0ntrol their bodily functions, were prov1ded with m1n1mal sub-

sistence untll a "natural" death occurred. Wlth some slight amelloratlon,

‘th¥se were the conditions which generally prevailed until after the election

..

~

of Pre51dent John’ .nedyf

Irr his Message to{Congress in February, 1963, Pra51dent Kennedy indi-
cated his intention to develop a "bold new approach! to the care of the
mentally " handlcapped/Aa as’to maximize their pOSSlbllltleS of assuming

ia useful role in society. This perlod was also influenced by the pre-

R

T
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occupatlon with . the ‘effects of cultural deprlvatlon env1ronmental handl—

caps, and the unequal opportunities afforded minority people, which were'"

° having such an lmportant impact at that time.

During the decade whicﬁ¥hasvelapsed since then there has peer an
enormous investment- of public funds in ‘studying the etiology of handi—
capping conditions and in the development of ‘treatments and techniques for
amelloratlng thelr effects, with the result that a volumlnous llterature
is now avamlable. One of the maJor changes in empha515 in thlS period has
'been from primarily bas1g care to habilitative or rehabllltatlve servi{ts.
'Only recently has leglslatlon been passed in some states assurlng every
'chlld, no matter how severely handicapped, an equal opportunlty to receive
as complete an education as poss1ble. A corollary of thlS recognjtlon
‘of publlc respons1blllty is the belief that even the most severely handl—'

.capped person has the right to, and is capable of, a meanlng%ul life.

In sp1te of numerous studies, demonstratlons, and outright grants to
providers, the Bureau of Education for the Handicapped estimated in 1973
that only 40% of approximately 7,000,000 .handicapped children were recelving
adequate services. Furthermore, since the incidence of severity along the
dimension of handicap has not been charted, it is extremely likely that a
large proportlon of the unserved fall into the category of the severely
‘handicapped. There is thus a critical need to survey the. llterature and
determ;ne what is known about this d1sproportlonately neglected segment of
the handlcapped populatlon.‘ The present work is an - attempt to respond to’

' this need.

RATIONALE AND ORGANIZATION OFlTHE STATE-OF-THE-ART PAPER

In prepa?ation for the mriting of this paper an extensive literature.
rev1ew was conducted, resulting in the volume entitled: "A Selected, Anno-
tated Bibliography ‘on Severely Handlcapped Children and Youth." Most of the
articles, books, and other sources mentioned in this baper are fully ref-

erenced in the Annotated Bibliography.

The State-of-the-Art paper actually ‘comprises two distinct parts.
Part I consists of a subjective distillation of the concepts and research

reported_in Part II. It discusses many of the issties for which documentation

4
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- and research support are later prov1ded >In addition)'ft inciudes an his-
torical context for theAthree major, categorles of handicap and treats some
issues On whlch llttIe research is available. The final section of Part I
presents’ some of the speculatlons as to the dlrectlon that provision of care

for the Severely.handlcapped W111 be taklng in the not too dlstant future.

.Part II of this report is the research’ rev1ew. There are five sectlons.
The. first four represent. the handlcapplng condltlons of interest to thlS
study: sSevere mental retardation, severe emotlonal/dlsturbance, deaf-
bllndness, and sev’ multiple handlcaps. “In’ every case the focus is on .

those chlldren and youth with the most severe levels of impairment.

’ Th each of the above four categories, the research.ls discussed under
'.the same basic rubrics wherever possible. for the three major handicap
categories (mental retardation, emotlonal d1sturbance/énd deaf—blindness),
there are the followlng subsections: Problems of Déflnltlon and Class1f1ca—
tiaon; Prevalence Studies; Researdh,and Denonstratlon; Measurement; Guides ‘

n

to Providers, and Bibliographies.

The treatment of the fourth category, multlple ‘handicaps, is much
shorter and has fewer subsectiops. Thls is due- only in part to the fact
that there is comparatlvely little llterature in this area. More 1mportantiy, 'L\/
the category 1tself is extremely amorphous. " There is always the need to

strip away ehe global charactefizatlon of “maltiple" and look at the specific .
. 1

phys1cal anomalles and performance d1sab111t1es of’ Whlch it is comprised. 5
For thlS review, all_ references in whlch one of the handlcaps of concern is ¥
either deafness or blindness, or both, are discussed under the Deaf—BIind P

[l

rubrlc (section 3. 0); the multiply handlcapped menta?ly retarded are included R
in the section on Mental Retardatloé (section 1.0) and the emotlonally ’

disturbed mentally retarded are under Emotlonal Disttrbance (sectlon 2.0). o
ooty

’
i

Yet the designation of multl—handlcapped has acqulred a unlqueness.
and identity q.'lts own in the past few years._ This is probably due to the
fact th#¥ the rubella virus, whigh has such- a devastatlng effect on the
embryo durlng its developmental course, after the epidemic of '1964-65 resulted
in the birth of a great many children handlcapped in perceptual, sensoxy-

motor, and‘mental functioning. Thus the multl—handlcapped category comprises

14
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‘a combination of sensory, mengal, and physical problems,'and inéludes brain-

damaged, cerebral palsied, and orthopedically imapired children as well

The fifth and last section covers research studies‘whlch afe concerned
with more than one type of handid?p; they could 'reasonably have been cited
in two or more of the .four pre ding Sectigns. This alternatineeeould have
,resulted 1n a great deal of ;édundancy, and would also hav:‘fisked los%ng

some of the total impact of'the original documents. 1t wad® therefore re-

jected. Instead, a fifth section entltled, “Research on All Severg Handlcaps,

was created. 1In it are/rev1ews of a number of textbooks and compilations

of materials. Most }mpertantly, it includes the Guides to Provigers serv-
ing the entire rangé-df'handicapping conditions. It does not, however, have
the uepal subsectiqnlon Research and Demonstration-since few such stud;es
focus on more than'one handicapping condition. In addition, the finai sec-
tlon includes materlal on current leglslatloﬁ'as well as costs of services
to severely handlcapped children and youth across all four handlcapplng

conditions. 5 ' ) ‘
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T - 'PART I: SEVERE HANDICApprG CONDITIONS . ,;2_

- After a thorohgh 1mmers10n 1n the llterature, we have become aware
of several domlnant themes whlch surface again and agaln. By far the nost
. pers1stent of these is the realL;atlon that it is both futile and non-
-productive to«attempt to separate the problems ‘of definition. and classtlca—..
.tion from those of. measurement and estimates of prevalencel Two major‘.
themes‘derlve from thlS'pOSlthn. The first 1s the need to cut~free from
‘ the tradltlonal categorical labels, to deal w1th persons, not dlseases and
deficits. Onog this leap has been taken, a number‘of corollary 1ssues
'emerge, relatin§ to treatment approaches and settings. :
. \
The second major theme is less perceptlble and has a much more d1f— o
ficult time breaking through the lmpacted theories of various d1sc1p11nes.

It postulates a need to address, tlie problems of the severely handlcapped

l
<

on three separate levels: preventlon, remedlatlon, and educatlon.

-

nis paper. However, before we can fully understand the bases

These rvasive themes will be discussed in detall in the subsequent
sections'ofR:Q

and rationale of the categori

h1stor1cal roots which have

in the three major handlcap areas. . ) . - 8

‘

1.0 HISTORY OF THE CATEGORICAL APPROACH

1.1 Mental Retardation

The h1story of our knowledge of mental deviations extends far back
into’the pre—Chr1st1an era. The Therapeutlc Papyrus of Thebes (1552 B.C.) ¢
- contains undouBtedly the oldest wrltten reference to mental retardation.
Too, Galen, a Greek phys1c1an in the second centuf& A.D., discussed varia-
tions in mental ability 1n his medical writings, and there were mahy other
early"philosophers and scientists who were interested in exploring the most

extreme forms of human behavior. .

Among primitive and superstitious peoples, "fools" were thought to. be
"touched" by God, and were accordingly given many .privileges and considera-
.tions not enjoyed by normal members of society. Or conversely, they were

~—— - .
considered "possessed" by the devil and persecuted as witches. At other

6 - ' . .
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+ of\the king. 1Ironically, with the period of the enlightenment and the con- .

&

tlmes, a dev1ant Chng was ‘considered God's curse for the misdeeds of the A
@ [

. parents, and hence |'shameful stigma. In any case, abnorﬁ%llty .was commOnly

viewed as an unfortunate acoident, a "sport" quite unrelated to the heredi-

tary patterns_of thelparents or their 11v1ngAcond1tlons.
‘ v

) Thus the Greeks were known to have kll;\d\or -abandoned handlcapped
children.\ The Romans could afford the luxury of mEintalnlng a certa{n/number/
of the mor amus1ng variety as "fools". for their entertalnment, while the
Pers1an rellglon d!manded compass1on and care fox unfortunates.' Slmllarly,‘ f "
the Chrlstlan dogma Wthh pfévalled during the Middle Ages preached man s . ,idfi;'
respOns1b111ty for all hlS human brethren, 1nclud1ng the sick, ‘the poor,
‘and the handlcapped Many deaf bllnd and mental 1ncompetents were oOffered
havens in hospitals and .asylums of various religions orders. A famous
rellgmous shrine at Gheel placed both the 1nsane .and feebleminded in private
homes,lthese were probably the flrst formal "famlly—care" arrangemehts. About
the same period, in England, the mentally incompetent were supported as wards

cept of individual responsibility, a far less liberal attitude was displayed

"to those who not only‘could not make a productive contribution to the economy,

but wefe also a drain on its limited resources.

In all this early history, it should be poipted out, there was no real’
effort to categoriée the varieties of incompetencies. Rather,4there.was
what might even be cons1dered a behav1oral approach. Persons who were ab-

normal and d1d not "fit in," for whatever reason, were commonly dealt w1th ‘

. 1n ‘the same way. We find the "poor, halt, and blind" in ‘thé same alms—

houses and dungeons, while the manic and potentially dangerous deranged or

defectlve persons ‘were often placed in prisons, even though they had not ,

‘commltted any crimes.

B r
A definition of severe mental retardation couched in modern terms first
appeared 1n 1534, and a distinction was made between idiocy and insanity
in 1690 (Doll, 1972). From these beginnings, the trend toward categorical

labelling began in earnest. For years, work with the retarded continued

“to be tied closely to the sensory methods developed in the study of the dedf

S

and- the blind. Thus, almost all of the early progress in education and

rehabilitation was made by physicians rather than educators. And so there
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'is a logical basis for the med1cal—patholog1cal prlentatlon whlch continues
!to permeate‘a‘great deal of the research and treatment of the hand1capped.
'As medical research and practlce branched out xnto numerous areas o -
spec1allzatlon, a»correspondlng effect was . felt in the study of a1X'\types

,of abnormal manifestations. The new sc1endes such as genetics,, pathology,
neurology,.blochemlstry, etc., each cut off a’ small segment of the “total
problem to examlne mlcroscoplcally and separately, coming together only

: to add stlll an é& term to the burgeonlng list of etlologlcal descrlp-
.tions. These wer cons1derably augmented, at the %urn of the century ‘with
the emergence of the s001a1 sc1ences. Now psychology, psychlatry, sociology,

anthropology, and all their- spllnter disc1p11nés, produced a new source of

categorlcal class1f1catlons.

- . . PR e

1.2 EmotionalCDisturbance N

The early study of behav1oral dlsorders did not become d1ssoc1ated

from that of mental deviance in general until the beginning of the 18th
/

century : g ) - ) [ /.
However, although references to behav1ors whlch now would be cate—
gorized as severe emotlonal dlsturbance appeared in the" medlcal and psychlat—
ric wrltlngs ‘of the 1800 s,lthe deylanC1es were described 1n the termlnology
appropriate'to adult psychoses. ThlS homunculus approach led to the diag-
nosis of 1nfant11e manias or 1nfant11e 1nsan1ty. Most . of the time, how- ,
ever, chlldren #1th behav1oral d1sorders were considered under the réather

amorphously def1ned rubrlc of mental deficiency, w1th or without organlc
v ;

deterloratlon. ’

Perhaps the first labels appllcable to children and yOuth ‘were c01ned
by Kraepelln in his text Dementla Praecox, published in Engllsh 1n 1919.

This broad complex of syndromes was used retrospectlvely to 1dent1fy adults

whose aberranc1es had their roots\in early adolescence, or- even, in a srall

percentage of cases, early chlldhood. One of these,. hebepwg?

began to be used in dlagnoses with adolescent patlents. lin belleved

-2,

that the varlous forms of dementla praecox were due' to cerebral degenera-
tion or metabollc disorders whlch weré both progress1ve and irreversible,

providing a completely,pe351m1stlc prognosls.‘ In effect, this 1mportant

> T \
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contribution to the analysis of adult psychoses discouraged research on the

: d1sorders of young chlldren.'

The attrlbutlon of psychoses to ‘Physiological causes cont1nued to he
dominant in psychiatry for a long time after Freud had brought out his .
theories of the psychologlcal and emotional gene51s of abpormal behavior.
Not untll Bleuler formulated_hls concept of the "schizophrenias" was there ‘
any publlshed record of anﬁattempt to coordlnate phys1 logical and psychol-
ogical theor1es. Although applied prlmarlly\to his woxk with adults,
Bleuler S descr1ptlon of the major symptoms of schizophrenia converts
readlly arid usefully to the cla551f1catbqn of disorders in .children. It
also ‘provides the basis for the’ therapeutlc—analytlc or1entatlon whlch has -
untllurecently been the preValent method for deallng with behavior . d1sorders
of. young children. Most psych1atr1sts contlnuéd to -view the appearance of
dev1ant behav10rs rp chlldrén simply as the forerunnér of adult psychoses.

‘ a maJor bas1s for the unw1111ngness to deSLgnate any behavior in-.young

chi en as, abnormal was the absence of gu1dellnes for the description of
normal development. This was part1cularly true wher® the ‘principle of
cont1nu1ty of human behav1or was accepted Under thi's formulatlon, all
behavior is continuous and re are no sharp points: of dlstlnctlon between
~the normal and the abnormaltighgre are only degrees of variation from a
hypothetical norm. D1scont1nu1ty theory postulates that aberrant behav10r-

is not only a difference 1n degree or &EZLtlty of unusua%nbehav1ors exh1b1ted,
but also a major d1fference 1n‘the kind or quallty of these behaviors. The
conflict between continuity and discontinuity theories continues to be a

major area of d1sagreement at the present time.
&
[

with the advent of the 1930's, the cons1derat on of behav;or dlsorders~
in childrenlbegan to take on an 1dent1f1catloq apart, from work with adults
(e.g. Potter, Bradley, Despe}t Mahler, Szurek, Bender, Kanner) Although
described in d1fferent terms hy the early 1nvestlgators, ‘there seems to be
_consensus-on Certaln characterlstlcs of .the emotionally di.turbed child.
' These include lack of contact with real;ty, inability toc -orm emotional
relationShips, defects of verbal’communication and sensory reception, and>
blzarre psychomotor beA§v1or. Emotional disturbance has been de.crib&d as

ca geneygic soc1etal problem which, involves three major characterlstlcs

o 19
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disability, deviation, and alienation. Yet it is more than a simple sum of

its varied manifestations: it is a human system in distress.
. . Iy |
Because current wofk with emotio?al disturbed children has so md?y

een a number of/attempts to

different theoretical sources, there h
*develop a conceptual framework.which r Hains all the variety without losing

any of the power of analysis and interpretation.

i

., A number of.théoretical models haveebeen constructed to deal with-

: pathological behavior. Each of these encompasses a basic methodolggy, a
distinctive orientation, some integrative principle related to behavior

genes1s, an approach to amelioration, and a unique stamp or ambience which

{
distinguishes it from other models. There axe three general theoretical :#"

models: psychotherapeutic, behaVioga;Qaand SOCiological In diti;;g”f '
several less ‘complete models deriﬁéf £o iwi HISic three. The chBChera-
. r&/;”:.. ‘ ol
peutic model has clear tiegf d
e ,)/’/ ,';'}_.‘ff:s
-:&M/.,
i
The behaVioral-psychologic B
traditional conditioning theoﬁ&es of Pavlov, although these were completely
- transformed by Skinner in his development of opérant psychology. Finally,
Durkheim is, generally credﬁféd w1th the application of SOCiological theory/

the etiology and interpretation 05 deviant behavior. The several theoretical

R w1th many - modifications and

new inSight,*w introduced 1d~

3

»
systems may - emphaSize different features of specific syndromes., Psychothergfy,

behaVioral psychology, and biogenetic theory, for example, relate to the
manifestation of the disability, SOCiology is concerned primarily w1th
deviation. "';: R o . .'v' .
The various theoretical positions are further *confounded by the contri-
butions of a rather distinct group of'critics who oppose all theoretical ‘
" models of aberrant behaVior. For convénience, they have been labelled the
“counter-theorists DeriVing from the ex1stential philosophy of Husserl
and Heidegger, they are um1fied by their radical challenge to the abcepted
preconceptions of disturbance, dev1ance, and psychosoc1al disability. They
« are not a'homogeneous group. Herbert Marcuse and Norman Brown are socio-
cultural reformers who tend to a behaVioral model, while Laing has come out
. Qf. the traditional psychodynamic school. They, share a’'common rejection of
current methodology, theysrefuse to reduce ideas to prescriptive princ1ples

e
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"of behavior genesis, and they objecE to curreht treatment ‘methodologies.
On the positive side, they believe that all human behaviors should be
freed of repress}ve institutionalization and cultural imposition, and they
maintain that, even the most bizarre behaviors are still part of the.total

spectrum of possible human responses.

"Counter.theory as had a considerable impact not only .on the descrip-
tion of emotional hehavior but also on the entire categorical approach:
Thisdhas been'accomplished in spite of the fact that counter theorfsts
have produced no crucial ev1dence nor critical experiments to invalidate,
any of the basic principles of behav1or on which the major theorles are

built. The usefulness and appllcablllty of ba51c paradlgms of learnlng

theory, unconscious motlvatlon, and bjogenetic and. soc1ocultural determlnants,"

have not been serlously threatened.. However, what counter theory cr1t1c1sm
has done is. to ﬁblnt up .the necessrty of 1ntegrat1ng the three theoretical

systems rnto a un1f1ed model of behavioral analysis and treatment.

~

1.3 Deaf—Bllnd and Mult1p_x»Hand1capped

g Ly

Next to mental retardatlon, deafness and bllngness, as separate ‘'sensory

d1sab111t1es, have e longest historical background of any of the handi- *_,

capplng condltlons. HoWever, there are surpr1S1ngly few references to the
deaf-blind as a single entity. Perhaps the mosbxlmportant contrlbutlons to
the f1eld-ﬂaver\een made by dramatic successes achieved by persons such as
Helen Keller and Laura Brldgman These and a few other instances led to
the recognltlon that spec1al technlques could be used to break through the

communlcathp barrler so that the deaf-blind could eventually be educated.'

~ .?

There have been many conflicts as to the value of various 1nstructlonal
approaches. Some timeg ago, it was established that there was no physical

basis for muteness in the deaf—bllnd. This led to a strong push to teach

the deaf-blind to speak through the use of variousy vibratory and acoustlcal,

techniques. The distorted sounds which were produced after a tremendous
expenditure of effort were a deep disappointment. Today there is a turning
©away from the focus on mechanlcal production of sound to an emphasis on g

1ncreas1ng conceptual power through whatever sensory input channels are

available. ) . ) -

11
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as to whether or not a pexson i

-

There have alsgubeen some areas of disagreement as to what level of

measurable sensory deficit is to be used as the legal definition of blind-

~ r

ness or deafness. Yet at no timé has there been any serious disagreement

severely handicapped as a consequence of a

combination of these two deficits. Furthermore, since deafness and blind-

ness are tied ‘to identifiable physical structures involving-peripheral

"and central nexvous system netWorks, there has been little basis for con-

e physical impairment occurred

flicting causal attributions. The reasons

may be.questioned but not (except in ca' hysterically simulated sensory

1mpa1rment) the association of phy51ca1 anomalies w1th defiCits in function.

. . ~

. The historical background of the multiply—handicapped category 1s also
very limited. It, too, "has been torn by conflict between different theéoreti-
cal systems, but for oppos1te reasons. The whole category of multiple

handicaps is so amorphous that it may be considered a tacit admission of the

breakdown of efforts at.classification. _Thus,_it has contributed to the -

»

growing dissatisfaction with labeling and catedbrical classification.

2,0 PROBLEMS OF DEFINITION AND CLASSIFICATIdN AS THEY RELATE TO
MEASUREMENT»AND PREVALENCE STUDIES ’

ES

Whenever prevalence studies or incidence estimates haQe been'reported
there has been some cautionary note as to the- questionable validigy of the i
data.. Attempts to obtain definitive estimates of “the handicapped“ will o
continue to prove fruitless until the rules of the census game are made
sufficiently clear 8o that one person cannot be as§igned to two or three
different pigeon holes at the same tlme. Too, they must be suff1c1ently
objective so. that two census—takers do not attach different labels to the
same person. Such considerations quickly bring us to the problem of- clas—
sification and measurement. . . .

Even if these problems did not exist, there is one very serious hurdle
to the prevalence survey’which does not seem to have ‘been addressed in the o
literature. This concerns the sources from which data are obtained. In
most cases, incidence surveys canvass a variety of institutions._ regula} .

.schools, special classes, clinicsi hospitals,,etc. Using the traditional

categorical labels, they ask teachers or administrators to repor how many
29
lv
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children in their class r program are -in each of the categories. There
. o A ~ - . _ ' : .
is nd basis for assuming that teachers are capable of making such glne—grarned
R C o . .
diagnostic determinations. Even if they were, there is a problem which even

\ a g - )
expert d1agnost1 1ans must face- under what label does‘one count an_untest—.

- able . deaf—bllnd chlld with emotronal dlsorders? The situation is further

complicated by thd fact that many surveys are themselves categorical in
v
nature. Survey A is interested in the deaf—bllnd, Survey ‘B lh the mentally

retarded Survey C in-the emotlonally disturbed. Thus, a child in the

) MultlJHandlcapped Unlt of a School for the Deaf could legltlmately be

counted fthree times. And a fourth t1me, if .there were a survey of the multi-

handicabped.l i _ _ (e

15 contrasf to tAese sources of overestimate, there are other condi—;
tions whlch produce underestlmatlons ‘of the “true" incidence statistics.
The prevalence est;mate of the severely emotlonally d1sturbed reported by
oneAinvestigator is 4 1 l. 000. This fiéure was obtained from a survey
of classroom teachers. Agaln, accepting the unwarranted assumptlon that

a classroom teacher has the expertise to make such a d1agnos1s, any inference

that thls figure represents the 1nc1dence of severe behav1or disorders 1s

prepostetous. There is no ‘Xeason to belleve that even one- quarter of severely /
handicapped children in the United States are.presently enrol;ed in publlcr

»

school- classes. . .

So, how does one go about taking a census of ﬁandieapped persons? A
number of prevalence studies have?indicated that 40% to 60% of schpol—aged
hahdicapped childreh are not receiving any.type pf care at all. It is uhclear'
these flgures were determlned Most likelv’they were derived from the |
t@pllcatlon of stat1st1cal propertles of the normal curve to the total popu-
latlon. Whlle thls may be a. valld procedure where characteristics are
normally dlstrlbuted it is certalnly not appropriate where the condltlons

by their very nature are abnormally dlstrlbuted.

‘ There is strong ev1dence that extreme behavioral or physical anomalies
are acc1dents of nature or- env1ronmental circumstance. For example, it has
been est1mated that approx1mately 90% of all those with an IQ score between
52 and 67, i.e., the "mildly" retar ded, have no measurable brain damage or |,

central nervous system lmpalrment. -Because of the need to find an etio-

13 L



log1cal label, they are called "cultural-familial®™ retarded chlldren. 'I‘hey‘
are s1mply a5sumed to be at the lower end of a normally distrlbuted attri-

bute, intelligence. N

. Th& picture changes rad1cally when we get to the severely and pro-

) foundly mentally retarded. Almost 311 perSOns in this category show ev1dence
\ of accigdental and unpredlctable genet1c mlshaps, viral 1nfectlons, blrth
1n3ur1es, etc. The occurrence of blologlcal "sports" is not associated w1th i
ethn1c1ty, soc1oeconom1c status, or any of the other herltable variables to
whlch mild retardatlon is llnked It is unsafe to apply populatlon -estimates

to determlne the actual size of & severely handlcapped group.

A census of the handlcapped must, therefore, be a true census-~that. 1s,
_an. actual door<to~-door head’count. Th1s “tas® would be a dlfflcult one,

‘\g .
even assuming that the mOney for such an expensive venture Were made available.

In the’flrst place, many ‘of this group never surface to where ‘they can be

counted. Many famllles fail to report children of whom they have dlvested

themselves by permanent placement in a residential institution, or those they °

have locked.up in a’back bedroom or closet. The feelings of gquilt and

shame engendered by such’ offspring do not permlt their acknowledgement,

even to an 1mpersonal census-taker But suppose thlS vere not true, and

the parent were w1lllng to admit to a handlcapped child in the" family; would
‘h lay person be able to determlne whether a mute, unrespOns1ve child was

deaf, profoundly retarded or autlst1c° Even spec1a11sts often disagree

as to the approprlate label to apply to a partlcular syndrome of atypical

.behav1ors.
A

Thus we return to the problem of spec;fylng the rules of def1n1tlon and'
_measurement by which thre game of classification must be played‘b Borderline
d1scr1m1nat10ns, where behaviors are only moderately dev1ant from normal,
are admittedly far more complex. There are so many c0nfound1ng environmental
variables—-socioeconomic, ethnic, cultural, and-social—-which may prevent
the emergence of inherent abilities, or precipitate the appearance of sensory
'orAbehavior'disorders.‘ In comparison‘it is a far simpler task to identify
a severely handicapped person, for the severity makes the deviance obvious.

Here the problem is one of 1dent1f1catlon, descrlptlon, and measurement.

14




‘handicap has created its own body of ‘theory and terminology. Even today,
there are "specialists" in mental retardation, behavior disorder , the -
deaf, and the blind; andithere are a host of "spec1alizations covering
brain damage, cerebral palsy, and many other phys1cal and orthopedic dis—

<«

.abllities. o . ‘ o v

The press for greater spec1f1c1ty of classification has recently beén
given renewed impetus by the need of legislators' concerned w1th enacting
laws to protect the rights of handicapped populations. Since these laws
adopt the traditional categorical terminology, w1th special provisions -for
different types of handicapping gbndiSions, clear .guidelines for discrimina— ..

ting the different populations become essential.

Compilations of state laws dealing with the handicapped pointﬂap ehe
.stereotypio language. The following definition, although better than most,
is a fairly typical example: The exceptional child is "any child of educable ’
and trainable mind, under 21, for whose particular educational needs insti— “
tutional care and training are not available in this state, or who cannot
pursue regular classwork due to reason or reasons of defective hearing, vision,
speech or mental retardation, or physical condition as determined by compe-
“tent medical’ authorities ;;d psychologists. _ This description provides no

real basis for identifying the handicapped child, and places the' entire onus

of this responSibility on some ill-defined group of authorities. L,

In certain states there are legal stipulations which decree that children
with IQ's below 90 cannot be cons1dered emotionally disturbed.-»Accordingly,
Residential Treatment Centers for the emotionally disturbed speCifically
exclude the mentally retarded. How them can they determine whether or not
the mute, out- of—contact child is capable of normal mental functioning?

Most schools for the deaf and blind Wlll not accept the retarded, even
though they may also be deaf and/or blind. .Who can say to what degree
failure to perform on an IQ test is a function of impaired mental ability,
or the closed\channels of sensory stimulation which it is the task of these
‘institutions tdb open? There® must be some objective basis for determining

at what point mentally retarded or emotionally disturbed children can no

15



.' T . » . ’ . ,‘“ ) .. ° : u
.I “” T -/ ’ LT ' ' - { ‘:. .
14 ' V :
. longer be )etalned in regular plassrooms If they are excluded, who

decides whether a spec1al class or a res1dent1al facili;y 1ﬁ(most appro-

prlate, and on what basis?. .
., . « - . . s
The questlon of establlshlng levels ‘8t severity of 1mpa1rment is

am

¢ another aspect of the’ problem of classification. %There is a grow ng
tendency to base the determlnatlon of levels of sever1ty on behaV1oral .
cr1ter1a,'regardless of the medical or etiological dlagnosls. ‘The praSen—
* - tation of two or more c:;tlcal negatlve behaviors, such ‘as self-mutilation’

or bizarre posturlng, and/or the absence of two or ‘more developmentally—

approprlate pos1t1ve behaviors, such as respons1venes§ to social stlmull in
' the infant or basic self- -care skills in. the preschooler, are obVLous and L

1nd1sputable ev1dence of a serious degy@e of departure from normal expec-

tations. e i ) |
‘o .

3.0 THE NON-CATEGORICRL ARGUMENT . . o . . .

~

It is but a short step from thevadoption of behaviqral criteria~for
specifying level of severlty to’ a complete rejectlon of all categorical °*
labeling. There 1s‘no real Justlficatmon for tstabllshlng categorlcal

boxes and then stuffing into them persons who have their own unique sets
-

of characteristics. It is far more\heasonable to observe the handlcapped

person to determine the yndesirable:be aviors which need to be extlngulshed o
-.and the desfrable skills and abllltles whlch need to be acquired. Then a 3 CL

tredtment course can be charted spec1f1cally for thlS particular person. .

This, in essence, is the non—categorlcal stance. Bas1cally, it is
but an extension of the pr&nc1ple of individualized instruction to the handi-
capped child. There are ‘two roots from which the concept of a non-categorical
approach has érOWn- the first relates to the reJectlon of labels, per se;
the second, to the need for alternatlve educatlonal settings. There is a
strong feeling that it is unéthical and immoral to label a child as different
or deviant from his peers. Aside from being'dehumanizing, once the stig- ¢ .
matizing label has been applied it serves as a deterrent to any attempt to ::g
deal with the SpelelC problems of a partlcular Chlld In the not-too- _ 'gﬂ
distant past, chlldren who had been labeled in thlS way were placed in 1nst1—

tutions for the' severely retarded, with others similarly categorized, where
26 -
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they were almost completely deprived of any educational stimulation. The

@ horror stories which occasxonally seeped out of these lnstltutlons led to

T rreform pressure by parental and c1tlzen groups, which precipitated the — L

‘fl'l'establishment of the "special" class within the regular school building.

! It is a moot point whether these "specxal" classes can be consxdered an
improvement. There is no -evidence that special classes facilitate either-
cognitive or social development. On the contrary, there is some reason to

believe that placement in & special class exposes the child to greater '
emotlonal stress, ridicule, and opprobrlum. Although there is a Smaller
chlld-teacher ratio, all chlldren are treated alike, as if the homogeneous

label had strlpped them of all 1nd1v1dua11ty

DisappQintment and dissatisfactlon with the Qiecial class resu%ted
in a swing to the opposite extreme--the demand that all children should
be retained in the "mainstream" of the educational system. Children.ﬁould_
be claesified in terms of their behavioral and learning disabilities, for
which they would receive appropriate lnstructlon, but they would also par-
ticipate in many of the class act1v1t1es. This system seems tohbe worklng
out with ceértain types of handlcaps, and with rather moderate levels of
'severity. Teachers need some retraining, and they welcome the assistance
. of support staff. In general, they.are pleased and surprised at the progress

3

of the hahdicapped children.
o ;/thildreh with severe handicaps continue to need special class place-
ment,.but with an entirely different orlenmation. A new approach provides
far greater flexibility of programming and much more supervised contact
with other children. ‘Such a program is functioning successfully w1thin a
'.complex of three regular schools in a Callfornla communlty. In the classes
are many rubella children who are deaf "and blind; some are also mentally
fetarded and emotionally disturbed. Several severely disturbed boys are
also accommodated in this non-rﬁeidentlal program. There is no doubt that
the nonrcategorical approach can' and does work (Meyen, 1971; Reynolds and

Davis, 1971; Johnston, 1972 Sodhi, 1972)

Comparisons between public and private facilities as well as between
varfgous types of home and residential placements are frequently debated.
Although the recent trend is éhay from large institutions' to smaller units,

L4 u
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preferably some type of family-hoﬁglcare, the latter is not necessarily a
superior placement. There are many advantages of institutional placement,
‘not the least of which is the%access to a greater variety of ‘special thera-
peutic care and eqdipment. While most advocates“of a non-categorical
approach are opposed to the institution, it is.not the institutional or
reSidential setting which is the major point df Objection.t It .is the

principle of excluSion which is at issue._

COnSider the case of the Regional Treatment Centers for Emotionally
Disturbed Children, under the aegis of the Natlonal Institutes of Mental
Health and,the Regional Deaf-Blind Cente's sponsored ‘by the Bureau of
Education for the Handicapped. Neither of these Wlll accept children who
‘bear the label legally (and arbitrarily) assigned to the other. And neither
will willingly accept the mentally retarded, even though the appropriate .
cate@8rical deficit is also present. TAside from the dearth of diagnostic
measures to establish which. is tne most valid label, the handicapped child
is subjected to another type of injustice. Although-both networks are
national in scope, they are not distributed geographically in any equitable
pattern. ' Thus, a child with emotional disturbance may have to be transported
hundreds of miles to a Regional Training Center:nyhile a Deaf-Blind Center

may be located close to where he lives.
: Again, we must return to ‘a behavioral position: The best placement.for -
any handicapped person is the one which provides'the best service-~-thes one

most responsive to the totality of his or her particﬁiar needs.

4.0 TREATMENT AND RESEB%SQ}ISSUES

The majority of the research and demonstration studies are concerned
with the exploration of the effects of different treatment approaches7' Most
of these investigations are demonstrations in which the use,of.a particuiar
curriculum or instructional procedure is reported: In seme cases there are
pre- and post-tests to measure progress across_the period of the innovation.
Far more frequently, there is no objective evaluation, and no attempt to

carry out even a quasi-experimental design.

The compardtively few experi@ental studies are equally lacking in

rigor. These criﬂicisms are particularly applicable to_demonstrations of

~
“
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psychotherapeutic treatment programs. There are two aspects to the problem:
First, t?e psychotherapeutlc process is extremely idiosyncratic and d1f—
ficult to describe in prec1se, repllcable terms. - Much of the effect of

the treatment is dependent on the charlsmatrc rapport which is established
within an analyst?patient dyad. The secohd~aspeot of the problem is in “
determining the success of the "treatment.", Generally, studies in which
groups ‘of patlents have received therapy feport a recovery rate of 25%. “But

the criteria of recovery are extremély subjectlve.

: oL . ]
. The problems become even more complex if the study involves the compari-

son of one psychotherapeuticaapproach with another--for examplé; individual
therapy with group therapy. Or one group which receives psychodynamic
treatment may be compared with one which receives a behavior modlflcatlon %’
program, oOr w1th a control group rLce1v1ng no treatment at all. Here we are
confronted with the sampllng issue. The relative severity of the condition

before treatment was 1n1t1ated is a critical varlable in thé predlctlon of

a sugcessful outcome. Thus, children who have language facility and those

w1th a hlgher IQ have a far greater chance of making a meas//able lmprovement.

\ /
In all hanilcap conditions, the IQ is one of the bes% i
functioning, whether in personal self—cake skills, or in s -emotional
or cognitive areas. As we have indicated earlier, severely and profoundly
retarded children, i.e. those with IQ s below 35, are far mose llkely to
have organlc braln damage, with ev1dence of neurolog1ca1 lmpalrment. These
children show . llttle progress in residential or day treatment settings.
Children who present similar symptoms, but without any organic trauma, are
far more apt to show 1mprovement, even in a residential setting. There are
also differences in chlldren from homes whlch vary on socioeconomic, ethnlc,
and family variables. Thus, the characteristics of the individuals who make

up the groups being contrasted are extremely critical.

Another critioism of the research with the severely handicapped is
that the uumber of cases is usually so small that no statistical tests for
Jsignrficance of differences, analyses of yarianoe, or iinear regressions
{'can Qe made to determine the critical variables. It is almost impossible
- to find appropriate cantrols who are not receivihg some type of treatment,

--or who do not become involved in a treatment program during the ¢ourse of

& } ) 19
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the experimental study.‘ (It would be heartless to insist that a handi-
capped disturbed child remain without treatment merely tc fulfill the

requirements of experimental rigor.) ! ' . : .

While these are all valid criticisms from the point of view of a
traditional experimental'orientation, they are:completely'inappropriate in
the investigation of treatment issues with the severely handicapped popula—
tion. By very definition, there are very few persons who fall into this
category. where they are brought together in groups in\institutionalk
settings, it is not because they are truly homogeneous, but rather
for administrative convenience. Two emotionallyfdisturbed lO-year-olds
are more different from each other than are two normal fifth-grade children.,
One emotionally disturbed youngster may be mute angd spend hours in the same
bizarre, stereotypic behaVior, another may be hyperkinetic and destructive.

In addition to these serious impediments to maipkaining an experimental -

design, there are all the usual problems which plague researchers who

,attempt to investigate issues in naturalistic settings.

-

Hohever, in spite of the methodological problems, there is sufficient
evidence, from numerous replications over many years, to- conclude that
there is. very poor prognosis for improvement under a psychotherapeutic
approach. memmumrmﬂm,wmasmwam,mmmthtmem%
severely damaged children, either mentally retarded or. emotionally disturbed,
show little real or persistent progress toward nérmal behaViors. Even with
the brightest and least disturbed children, the course of therapy is long

and painstaking, and the outcome dubious.

There are a number df other treatment approaches which have been tried
WLth severely handicapped children, with more or less success. -Art, music,
and movement therapy have sometimes shown some impact, but they are most

effective when they are instituted as part of a controlled, total environ-

ment program.

.2

The one treatment appxoach which has shown consistent and repeated

effectiveness Wlth the most severe levels of several handicapping conditions
is that of operant conditioning or behavior modification. The reinforcement
model has been applied most advantageously in connection with precision
teaching techniques and programmed instruction. Best results are obtained
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when,the token economy becomes: an integral part of the-total enVironment

L4

;(Bijou, 1971; Pedrini ‘and Pedrini, 1972; Jordan and Robbins, 1972; Walker
_et.al., 1972). In‘a reSidential setting, the principles are applied in
every encounter the child has either with staff or other children. in
settings where the child goes home weekends, behavior monitoring continues-
on the bus’ and check-off sheets are kept during the stay at home. Parents
and family members, and others in the home, are important participants in

the traihing process; even more so when the child is- in a non-residential

il

—

setting.f‘

, :Although operant. COnditioning has deomonstrated~fts usefulness in the
affective areas of emotional and: social development, its dramatic success
with the teaching of self-care and academic skills has been its most out-
standing accomplishment. This has, on occasion, resulted in the anomalous
s1tuation where behavior modification procedures are used in the classroom
while the individual child has a daily session with a psychotherapist. (One
tragi- comedic incident has been reported in which a child was . being punished

for emltting certain verbal behaViors in the classroom and encouraged to

engage in these behaViors as cathartic release in thé sessions Wlth the
therapist!) b ' ’ “ . s o {

A . . .
~ Evaluation of the effectiveness of behavior. modification procedures
are not susceptible to the serious criticisms leveled against psychotherapy
studies. The questions of comparability of samples and of small cell sizes
are quite irrelevant because in behavior modification each subject is his.
own’ control. Baseline data to determine the Level of performance at the
initiation of treatment is obtained and this is the yardstick against which
progress in acquisition and/or extinction is measured. Furthermore, both the
modification procedures and the specific behavioral outcomes are stated in
very'prec1se terms. The performance goals afe broken down into a series of
components, the achievement of each being easily observable and susceptible’
to objective-measurement. Frequency counts are used to determine thg' extinc-
tion of deviant behaviors as well as the acquisition of desired performance

~skills. As soon as possible, the child in treatment becomes involved in

charting his own progress. )
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so that anomalies in'chromosoma_ division can be detected and prevented.
Basic research would also be needed for ths study of other neurological
and_organic,traumas which are known to be present in severely handicapped

children.

Also, the weight of aoeumulated data from prenatal and perinatal
studies, neurological examinations, and electroencephalography, have pro-
vided a strong basis for inference that the presence of central nervous
system impairment is associated with emotional disturbances. More work
'must be done to obtain the necessary histopathological evidence which can
lead to preventative ‘action programs chcurrent‘research is necessary in
many sc1entific disc1plines and speCializations. The medicaifdisease
model would be appropriate, and investigations would be carried out under.
the relevant heuristic rubrics. 1In other words, the concepts:and research

questions would be categorized and labelled--not the children.

The second line of research is directed toward the amelioration of
the phySical and physiological conditions symptomatic of  the handicap.
In this area, a great deal of progress has been made in prosthetic,: surgi-
cal, and biochemical techniques for correcting the associated physical !
'defects. Many of the most dramatic breakthroughs have been in the area of
mental retardation; for example, cretinism has Virtually disappeared with

the introduction of thyroid “therapy.

It has been demonstrated that glandular structures which are genetically
-determined are ‘functionally. related to: metabolic and enzymatic processes.
, There is also a strong body of evidence that the presence of certain protein
elements is critical in the development of cognitive ability. Environmental
dietary factors may affect the quantity of protein ingested, but the proteins
cannot be utilized‘unless they are broken down by enzymatic action. Where
gengtic accidents have interfered with the proper development~of the glands
which provide these enzymes, it is relatively simple to supply whatever -

deficiencies exist with appropriate nutritional supplements.

The importance of nutriticn in maintaining proper growth and development
" has been known for a long time. However, it lS only recently that the
- really critical impact of diet on the total ‘biochemical balance of the
' .organism has been associated with mental and emotional functioning. 'Dietary-
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. specific deficiencies in nutritional processes has been badly neglected.

. what hlS or her needs are, what can be done now, and what Stlll has to be

“p

- u"’
1nterventlon 1s becoming 1ncreasingly prevalent in the treatment of\maple

syrup urine dlsease, and in phenylketonurla, both of wh1ch have been
associated with - 1mpa1red mental ﬁunctlonlng.f It is quite possible that

v

the entire range of borderllne and 'mild mental retérdatlon may be related

“to her1table factors 1nvolved in organlc glandular mechanlsms having to

do w1th metabollsm and enzyme productlon, both of which are susceptlble
to dietary and pharmaceutical intervention. A great deal of attention Qﬁs

been given to drug therapy, and the use of ritalin has received wide pub=- . |

N8

11c1ty, while research on. the effects of dietary prescr1ptlons to remedigte

Once we have differentiated the two lines of research wh1chﬁdeal wi

AN

prevention and amelioration of the physical manlfestatlons of haﬁdxcapsr
q‘l
we find it much easier to deal with the educational and rehabllltsplon &ﬁe

. }

problems. For at this point, we are deallng with the performance and

behavioral patterns of speC1f1c children. We look at the Chlld apﬂ -dete

learned. Our concern with needs would of course extend to med;cal, nut
tional, and biochemical prescr1ptlons, ut these would not be the’ ba31s

for assignment to a particular institut¥on or treatment fac1llty._~
5y Y
Research programs in the area of educatlon and rehabllltatlon would

b'.

focus on the improvement of a wide variety of-procedures and studies t %Aép

ey

determlne under what condltlons each is most effectlve. Educétrgnal- ‘k’
therapeutic models based on' 'psychodynamic, soc1al learning, and operant

conditioning theories would need to be 1nVest1gated within tﬁs COntgxt of

" new research designs. Questlons of causation would be of second Amportance.

Of much greater concern would be the empha51s on motlvatlonal systems,
development of precision and programmed 1nstructlon, and careful anﬁly51s

of tasks into simple . components which would maximize opportunltles for suc-

cess.

‘ oo .o s
6.0 FUTURE DIRECTIONS . . ‘\\>

Most of the new directions in dealing with handicapped. children and
. .

youth have been touched on in the preceding pages. The most radical of

these is an entirely new design. for delivery of servites..
, . ] ) - . !
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During the late 60's, a number of specialists.in the field of.special
education became increasingly crrtical of the existing system.  Dunn, Quay,
Kirk, Gallagher, Blatt, and other weil-&nown researchers, eXpressed cheir '
dissatisfaction with the uader)?ihg assumbtions on which the current special
education.programs were based. They were particularly unhappy with the fact.

that most special classes and residential facilities were designed to accom-

' modate categories of handicap, e.g. the deaf-blind, mentally retarded, or

emotionally disturbed, rather than focussing on the development of needed

educational and, personal skills.

-

As a result of these criticisms, several new directions are emerging.
The first is the movement ﬁo integrate certain types of handicapped children
into the mainstream of .schooling. .Obviously, this- is not possible for the
most severe levels of handicap. There are, hoWever, eXemplary systems in
whlch children with various types of severe handicaps are integrated into
day classes w1th1n a regular school bulldlng. Although most of the program

is based on the needs ofy the individual children, {nstructlon is prov1ded in
groups wherever feasible. - '
The non-categor1ca1 approach, new data on the onset of handlcaps 1n the

early years, and the incidence of rubella children after the 1964 65 rubella

epidemic, provide a basis for a new type of category--"developmental d1s~

-abilities." There are two facets to this approach: the first is an emphasis

on‘early identification of.disaﬁilities; the second is the emergence of
preschool programs for the handicapped, stimulated by the'Handicapped Chil-

dren's Early Education Act.

Early identification is particularly imoortant to insure that the
various medical, prosthetic, or biochemical-nutritional'interventions are
introduced before serious primary damage occurs. Amelioration of the
primary handicap will also prevent the appearance of secondary'cognitive
‘and’ emotional disturbances which often develop as a consequence of sensory
impairments and associated frustrations. Since the most ‘important period
for identification of deficits is in.early infancy, it becomes the responsi-
bility of pediatricians or well-baby clinic personnel ﬁo make perceptive

diagnoses. -

-
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Some pedlatr1c1ans tell parents not to worry, ‘that the Chlld will ,
Ygrow out of it." where the handlcap is partlcularly severe,'others tell
the parents that there is no hope, that the child is a "vegetable" and

that the. SOOner it is lnstltutlonallzed and forgotten, the better. In

'elther case, lmportant and critical time is being‘wasted during which the

child should be rece1v1ng ameliorative intervention.
’

An lmportant first step whlch will become more and more prevalent in

_the future w111 be emphasis on early identification of developmental dis-—-

abllltles. This will be extended into the preschool programs. Preschool
and primary grade teachers w111 be given tralnlng in identifying the classi-
cal «characteristics of varlbus types of lmpalrments (Gotts, 1971; Hammer,
1971; Steele, 1971; Proceedlngs on Early Education of Handicapped Children,

1972; Papers on the Early Identification of Exceptional Children, 1971). @S
. oy JEL
: R <2

Technological innovations in cy?ernetics.and man—machine communication:h
systems may offer new ways of reaching the handicapped with sensory impair-
ments’ Electronic-techniquee_have also been used to estfblish communica=
tion with mute and non-responsive emotionally disturbed children who do
not have actual impairment of Eensory modalities. This demonstrates one
successful application of the non-categorical epproach, which-in this
case addresses itself to problems of communication regardless of the physical -

or psychological etlology

In the future there may be a reversal of the tendency to favor home
care over institutional placement. "However, the institutional settlngs will
undergo major changes. Personnel such as the "educateur" or the parapro-
fessional will become more prevalent, and there will be smaller, cottage—type -

L ) . -
units within the larger institution. Community living arrangements, par-

ticularly for the retarded, are proving their viability. The establishment

'of closer ties‘between the general community and the residential population

promises a healthier relationship for both groups. Supervised trips into -
town, visits to museums, movies, parks, and ball games, decrease the isola-
tion of the handicappéd, and provide increased educational opportunities for

both the ‘handicapped and other citizens.

“The proliferation of discrete categorles of the handlcapped has not been .

conducive to the development of comprehensxve service programs. Category
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labels have had serious deletefiaagﬁekfects, and many investigators have

found that special class blacement has contributed to feelings'of inferiority

and alienation. The future programs for the handicapped will need to dis-

card disability labels and focus on the klnd of educational 1ntervent10n
,ed. This might be social training, affective or personality development,

or the acquisition of specific self-care or academic skills. Tréining can

be given in the regular school context,'but;it will require master teachers .

capable of implementing precisely defined programs. )

Generaliy, the trend has been away from the ﬁedieai—disease moael.
The ﬁoét important implitation of this movement is that deviant.behavior is
now being viewed as susceptible'td the acéegted §Sychological principles of
learning. Severa; different habilitative programs.are being usea with some
success, but there is very little relidble evideh%e‘as'to which prograﬁ is

most effective with which type of behaviorai-problem.

Instead of" empha5121ng an either-or approach, the future should see.

the development ‘of a more unlfled eclecticism, with a strong pragmatic

base. Flnally, the exten510n and elaboration of behavior modlflcatlon seems

to offer the most promise for _the rehabilitation of severer handlcapped

children and youth.

. _ B B .
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" PART II: RESEARCH REVIEW

. N ’
/" i —
.

1.0 SEVERE MENTAL RETARDATION ' )

\

1.1 Problems of Definition and Classification

v

f‘ Of ’'all the areas of handicap with which this review is concerned, that
of mental retardation has had the longest historyJof research and inveStiga-
tion. In sp1te of this, there is still a great deal of controversy with
reference to the basic lSSueS of-definition and classification. One source

of thls conflict is that. of multiple or1ent;tlons: Since mentai retarda-.

tion may be associated w1th many kinds of eﬁents or condltlons,‘lnd1v1duals"
exhlbltlng similar behaVLors have tradlthnally been categorized according

to the1r different underlying etlologles. ‘To some extent this has resulted

in important breakthroughs. For example, cretlnlsm has been fadlng out of
the lexicon of mental retardation since its relationship to thyroid deficiency
was definitively demonstrated in 1895;';similaxly, there haS'bee{aan increase
in the: understandlng of mongollsm, or Down's: syndrome. It has been established

that this form of retardatlon 19&¥£1ated to. certaln chromosomal anomalles,
ided is still -un~-

.

however, why these anomalies occur-or how they can be

known. (See Gelhart, 1966 and the two reviews of Mongolism referenceéd in

the blbllography ) . ;! - ]
Whlle’lt is understandable that pathologlsts and medlcal practltloners

. .should focus on eti@logical research, since the1r prlmary concerns are w1th

diagnoBis, medical treatmentjﬂﬁ%, to. gome extent, preventlon, this approach
has ultimately diverted attentibn- from the need to develop effectlve tech-

nlques for the training, education, and Soc1allzatlon of those who are

currently: handlcapped by thls.functlonal dlsablllty. Durlng the past few

years there haS'been a rapldly grow1ng movement, at least ‘on the part of

educators, -to ‘adopt wh has been called a “non-categorlcat-p:oach, that

is, to desrgn progr thh focus on performance deficits less of

thelr origins. This would apply not only to mental retardation but also to

-

all types of handlcapplng condltlons.

1 problems part;cularly that of determlnlng level or

—
Adopting su a-pragmatlc approach does not, however, solve ‘other
basic deflnltlon

degree of retardatlon. *As I&p (1971) pOlntS out, there are lmportant
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educ&tional-COnsequences dependent upon whether a child is identified as

having a "learning deficiency" or as being mentally retarded. Jaslow et al. -
* (1966) found that the manner in which retarded children are” described

dety rnines their placement on waiting lists for institutional admission. .----

'It 1s recommended that priority be given to those with the most severe
difficulties, such as physical handicaps in combination with neuromuscular
deterioration, weight under 35 pOunds or requiring éﬁbe feeding, asocial

behavior after the age of eight, profound retardation after age five, or .
isevere Yetardation after age.four. Accordﬁgg to these criteria, 105 of 3
the 300 chi%dren under 11 years of age.in the Plymouth State Homé and .
Training School should not have been admitted. In other words, these

children did not meet the recommended criteria of severity and might have =

been better off in community or home-based programs, if such facilities had
been available. : ' » |

Pinder (1969) also relates the problems of classification to admission
b criteria. A survey .of 150 state institutions, serving approximately 200,000 -

- res1dents, revealed that neither the type of impairment nor the level of
severity were critical factors in dec1ding whether a particular applicant

would be admitted. 1Instead, priority was given to those whose presence in
the home caused problems witﬁ which the family was unable to'cope} or ag-

‘gravated other intra-familial problems. Also, communities often.put pressﬁre,

on institutions to accept applicants who are likely to hecome delinquents

or develop other asocial behaviors.

. ln the literature surveyed for this report,.one“of the,earliest efforts

to establish systematic terminology for use in appraising the mentally
<3 Parha .

retarded was that of a;teamdff specialists at Teachers Collége, Columbia

University (Lorge et al., 1958). 4

This multidimensional system was later used by Heber (1959) in developing
the definitions of the American Association on Mental beficiency (AAMD) ,
~and then expanded at Columbia by many of the same specialists who Had-been
on'the original team (Davitz et al,, 1964). Seven content areas or bases
for classification were considered: etiology; intellectual and educational
furictions; maturation and social competence; varioq;,psychofsgical.\physical
and environmental factors; and prognosis. In spite of the variety of de-

j A)
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+ gcriPtive. qnoracteristics considered, the final decision was to adoPt a
FIBSSifiCation system based solely on one dlmenSLOn. iRtellectual function-
4ng.  The following categories and IQ ranges werg recommended: custodial,

© 1 below 35; trainable, 1Q 35-49; educable: IQ 50-74; slow learmers, IQ.75-84.
the 1eVel'hoiow IQ 20-25 was considered "lrremedlable~ It should be noted
gnat thegq criteria are by no means firm, universally accepted cutoff points.
gven in the same communities, variations in terminology are used by different
Professional gfoups. Robinson and Robinson (1970), who have an excellent
revie“'Of research in mental retardation, remark that there are 23 systems *

0# classification in the English language- o p

Even though thle Vallglty of measured lntelllgence with the severely
and profoundly retarded has been questloned these guidelines have formed
the basjg for many subsequent claSSLflcatlon systems. The persistence of
an IQ cr1terlon is probably due to the respect commanded by the work of

. pine®s the appeal of a neat numerical index, and the inability of psychome-

triclans ¢, gevelop an acceptable scale of "adaptive" behavior.

The gefinitions established by the. Amerlcan ASSOClatlon on Mental
'“DefLCLe“CY the Diagnostic and’ Statlstlcal Manual of Mental pisorders (D§M—ll),
and the e“ﬂﬂﬂlreVlSLOn of the Internatlonal Classification of Diseases Adapted ‘
gor Use jy the United States~(ICDA) are quite similar (Wllson and Spltzer,
969) As 3 matter of fact, the latter two,are almost identicdl, béth hav1ng
peen based on the eighth revision of the International Cla551f1catlon of -
Dlseases (1cp-8) developed by the World Health organlzatlon. The major dif-
ference between them is- that ICDA permits multiple diagnoses whereas under |
,DSM'll the presence of deficits in intellectual functioning automatlcaily
- calls for a SLngle and separate dlagn051s of mental retardation. This would
pe TTU® eyep in cases where the lmpalrment is due to limited sensory input
‘channels, as with deaf-bllnd children, severe emotional dlsturbance, autism, -

or Ph¥Sica; lmpalrment ‘of the central mervous.system. In essence, DSM-11

adoPS the pehavioral approach to diagnosis.

The AAMD cla§51f1catlon system differs from the tJL based on ICD-8 in
. the ¥ay in which Severlty of retardatlon is recorded, in how the diseases
or qondltlons-aSSOCLated with retardation are described, and in the use of
multiple diagnoses, All three systems use the Stenfogd Binet Test of Intel-
| 4.0:
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fz//// ligence to obtain the IQ score on which classification is based. However,

more recently a set of parallel numer1ca1 values for use with the Wechsler

scales has been developed.

’ Increasing dissatisfaction with the usé of intelligence tests is ex-
pressed'even by psychometrists, many of whom are now unwilling to accept
IQ data as anything other than a very crude estimate of a vague co;struct.
Furthermore; the intelligence guotient is a ratio which is distributed in
the population in the form of a continuous scale, so that establishing
cut-off points for various levels Qf=h$§ﬁaiity or anotmaiity becomes quite
.arbitrary. As an example, depending on the particular eriteria adopted,
an IQ of 35 would be considered severe mental retardatlon, whereas an IQ
of 36 would be moderate. Slmllarly, an IQ of 85 Ssidered normal, while
* , one of 84 is pprderline retardation. Estimates of incidénce of retarda-

tion can thus be dramatically altered by a whi 1cal reseltting of the
- criterial number. . )

(Balthazar and English (1969) attempt to develop a system for classifying
adaptive and social behav10rs of severely mentally retarded patients, but
"they tie their scales to thenAAMD class}fication system. In his review of
the 'AAMD position on terminology and classification, Clausen (1972) argues
against the inclusion of the concept «f adaptive behavior in the definition
of mental retardation, since he feels that this dimension cannot be objectively
measured. ~ﬁe also argues against diagnoses based on etiqlogical or patholog-
ical considerations since 50% of mentally retarded persons display no ocbvious

J
pathology.

Clausen's presentation is the -feature article in the June 1972 issue
of the Journal of Specitl Education; the remaining articles of that issue
are devoted to reactions to the points made by Clausen. In general, most
of the respondents: are41n agreerent. w1th his criticism of the use of adap-
tive behavlor in the deflnltlon of mental deficit. However, MacMillan and
Jones?(l97%% point out the dangers of an entirely peychometric deflnltlon of
T mental retardéflon. Thelr position is part1cularly prevalent among the
" "revisionist" psychologlsts who distrust both thé item content and the
" process by which the tests have been standardized. They feel that these
scales are too highly)iqaded with learned skills add information and are more
J
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likely to be part of the stimulus background of the Anglo, middle-class
child and thus penalize children from ethnic minorities. This would help
explain the fact that there is a disproportionate number of minori%y_chil-

dren classified as'mentally retardeh.

The supplement to ﬁhe May 1972 issue of the Americah Journal of Psy-
chiatry was also given‘over to the subject of classification in7mental
retardatlon. It is based on a 1969+Beminar series co-sponsored by the
WOrld Health Organlzatlon and the Natlonal Institute of Child Health and

3 Human Development. Ewalt (1972) expresses concern with the fact that the
.Bri;ish aﬁd U.S. concepts of mental retafdation‘diffe; so drastically that
a uniform internatiOna; classification system becomes impossibie. The
British define mental retardation as an arrestéd or incomplete development
of t:l;e brain, and thus an absolute and imutaﬁ;ie condition, while 1n the
Unitedvstates it is considered a measure of mental functioning at a given
time, hence subject to change; It is interesting that this definitional
difference between Britain and the United States corresppnds tg3goll's dis-

tinction between mental deficiency and mental retardation.

Without eiception, all the contributors express dissatisfaction Qith

a comﬁletély psychometric standard,-thaﬁ‘isi one based solely on an intel-

ligence test score. Tizard (1972) suggdests that the ICD élassification be

revised to provide a multiaxial system which would permit the integration
of cgtegories ased in child psyéhiatry, developmental neurology, and mental
retardation. He also recommends ejmination of the "unspecified mental
retardation” category used with non-testable patiéqts, expansion of the
medical axis, cbnsistent identification of patients with both severe emo-
tional disorders and symptoms of mental retardation, development:of a useful -
indicator of sociocultural retardation, and the inclusion of additional

physical handicap categories in the mental retardation classification scheme.

Although Tarjan et al. (1972) also recognize the limitations of intel—
ligence tests and argue for a multifaceted approach which would include oﬁheri
considerations, sudh as social competence, they concede that "glven care
and attention to}detall an IQ test remains the best way of maklng comparative

judgments of knfellectual ability w1th1n a given culture."
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l 2 ~Prevalence Studies

<

mlmost equal in importance to the development of meaningful bases for
categorizing the variops levels and dimensions of retardation is the
determination of the parameters of need in the field of severely and pro-
foundly retarded children and,ygpth. Many of the surveys addressed to the
collection of statistics on the prevalence and ingidence of mental retarda-
tion are also concerned with the adequacy, of existing facilities for serving
the estimatecl population; —otl;lers are concerned primarily with providing a
"basis. for planning future programs and resources. For example, one. of the
earliest surveys of the national incidence of mental retardation covered in
this literature review, carried out.by'the Public Health Service Committee
(Graning, 1964) on the mentally retarded, included principles for planning

and an outline of planning procedures.

Heber (1970) provides figures on the incidence of need by age} across
geographical regions within the'United States. The statistics include .
breakdowns by racial and ethnic groupings, "economic class distributions,
family variations, and population distributions in institutions. In a
national survey carried out for the Rehabilitation Services Administration,
Jaslow (1970) presents trend data,,patient,movement ratios, and personnel
and financial information for public institutions serving mentally handi-

'capped persons during 1963-1969. Figures are listed faf each category

+by individual states.
~

During ‘the middle sixties, when each state was required to develop a
pla;-to deal with mental_retardation, prevalence and incidence rates played
an important role in.establishing the.need for new services. Florida was
one of the first states to take a systematic look at its mentally'retarded

population; The Florida Plan for ComprehenSive Action to Combat Mental

Retardation (1965) is based on the American Assoc1ation on, Mental Deficiency
(AAMD) _definition of mental retardation: "subaverage intellectual function-
ing which originates during the developmental period and is associated with
‘impairment in adaptive behaviors." The Florida Plan also uses the AAMD's
- classification scheme in determining the following estimates of prevalence:
educable, 2.5%; trainable, 0.4%; custodial, 0.1%. The latter category
includes- the profoundly retardeg (IQ'O—24) and the severely retarded (IQ 25-39).
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Similarly, the West Virginia Commission on Mental Retardation, in A Plan

Called Promise (1966), also uses the AAMD dgfinitidns'and seté thebgeneral
incidende of mental retardation at 3%. The New Jefgéy‘Coggggheﬁsive Plan
to Combat MentalﬂRétardation'(1966), which reviéws a number of prevalénce

studies conducted from 1929 through 1963, cités a wide range of incidence,
from 0.68% to 8.83%. The prevalence findings for severe retardation agree

with those of the AAMD estimates, being only 0.1% of the population.

_ Payne (1971) reports a prevalehce survey of severely mentally retarded
children in Wyandotte County, Kansas, which wsed an IQ of 50_as the cut-off
point. Incidence rates were 1.39 per 1,000 among children five years of
age and under; 5.94 bér 1,000 among children and youth between the ages of
five and nineteen;:.and 1.13 per 1,000 among the population twenty years of *
age and older. These figures are higher than rates found in other similar’
studies, which are summarized in the article. Blatt and Garfunkel (1971)
have done a survey of need for various handicapped children in the Common-
wealth of Massachusetts, and Sarason et al. (1971) report the work of the
Central Connecticut Regional Center in estimating need priOﬂtto its E;e;-

tion of a community setting for retarded persons in that state.
/. . s
A prevalence study currently under way in Pennsylvania is. called

COMPILE, the Commonwealth Plan for Identificaton, Location, and Evaluation

of Mentally Retarded Children, 1972. This project is designed to identify,

locate, and evaluate all school age children who either are, or are thought
to be, mentally retarded. In accomplishing its objective of developing a
comprehensiveylisting of such children, several survey strategies are being
used. These include house~to-house canvassing to identify and locate A
retarded children, and intensive two-month statewide public education cam-
paign to provide maximum support to the effort, and a 24-~hour toll-free

telephone service for reporting phildrén not in school.
<>,

- . )

Mayeda (1971) while primarily. concerned with the delivery of services
also provides information on the number of mentally retarded children and
adults in California, Colorado, North Carolina, Ohio, and Washington. His
statistics include the number of residents in state institutions and the.
number of those residents per 100,000 population; thé .number of 24-hour

care community placements and the number of such placements per 100,000
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population; additionally, the report furnishes the number of enrollees in
special education classes, a census of sheltered workshops, and costs asso-

ciated with each.

Robinson .and Robinson (1970) take the position that it is almost im=
possible to obtain a defihltive answer to the question of statistical
prevalence of mental retardation. In the first place, the definition of
what constitutes retardation varies across'countries-and circumstances of
life. Thus, in the United States alone, estimates have ranged from .05% to
13% since the first census in 1894.., Levels of mental ability which are
adequate in an agrarian socrety become inadequate under pressures of an
industrialized society with greater demands on literacy and abstract func-
tioning. : ' '

1.3 Research and Demonstration

/

1.3.1 Behavior Modification with the SeygﬁéiymRetarded. Much of‘

the literature on severely retarded children and youth s concerned with the
application of operent conditioning or behavior modlflcatlon technlques. -
Although a number of studies focus on other topics and concerns such as

Down's Syndrome, comparative effectiVepess of home vs. institutional environ-
ments, development of assessment procedures for measuring the capabilities

of this population, and the evaluation of other treatment methods, operant
conditioning has provided-the greatest single impetus for research and ex-
perimentation. Whereas 10 years ago severely and profoundly retarded children
would not have been of 1nterest to researchers, today there are numerous

studies w1th this special populatlon.

The present review covers mainly the most recenc work in this area.
For those who wish a longer perspective, an annotated bibliography on
behavior modification with children and adults, developed by\h'Abate and
Whitaker (1967), lists and summarizes 130 journal articles and books pub-
lished in the 1960's. Similarly, Graziano (1971) has compiled a ;eries of
39 Rppers, many of which concern behavior therapy with severeiy mentally
retarded children. 1In all those studies in which behavior modification has
been properly used and controlled, there is unequivocal evidence that even
the most profoundly retarded can profit from instruction and training. -

> ‘ A ..
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aw --i .with 11 profoundly,‘seyerely, and moderately retarded males. Music, candy,
CI cold.drinks, and televfsion were offered as tangible reinforcers to the .
experimental group while a control group received only rbal rewards.
Among the tangible rewards, candy and mu51c were selected as reinforcers
.82.8% of the time. However, all those who received a tangible rewardl
demonstrated a significantly greater nymber of successful toiletings than ..
those who received only verbal approval. No differences were related to
level of retardation. Roos and Oliver (1969) also’ demonstrated that severely
" retarded children made SLgnificantly greater improvement, not only 1n ‘
toileting but also in other self-help areas, under operant conditioning
.m:raining than with more traditional procedures.

Many of the toilet-training experiments are of the-operant conditioning -
variety. Thus, Baumeister and Klosowski (1965), Levine and Elliott (1970),
Azrin and Foxx (1971), and Azrin (1971) have all demonstrated the effective-‘
_ness of reinforcement procedures in eliminating incontinence in a relatively

s short training period. The latter Azrin study is particularly 1nterest1ng in

" the use of two devices, a portable pants-alazm and a toilet chair, in facili-.

'.tatzng 1mmed1acy in the contingency management Process.

- Minge and Ball (1967) successfully established t01let1ng skills with
‘ six profoundly retarded girls (IQ 10-24), and then proceeded to teach the
girls to'bathe, groom, and dress themselves. This was accomplished in two

individual 15-minute training periods per day over a two-month period.

- ' In a program dgveloped by Berkowitz et al. (1971), self-feeding skills
were taught to 14 profoundly retarded boys who had never spoon-fed them-
selves. The time taken ranged from two to sixty days, but eventually all

~ the boys learned these skills. Balthazar et al. (1970) also applied operant
techniques to improve eating skills of institutionalized profoundly and -
severely mentally retarded children, with pniy secondary emphasis on dressing

and tbileting.

Behavior modifiqation techniques have also been used in developing more
complex behaviors. A number of researchers have used these methods in the
training of perceptual motor skills (Hollis, 1967), positive'secial inter-
action (Paloutzian, 1971), and attending behavior. Severely retarded chil-

dren were taught to attend to classroom stimuli, regardless of intrinsic-

-
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interest, and to increase their levels of social behaviors in a ward
setting'(Brown and Foshee, 1971). Gray and Kasteler-(1969) demonstrated
'that institutionalized retarded children can improve their social competence
when- older men and women, such as in the Foster Grandparents Program, provide
appropriate models S‘and re:mforcers. Using‘posltlve ;ge:.nforcement, physical
guidance, and the gradual removal of tangible reinforcers, Whitman et al.
(1971) determined that severely retarded subjects showed pronounced increases
in both trained and untrained instruction-following behaoiors. ‘Crosson and

/ DeJung (1967) used Skinnerian pr1nc1ples of shaplng, operant dlscrlmlnatlon,
and chaining’ of responses to train resldentlal retarded persons on selected
vocatlonal‘tasks. Results of the study indicate ‘that extrinsic relnforce-
ment maintains higher'ano more stable rates of v0cationaf behavior than
does social reinforcement. Music is a reinforcer which has proven con-

' ~ sistently effective. In two exPeriments ‘conducted by Jorgenson (1971) the

contingent presentation of music was found to reduce the duration of both
hand movement and rocking behavior in a 10-year-old profoundly retarded

girl. .

Many other examples of the successful use of behavior modification-with
severely and profoundly retarded children and youth can be found in the
léterature (e.g., Minge and Ball, 1967; Provencal and MacCormak, 1971; AN
Scheerenberger, 1969; and Vails, 1970). Some questions have been raised as
_to the long-range retention of behaviors learned in this fashion. Leath =
and Flournoy (1970) carried out a follow-up study of an intensive habit-~
training program. They found that three years after a relatively brief
shaplng program, the 1earned behaviors were malntalned without any inter-
vening retralnlng. No changes were found in the complex social and com-
munioations skills taught, whereas a significant gain in eatingvskills was

demonstrated.

In order to maximize the success of a behavior modification program,
a number of investigators have combined reinforcement‘procedures withhother
types of facilitating manipulations. For example, Roos (1965) and Kimbrell
et al. (1967) combined behavxor modification technlques with envxronmental
manipulation to increase the effectlveness of thelr training programs

Special clothlng, equxpment, and utenslls made it possible for profoundly
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' retarded patients to maintain continence and independence in their basic
. : - ;

life functions.

Baker and Ward (1971) describe a program in'which reinforcement pro-
cedures were apglied in a total milien approaeh.. Six profoundly retarded
persons received training in self-help skills, as well as intensive therapy, .
while living in a small, home-like unit. The criteridn measures,ueed to
evaldate the progress of the subjects and a matched,. control group of ward
residents included the Peabody Picture Vocabulary Test, the Denver Developi? -
mental Screening Inventory, behavioral observatlons,.and staff records.
The treatment was assessed as generaliy effective, although less success

was obtained with emotionally disturbed persons.

S A
L e

Gorton and Hollis (1965) also combined operant training procedures
with modification of the_ennironment. A ¢ottage pnit at a state institu-
tion was redesigned according to a cubic%g system which facilitated the ...
social intefaction of the residents. In addition to the architectural
modifications, a 12-session program yas conducted to train aides in the

application of reinforcement principles.

Another technique for maximizing the_effectiveness of behavior modifi-
cation training is to train parents and those institutional staff who come
into daily contact w1th the children to continue the reinforcement pro-
cedures outside the classroom... Thus, Blumberg (1971) describes a program
which trained parents of 25 p£;foundly and severely mentally retarded Chll-

dren to use operant condltlonlng techniques in teachlng their chlldren self-
help skills at home. This involved a three-day workshop and the filming

.of parent training se551ons for evaluation and feedback Instructions taped
by professionals were used by Scoggins et al. (1971) to 1ncrease the scope
of.effective teaching in programs for eeverely and profoundly‘mentally_
retarded children. The tapes preéented the behavior mbdification approach
"to the teaching of self-help skills, language, and good work and play habits
necessary to prepare residents for sheltered workshop participation.

Connor et al. (1972) prepared pre—recorded audio tapes to ‘train non-profes-
sional group leaders in the use of behavior modlflcatlon technlques in
various instructional programs. Similar technlques were used by Bennet (1966)

in the training of staff. To raise the language'skill levels of 100 mentally

N
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" there is this excellent reservoir of potent1a1 teachers.ngﬁk,f

[y

retarded institutionalized‘children,,any_attempts on the part of ward

" personnel to stimulate these skills was rewarded. The results showed sig-

. - Y]
nificant gains in the language skills of the residents, as measured by ‘the

Parsons Language Sample and the Verbal Language Development Scale.

An intensive training program in which behavior'modificaticn tech-
niques were used with both patients and ‘their parénts was developed by
Fingado et al. (1970). During a 30-day period of institutionalization, a
team of ngrsing and psychology personnel developed individualized behavior
modification programs for each child and also tacght the parents to carry
out these programs when the children were returned to their homes. Follow~

up to maintain the prccedures was provided.

The results of these studies have broad implications. Far more im=~

- portant than the immediate enhancement ‘of the behavior modification training

is the encouraging ‘evidence that parents and non-professional provider staff

‘can successfuily implement operant conditicning programs after a relatively

. brief tralnlng period. With the increasing tendency to fagor home-care

placements for severely retarded children, it is comfortlng to kncw that

‘

1.3.2 Aversive Stimuli in Behavior Modification. For a 1long time

one of the cardinal principles of operant conditioning has been that only
positive reinforcers produce lasting changes in behavior.ﬁ'Shaping procedures
are based on the premise that elements cf the desired behavior will be.spon-
taneously emitted, at low rates of frequency, and that the immediate presenta-
tion of a positive reinforcer will increase the frequency of that behavior.

The presentatlon of a punishing or aversive stlmulus, or the withholding of

a p051t1ve, desired reward was considered negatlve in that it did not teach
what to do but rather what to avoid. Even then- the effectlveness of the A Eéﬁ=
training was thought to be transitory, w1th many deleterious emotional B

side effects.

Unfortunately, the major problem in the rehabilitative training of
severely mentally retarded and emotionally disturbed individuals is the
elimination or extinction of undesirable or aberrant behaviors. (For a

def1n1t1ve treatment of the rationale and research in the use of aversive
o 50 :
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stimulation with-severely retarded and distﬁrbed ehildren, see Gardner, -
1970.) Although it is sometimes possible to manipulate the environment-

so as to eliminate the conditions which relnforce these behaviors, most
frequently the stimuli which initiate the dev1ant behav1ors are 1nternal
and 'cannot be anticipated. 'If undesirable behav1ors are being emitted at.

a high rate of frequency, the opportunities for reinforcing the desired ~~
behaviors are accordingly minimized. Furthermbre, the occurrence of
inappropriate responses (e.g., self-mutilation, head ba;ging, biting, tem-
per outbﬁrsts, etc.) constitute a hazard to the well—beiné of the person
emitting the behaviors as well as to those about him. Thus the first task
of the behavior management program is to eliminate or extihguish the un- 'fﬂ

.

desirable behaviors.

. In the flrst appllcatlons of hehav1or modlflcatlon theory to thls
‘fpopulatlon, the teéhnlque of extinction was used to ellmlnate aberrant
'.behaviors. The withholding of positive reinforcers was paired with the

presentatlon of the opportunity to obtain reward'for a desired response

i(éig-, Girardeau and Spradlin, 1970) This approach, if it 1s effectlve

stimuli, and have found llttle,ev1dence of persisting negative emotional -
affeét, ‘On the contrary, White ahd-iaylor (1567), in tﬁe tudy reported
below, note‘that the experimental’preéeaurLs themselves offer a means for
- fostering interpersonal relationshibs sinceaboth subjects~ howed greater
awareness of and appeared to 1nteract more with the experlmenters than.

with regular staff. . B .

Kirchner (1971) reports two experiments in which children éiven electric
‘shock treatment tended to produce better performahce as measured by a de-
crease in inattentive behavior and a higher ratio of correct to incorrect
responses. Corte et al. (l97l)>found contiﬁgent electric shock stimuli
more effective in extinguishiag behaviors such as head banging and face.
scratching in four institutionalized profoundly retarded adolescents than
mild food deprivation. In the White and Taylor (1967) study two severely
retarded adolescehts were administered electric shock in erder to elrminate

vomiting after meals. The aversive stimulus was presented as soon as pre-
. . . .E;:i
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rumlnatlng gestures were lnltlated. On occa51on other variables acted .

as dlstractors to forestall vomiting, and it was hypothe512ed that these

-

L ‘lrfeﬁgong patterns were highly lnfluenced by—ward routines and the quality

'of interpersonal 1nteractlons. Although the data reported in thls study
‘are lnadequate for a deflnltlve statement there is some evidence that the

'presentatlon of electric. é?wfa ‘ieilflcantly reduced the frequency of - éfﬁ

. TN )
v:rumlnatlng behavior. ;t s”-‘ﬁd be. pointed out that in a number of studies

ect of d;fferlng‘lntenSLtleS of shock, many cases
of adaption to shock occur and mild shock may even become reinforcing.
Also, whexe the remlss10n of the inappropriate behav10r is not used as an

opportunlty for replacement with relnforced des1red behav1ors, recurrence

of the extinguished behavior is not lnfrequent. ‘2w

°

1.3.3 Other Training and Rehabilitation Approaches.‘ In addition to

behavior modification, music ther] PY / sensory awareness training, environ-
mental man1pulat10n, and a varlety of stimulative technlnlques have been
used in establishing sensory-motor behaviors, posture and locomotion, articu- . N
lation, and expressive and receptlve language behaviors. Severely retarded,
self—mutllatlve boys were exposed to periods of both sedatlve and stimu-
lative music which ‘was piped into their 1nst1tutlona1 ‘environment. The
result was a decrement in act1v1ty levels and self-mutiXative behav10rs
(Reardon and Bell, 1970). This study also cohflrmed the hypotheSLS that
stereotypic behav1ors provide. needed stimulation to children who are stimulus
deprived. One practical application of these findings would be to bring
stimulating music into wards which have a large'number of hyperactive

i

retarded children, so as to modulate their actitvity level.

* Another form of sensoxy stimulation was used by Webb (1969), werking,
with profoundly retarded encephalopathic children. Movement activities,
manipulation of the thSlCal env1ronment *and posture and locomotion
training were prov1ded for a period of flVe to ten months. Whlle all
children showed "improvement in sensory-motor behavior, the most noticeable
gains were made by the younger children who were relatlvely free of phy51cal

deformities and disruptive behavior patterns.

The stimulus enqironment of the institution, in terms of its effects

on speech development, was examined by Haviland (1972). Appropriate visual,



)

auditory, tactile,'and kinesthetic stimuli were suggested along with recom-.

-

mendations for the removal of inappropriate'stimuli,'such as noise levels

of high intensity which are disruptive'and interfere with speech communica-
tion. : o - PR ' r/

" A number of educational alternatives have been explored. The Instruc-
" tion Guide for the.Profoundly Mentally tarded (1968) .is.one of a number of.

such manuals prepared for teachers and institutions working with this popula-
tion (e. g. Bramley, '1970; Gardner and Nisonger, 1962; Happ, 1967; Lobenstein
" et al., 1964; Stevens, 1971) Curricula haWe alsp been developed ‘for train- =
ing severely mentally retarded persons in language skills. Chalfant et al.
(1970) field tested the Systematic Language Instruction (SLI) curriculum,
“which utilized behaVior modification, task analysis, and error;ess learning.
They found that students using SLI made significant gains in 1anguage, self-
-care, and motor performance over children exposed to differenﬁ curricula..
Hallet et al. (1971)di:?cribe a program to teach functional lnaguage to
. severely and profoun mentally retarded children.. Innovatave programs
‘providing vocational training have also been developéd.(e.g., Reece, 1972;

Revall, 1972).

bther techniques‘ described in the literature includega‘mebile unit for

delivering educational services to Down's Syndrome infants (Rynders and
Horrobin, 1972), a technique for building effective behaviors-in profoundlv
retarded children through close body contact and thSical stimulation during
- intensive play (Bradtke, 1972), psychiatric approachgs (Menolasc1no, 1970),
group therapy to train severely /nentally retarded adoles_c_:ents to work
together (Chigier, 1971; Forman, 1970), the use of group dynamics in a
preschool child-care center (Broms, 1971), audio tapes which offer intensive
-programming for groups of severely and profoundly mentally retarded childrén ‘
{connor et al., 1972), and music therapy to develop speeoh skills of insti- ’
tutionalized severely mentally retarded adults (Walker, 1972). "

'1.3.4 Research on Severely Retarded Children with Down's Syndrome. .

Because thére are so many papers dealing spec1fically with Mongolism or
‘ Down's Syndrome, a discuSSion of research with this segment of the severely

retarded population is prov1ded in a separate section. However, it should
. 4
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be emPhasized that this-is.purely a heuristic codvenience and that rn ﬂ/
tual tY the treatments and findings in these studies’do mot differ sub-
antlvely from those of studies with other retarded persons functlonlﬁg
at the ame level of mental competence. Johnson and Olley (1971). rev1eVed‘
e liteTatyr. of Down's Syndrome to. determlne the utility of the AAMD's
1asslfl°atlon and found numerous studies: comparlng the experimental task
)performance of this group with that of~other retarded children. There was
- 1;tt}€ ®Videpce that performance on the experlmental tasks is.related to
tne medica) .).ssification; furthermore, there_were more similarities,than

o ) ) i .
differ Nceg between Down's Syndrome and non-Down's Syndrome retarded chil-

aren-
A Paper prepared by the National Institute of Neurologieal Diseases and
stf°ke On the subject of Down'S Syndrome (Méngoiism,-l97l) includes a brief
. t. - . ° . . .
gesCrIPtion of the etiology and diagnosis of this gengtically transmitted
conditlon' Although a number of research reports are cited, the need for

t - . : L s
a greé deal more research in this area is empha51zed..

In a Study of' 44 home- reared Down's syndrome children, chnwell and
B;ICh (1969) found that the Stanford Binet IQ decreased With age whereas the
Vineland SQ (social Quotient) did not decllne as systematically. The data

uppoft the hypothesis that‘DOWH's Syndrome éroduces both a developmental
159 @3 a0 arrest of certain psychological and social capabilities. A
prqgrammatlc study carried out by Rhodes et al. (1960) demonstrates that
language Stimulation and articulationAtraining produce sharp improvements
in eXPYeSsjye and receptive language and articulation; there are also

ignificanf increaseés in'intellectual ability, and in the ability to read.
and enjoy Slmple books. .In addition, the children exhibited decreases in

destrﬂctlve random and stéreotyplc acts .and asocial behav1ors.

ANOthey gr%Pp of-Down's Syndrome children were placed in an experl—
meﬂtal Y enrjched setting including a one-to-one adult: child ratio with
contlnuous exposure to stimulating and physically strengthening experiences

a5 well as 3 pome-like atmosphere. These children exhibited progress in
Oclab lity and adaptability, gross and fine motor skills, language develOP'

ﬂt' and Self—help skills (Kugel, 1970). The author concludes that 1nst1—

tutlonallzed mentally retarded children can develop well sacially and 1ntel' :
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. 1ectualiy if provided care and stimulation in a home-like environment.
Fredericks (1969) compared the effects of the'Doman-Delacatd method with
behavior modification procedures in improving the coordination of 72 chil- °
dren with Down's Syndrome, ages 7-12. At the end of nine weeks there were

- no significant differences between the treatments. .

. 1.3.5 Mentally Retarded and Multiply Handicapped. Tﬁe comparatively

few studies on multiply-handicapped retarded children are extremely diverse
and range from concern with the care of physically handicapped retarded
\, children to speech and 1anguage habilitation in the severely mentally

retarded,

. ~ : ) :
Melcher (1966) reviewed activities to be used by professionals and
parents in working With children who are severely retarded and phySically
i handicapped. ‘The author feels that state agencies can make important

contrgibutions in five areas of concern, including provision of:

> . N . ;, workers with a real conviction that multiply-
. Cou S handicapped children can learn and achieve;
L. . a .
. Vot

- o effective community based administrative devices .
to ensure continuity of planning and services;

® educational content in activities;

® guidance and counseling for the family; and

e employment of an itinerant home teacher-counselor
to work ﬂith children who are unable to attend
special school programs.
Forty-one studies on the'incidence of speech and language problems

in tie mentally retarded were reviewed by Keane (1972). These studies
indicate a higher than normal incidence of speech, language, and hearing
disorders. . Institutionalized retarded .children tend to exhibit more communi -
cation problems than the non-institutionalized, with a high negative cor- '
relation between IQ score' and frequency of severe communication problems. -
No unique pattern of speech deficiency has heen demonstrated in the mentally -
retarded as a whole, although articulation, voice, and stutteringfproblems ’

are, in that order, the most prevalent SOUIce of speech Hifficulfies in
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_ A';ethod of communication for severely retarded, multiply;handicapped,
non-speaking children is described by Levett (1969). The system was used
with a group of 5-to-l6-year-old children who, in addition to being men-
~tally subnoxrmal and cerebral palsied, were also deaf, partially sighted,
and afflicted'with perceptual problems and severe motor dysfunction. A
system of mime was developed after the use‘of pictures, the written word,

fingpr spelling, and sign language all proved ineffective. The mimé Bystem

involved the teaching of approximately 100 words through apgyopriate,gestures.
Pl .

’

No data as to the effectiveness of the method was available.

. Burland (1971) maintains’that‘severely retarded children can show
normal verbal regulation of behavior and that non-verbal thought in this
population can reach a l2-year developmental level with .verbal abilities at
the preschool level. Thus d&ifferential rates of maturation in the verbal
and non-verbal systems can be e2pected when dévelopmental discrepancies

exist between the two.

- A

1.3.6 Home and Institutional Care Programs. The'advantages of home

care ws. institutional placement have been 1nvestlgated by a number of
researchers. Severalﬁstudles have also ‘considered the effect of a severely
retarded child on the other members of ithe family. One such study .
(Fotherlngham et al., 1971) was de51gned to test whether the presence of
a retarded child in the home results in a measurable increment in family
stress. The findings indicate that institutionalized children, because of Yy
their™ow social maturity and high incidence of,socially disruptive behaviors,
were more stressful to their families.than similarly retarded children who
remained at home. However, families who chose to institutionalize their
chlldren were more apt to be of a lower socioeconomi¢ status than families
who kept their children at home, and the functioning of children from
Slmllar SES backgrounds was apparently at the same level regardless ‘of thelr
llv1ng s1tuat10ns. For both SESzgrouplngs family functlonlng did not

improve even after the dlsruptlve child had been out of the home for a year.

~ In a study by Kershner (1970) it was found that families who kept their
retarded children at home showed decrements on a number of soc1al adJustment

cr1ter1a, while families who 1nst1tut10nallzed their children tended to
4 . - . .
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improve over a l2-month period: Ths effects of a severely retarded child
Upon the family were related to the age, sex, and dependence of the retarded
child, as Qellvas to the presence'of normal siblings and the social status
and religion of the family (Farber, 1959). Farber .suggests that having in
the home a retarded boy, especlally one over the age of nine, will probably
be associated with one or more of the following: discordant parental ‘marital
relations, bersomality,problems in the sister who is given responsibility

for the retarded boy, and personality disturbances in normal siblings.

Francis (1971) studied four groups of children, both normal and Down's
Syndrome, ‘'who were eithe} reared at home or in an institution. Comparisons
of the groups indicate that institution—reared normai and Down's Syndrpme hr
children were behaviorally more retarded than their home-reared counterparts

of the same chronolog{cal age.

In contrast, Rosen et al. {1966), in a'study of the expectancy of
success in theﬁself-evaluatlons of moderately- handicapped retarded chlldren,
found that institutLOnallzed subjects consistently set hlgher estlmates of
performance for themselves and are more confident of ultimate success than
are matched non—1nst1tutlonallzed subjects. ' The study supports the contention

that re51dent1al care is' more conducive to optimism and self-confidence than

the regular school and communlty settlng.‘-

- ) . )
Klaber (l969)'conducted'a study of six residential institutions in -

order to demonstrate that institutions are different from each other, to

show that these differences are directly responsible for differential func-
tioning among the residents, to identify‘reasons for differences, and to
recommend changes in 1nst1tuU10nal management which might lead to the maximum

reallzatlon of developmental potentlal of the residents.

°

Two of the six lnStltutlonS were judged to be ineffective since the

residents appeared to bééahhappyvand dependent; they showed little .intel-

lectual growth, exhibited many stereotypic behaviors, and manifested exces-

sive need for social reinforcement. One institution emerged as clearly

~ : .
effective and one as moderately effective. In five of the six institutions,
other ward residents were the greatest source of interpersonal contacts; in

only one ‘institution did attendants and other non-retarded adults interact.



frequently with residents. 1In the typical institution, between one-third

and one~half of the time of the severely retarded was spent in idleness.

N —

Attitudes of attendants and parents of the children in the different insti-
tutions were remarkably consistent; however, in the two institﬁtions judged

‘to be most effective, parents visited their children more frequently.

Kurtz and Wolfensberger {1969) reviewed the reasons for éeparatien.of
residents from a midwestern state insti;dtion fer the mentally retarded
between 1910 and 1959. They dete;mined that death was the most common cagse,'
with the highest proportion of deaths occurring during the . first. three to

. twelve months foll&&ing admission.' It was also found that residents who
_entered the institution during adolescence were far more slikely to be
released into’ the community than persons admltted prlorsze adolescence.
Early lnstltuEégpallzatlon therefore seems to decrease the mentally retarded °

person's chance of release from - the institution.

A longitudinal study of institutionalized retarded persons con@uctedﬂ
by VQgel et .al. (1968) examines the effects of environmental enrichmént, -
. and the relationship between cognitive functioning and adaptive behaviqr.
Exposure to the enriched environmeht by the experimental group‘pfoducea
signifiEantly greater gains in personal skills but made no difference in
the aequisition of social.skills. In both the experimental and control
groups, mental age was related to acquisition of personal skills, but not

to social and emot/ional behavior.

Klaber et al. (1969) suggest that the effecﬁs of inst;tutionalizétion
in a deﬁrived environment may be reversible. 1Two institutions, whose major
differéntiating characteristic wasAthe degree of social interaction offered
to the children, were compared. A group of severely retarded children was
transferted‘for administrative purposes from the more depriving institution
“ to the institution whicﬁ offered a greater opportunity for social interaction.
.Results indicate that cﬁildren remaining in the more depriving institution
approached closer to, and elected to stay longer with, a socially reinforcing
adult than'did the children who had been trensferred. Furthermore, they ‘
.euggest that heightened responsiVity to a caretaker may become associated with
heightened reaction to socially-defined failure experiences and may inter-

. fere with independent problem-solv1ng behav1or .and thereforé with 1ntellectual

development. o ESE;
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The Pygmalian“effect‘of“teacher”expectancies_haS”been*demonstrated“““““““““

“with normal school children '(Rosenthal and.Jacgbson, 1968). Soule (1972)
was interésted in learning whetﬂgz{a similar phenomenon would occur when

Fl

cottage parents were given misle ing information about retarded children.

However, no difference in performarce attributable to the experimental

treatment could be observed. While the author concludes that this demon-
r

strates "no effects of teacher bias,¥ it may very well be that the tustodial

relatlonshlp is such that the behavior Nf.the caretaker is not altered by

the knowledge that one group would do better than another.

In another study of children in a custodial environment, two groups
from- presumably similar custodial buildlngs of a large public institution
were observed under controlled conditions for several months to determine
each child's skills and deficiencies (Barrett, 1971). Unexpected behavioral
dlfferences between the two groups were found to be associated with dif-
ferences in character1st1cs and practloxs'of building employees. The chll
dren who proved to be more d1srupt1ve and slower to respond.to treatment
/were housed in a building with younger‘staff, 1nclud1ng some male employees,
with an average of 13-1/2 Years of experience in the institution. - Most of
the children in this building were still in cribs and were treated as
infants regardless of their age.: In addition, children housed in this
building were hotably over—protected; no attempts were made by the staff
to teach them self-care skills; and the staff "pets," for whom the staff

did as much as possible, were at the lowest level’ of development.

The children who proved to be leJlt disruptive and who responded
most favorably to treatment were housed 1n a. bulldlng with all- fémale staff
having an average of 4-1/2 years of experiénce in the institution. The staff—
child ratio in this building was lower than in the comparlson bulldlng, and .
there was a more chaotic atmosphere. In addition, the matrons orf this wardgf
applied behavror modification techniques to teach children to be more self—;i\

sufficient and there was a higher staff turnover, which was felt to be. advan*c

»

tageous to the children's development. This'study raises 1mportant questlons‘J

4 ¥
FIRERN

of behav1oral requirements, staff-child ratios, inservice tra1n1ng, and

habilitative procedures for caretakers. These questions must be addressed’by

adm1n1$trators and researchers who wish to improve residential serv1ces fdr L

the retarded. 5 9 o s
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The introduction of behayior modification units within the institu-
tional contextvis becoming more and more prevalent. One of the 1nnovators:
+in this area 4is the Pacific State Hospital in Californla. ‘Ball (l969)
describes the implementation and administration'of‘their~3rogram, and'provides
guidelines for staff training, selection of patients,'operation of the token

economy, the education program and, ‘with special interest'to this study,

the development of new programs in ward care for the most severely retarded.

Community~-based care programs are. seen as alternatlves to 1nst1tutlonall—
zation. Meyer (1972) describes a program which prov1des weekly res1dent1al
care in a family setting for a group of’ severely retarded elementary age'
children. The normallty of, the home env1ronment and the low staff-child
ratio are c1ted among the prbgram s, advantages, These are also the ad-

\
vantages advanced by proponents of’foster care for mentally retarded chil-

N

dren. Adams (1970) pr0v1desua Htlef rd%rew o% res1dential care in insti-
g,tutlons and qom%arES tHls',ype of SeYv1ce with that of placement in foster

~* homes. The problems of foster home placement a%? admlnlstratlon are not

e mlnlmized by the authdr.: The team approach in ster ‘care programs is

o'~ ."V

) preségted by Green f1972)'~ Curfman (l967) discusses a/homebound therapy
%w pgogram for severely retarded chlldrenland the1r familles.. -The program,
consisting ofobccupataenal therapy for'thé chlldreﬂhand counsellng services
for the pamenﬁ‘ asseéSes and" dqyelops the chlld's potent1aﬁ and helps the

ly understand the crlld and contrlbute more, to h1s development -
o ¥ u
. Some 1nnovatlve schogl syshfms Hﬁve set Ep spe01al programs located

'thin the re ar scC qplwbulldlngs. Eor,example, operant pr:gedures have.

o
FQ% .
»gbeen the ?a51s of "gnglnee d, cl ssrooms“ such ‘as those of Hewa tt (1968)

&
i

¢ az{d,,xokaska a.x;Ld aeokaska (1971) ,
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g o%hers. o el
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' ﬂ; Flnally, there haSsbeen a trend in the last few years‘to«place some
. T oo A -
A exceptlonal chlldran in regular claésrooms An early expeglment by Hayes .
. b LI X .n . : v » . \ N , Cha, . . . . o . . .
},:- (1969) demgnstrated that ;Pis éypeﬁof“integratlon could be successful in a
y Ul . . A, . D !_:, e . a . )

-+ day.’camp "program._ ‘Since then, ‘nhmbbr of school systems have integrated
menta rgtarded chlldren 1nt9 their negular programs.i Reports of these
o S efforts Qaé;be expected‘to appear in thew%%garafhre in- the(near future.

g -7 ek
L'& W1th thé 1ncreased emphas1s on . car1ng fpr severely retarded children in

ﬁhelr own“or foster homes, a new area of need has«become apparent. The
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strain on the parent—caretakér of a sevérely retarded child is qonsideréble,
and some means for temporary relief must be made available. McKibben (1972)
discusses an ;nterdisciplinary program which provides éounseling and support
services in éﬁch situations, and Paige (1971) dévelops éhe concept of
"respite" care- for parents charged with full-time responsibility for a
retarded child. Respite services include homemaking, nursing, and baby-
sittér'services, as well as foster care, temporary care, family—gfoup, and

group homes.

1.4 Measurement

A number of investigators have been concerned with the measurement of
- IQ, SEQ and other areas of functioning in the sevéreiy mentally retarded.
There is a great deal of dissatisfaction when stan&érd measures of func-
‘tioning are ﬁsed with the severely and profoundly retarded population.
Parier,(l971) states that identifying-and classifying mental retardation
is confounded by the fact that an- apparently norgal distribution oé intel-
- *ligence levels may result f;omvthé.techhiqué of test construction alone.
An appropriate test, according to Parker, would be one which produced a
bi~modal curve disériminating the critically retarded from the non-
critically retarded. 'Parke; maintains that the major difficulty in mea-
suring intelligence stems from the difference between cognitive'capacity
and gmpirical problem-solving ability. He indicgtes that intelligence
asseésment must be closely related to the individual's environmeﬂt,’with~
"culture fair" items needed tb éssess the individual's growth and develop e
ment. Several studies,conductgd to determine the reliability and meaning—. s
fulness of IQ scores of individﬁals with IQ's less than 30 were reviewed
'by Ross and Boroskin (1972). In’each study, over 130 severely retarded
individuals were tested and it was detefmined that the lowest correlation 5
between IQ and behavioral age was .77. The conclusion that IQ's below 30

can ‘be both reliable and meaningful «in gghavioral terms has not, however,

received general support.

Allen and Allen (1967) developed a compendium of instruments commonRly
used to evaluate the intellectual capabilitie§ of,children suspected to be

mentally retarded. The resource book is intended for use by practicing
51
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psychologists and Contalns information on all .aspects of tests and test1ng

of the mentally retarded , including reviews of standardizged 1ntelllgence
tests such as “the Stanford—Blnet, the WAIS and the WISC; developmental
scales for preschoolers; figure drawing, picture vecabulary, formboard
tests; and a variety of non-verbal paper and pencil tests of intelligence.
Other spec1allzed tests, suchias the Frostlg, ITPA, and third person assess-
ment measures, are also 1acluded. Grace et al. (1959) attempted to develop
a series of learning tests which WOuld provide objective, quantlfled, pre-
dictive measures of the educablllty of severely retarded chlldren (IQ-below 50)
and which would relate test performance to significant aspects of life
pehavior. All the,tests in the battery, intended for use with subjects

aged 5 to 11 years, were short, non-verbal, and not dependent on past ex-
perience: ﬁesults of the analyses showed that'the.tests were apprqpriate

to the ability of the subjects;. they were :able to arouse and hold their
interest, and were suitable for dﬁildren with severe verbal and physical
ﬁhandicaps. It was determined that intelligence exerted a more significant
effect on the scores of every test than did factors of age, time‘spent in
school, sex, or medlcal diagnostic category. The relationship between
learnlng performance and intelligence level was slgnlflcantly greater on

every test than that of intelligence level ard initial performance.

Another group @f authors examined the relationship~between intellectual
'level and social and emotional behavior (SEB) in an institutionalized.pqpula- )
tion including randomly'selected subjects from among the moderately, severely,
and profoundly retarded groups (Gardner'and Giampa, 1970) . The three groups
of retarded children did not differ significantly in inappropriate social-
emotional behaviors,.indicating that the affective and cognitive areas are
:relatively independent and hence require separate meashrement.d Silverstein
2 (1971) examined the reliability and constancy of Fisher and Zeaman's K for
measuring the intelligence of institutionalized retarded children. Inﬁ
contrast to the ratio IQ and the deviation IQ, K- proved to be relatively
constant over test—retest'intervals of six to seven'years. A study by
Halpern and Equinozzi (1969) showed that IQ predicts those aspects of "adap~-
tive behavior which relate to academic success, while the Verbal Expressivity

Scale predicts those behavioral aspects which relate to skill in communica-
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tion. The hypothesis that verbal expressivity and intelligence are rela-
tively independent of each other and that they do predlct different aspects
of behavior is supported. Friedlander et al. (1967) developed an automated
operant conditioning device called PﬁAYTEST, which could be attached to an -
ordinary playpen. The device measures the sensorimotor manifestations‘of
attention, purposefulness, response selectivity, and adaptive behaviors.
Friedlander used PLAYTEST with two severely regarded boys aged 2.5 and 3.5,
with;mental ages below 10 months. He roports that, in evaluating sensori-
motor abilities with severely handicapped infants, the deﬁice offers ad-
vantages over more traditional methods such as normative developmental
scales, numerica} developmental quotients, and other techniques typically .
used with "normal" children. The author emphasizes that PLAYTEST allows
the examiner to observe the skills and abilities in addition to the dis-

abilities in the sensorimotor domain.

Husted et al. (1971). used two forms of the Cattell Infant Intel-
ligence Scale with 40 severer retarded children oq determine whether lack
of predictive validity in infant intelligence tests is due to lack of interest
on the part of the child. .Half of the children were given candy reinforcers
and scored significantly higher in both mental age and IQ than did the
-group which received only the regular test materials. The investigators
_suggest that the candy produced increased motlvatlon and conslstency of
response, thus &ffording a clearer plcture of the cognitive abilities of the

»

Chlld being evaluated.

1.5 standards for Residential Care ‘ : L

Goals of institutional care for the retarded have changed over the:
years as the~fhllosophy of the mental retardation movement has evolved.
Younie and Goldberg (1970) have traced the changes 1n re51dent1a1 care,
noting the following progression in goals:

e Make the deviant undeviant;
e Shelter the deviant from society;
- e Protect society from the deviant; and finally,

) Helb each mentally retarded individual learn as much
as he is capable of learning so as to ‘realize his full

potential. (323
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Another historical review of the development of institutions for
mentally retarded is provided by Wallin (1966) . The focus is on trends in
diagnosis, classification, and treatment in both the Unlted States and
Europe since 1900. Of particular interest to educators is a sectlon on the
creation of the special education category within the public school system,
together with the legal and parental efforts which' were expended in putting
this program'across, _ % -

After a brief historical review of residential care of the mentally
retarded, Roos'(1969) discusses three basic prihciples underlying the
various approaches to designing living spaces in institutions. fhese prin-
ciples, which unfortunately are not necessarily cbmpatiblé with each other
are:

e residents should be cared for with maximum
safety and efficiency;

® residents sh ld be treated in as "norma1" a
manner as p ssible, so ‘that the institution
‘should approximate a home-like environment; and

. : . "

e institutional environments should be designed
to facilitate programming for all residents.

Roos ‘also discusses the following critical questions related to insti-
tutional goals: Do institutions primarily serve society, the economy, the
family of the retarded, or the retarded themselves? ~Is it appropriate to
program all institutionalized retarded children for community adjustment?

Should residents be érouped heterogeneously or homogeneously? What role
can parents play? How can institutions be structured, from an administra-~
tive standpoint, so as to avoid confusion resulting from "unitized" multi-

disciplinary staffing? what are appropriate sources of financial support?

-Wili;%arge institutions survive and in what form?
SRR ’ :
J‘:"‘ A special treatment by Rowland and Patterson (1972) looks at the re=

conceptuallzlng of the tradltlonal lnstltutlonal model to encompass the
developmental lnstltutlon. In this model the institution .is seen as a

- source of educational opportunlty rather than a place where therapeutic activ-~
ities for the severelylretarded are provided. Every ﬁunctioh is oriented

to the needs of the'indivigual. The adoption of this model, it is noted,
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be examined. -

would requlre a major value transformatlon on the part of the institutional

—

personnel. : f

Douglass (1971) predlcts.%n upgrading of the caliber of facilities and

serv1ces within 1nst1tut10ns for severely and profoundly retarded persons.

He also forecasts that there will be continued efforts to promote alternative
living’ arrangements, small group homes, cottage plans, and 1mpr0ved staff- '

to-resident ratios. : o

~

In avpollection pf papers edited by Kugel and WOlfensberget (1969) ,
authorities in theqfield of mentalyretardatiOn discuss changing patterns
in residential services for the mentally retarded. The first section of the .
text focuses upon the challenge of innovative actien, basic facts regardind.
the. current status of residential facilities, personal reactions to current
models, and the history and development of institutional models in the
United States.' The second section of the volume presents conceptuali—
zations of models of adequate service delivery, and in-depth descr1p-
tions of already.established model programs for the mentally retarded.
Various proposals are concerned with new and radical lnnovatlons and recom-

mendations for change in service delivery patterns. A theme cons1stently

stressed in the text is the need to include residential sexvices as one

component of a continuum of services for the mentally retarded. The col-

lected materials edited by Baumeister and Butterfield (1970) also include

many relevant discussions of.geatures of residential facilities which must
. 5
B . . .
In response to these changes in institutional goals, new standards
for residential care have been developed. Both nationally and internationally,
consumer groups apd’professional associations have attempted to improVe—

o

services fotQEhe retarded. The President's Committee on Mental Retardation

(1971) reports the formatlon of a federally funded Council for Accreditation
of Mental Retardation Facllltles to work with the Joint Commission on the
Accreditation of Hospitals and the International League of Soc1et1es for

the Mentally Handicapped. The Joint Commission has publlshed Standards for

Residential Facilities for the Mentally Retarded (1971) which delineates

standards for resident living, including relationships with staff, activities,

- food services, clothing,“health,(hygiene, grooming, grouping’ and equipment,

(op)
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and design of living units. Program areas covered by the Standards_are

lasted in aiphabetical order and include- dentistry, education, food and
putrition, library, med1c1ne, nursing, pharmacy, physics, physical and ‘
occupatlonal therapy, psychology, recreatlon, religion, social work, speech
pathology and audiology, vocational rehabilitation, and volunteer sexvices. *

Also included are standards for record-keeping, research, safety and

»

sanitation, and administrative support services.

similarly, the International League of Societies for the Mentally

Handlcapped (Re51dent1al Care for the Mentally Retarded, 1969) developed

basic principles regarding res;dentlal care for the retarded. A symposium
of representatives from 12 National Member Socleties of the League was
convened to diScuss current trends and achievements in the provision of
residential care to the mentally retarded. Endorsing the principle of
nérmaliiation, the group proposed a developmental approach to care of the
retarded.and agreed that re51dent1al serv1ces must be,¥iewed as one point
along the continuum of available éerv1ces. The group related the issues of
‘admlnlstratlon, size, and phy51ca1 envxronment to’ reSLdentlal service -

delivery, and made recommendations for‘ individual evaluation and programming.

. They also discussed two models whigd

embody these:principles: the decen-

trallzed ‘institution and the 51mp'1 | community-like institution.

The Council for Accreditation of Faci;ities for.the‘t;ntally Reterded
kgs- developed standards for residential facilities (Croe , 1972). -Edhca—
tlon standards. are offered for the guidance and instruction of educational
providers and for use in a national voluntary accredltatlon program aimed

at improving all serv1ces for the retarded. Perhaps the most significant

~

provisions of these standards are:

o ‘educational services should be offered all re51dents,
regardless of age, level of retardation, or other- ‘dis-
abilities;

- e educational prognémming begins at birth;

@ institutions should provide educational,programs
at least equal in quality to those provided by the
public schools;

® residents should attend public school programs whenever
possible; and (;(; Q* .
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@ educational programs operated by a residential = .. ... .-
facility should not be isolated from the community
or from the mainstream of educational endeavor.

In Residential Serviées for the Mentally Retarded }1970) there are

papers dealing”not only with standards of residential care but also with
the conditions under which such care is appropriate, : the ‘legal rights, of
the individual, needed services; regional and community resources;
features of residential care forfthe'mentally retarded in England, and the

need to evaluate different forms of care.

\

To analyze institutional differences in the United States, Silverstein
(1967) collected data on 13 variables from 130 public institutions listed
in the Directory of Residential Fac111t1es for the Mentally Retarded
{Milligan and Nisonger, 1965 Nisonger, 1968). Anai;s s of the 13 varlables

produced four factors- .adequacy of cottage and med1ca1 personnel; adequacy
of teachers, psychologists, and social workers; institutlonal age, over-

)
crowding; and resident competence. While these findings are neither new &

nor unexpected, they are worth noting here because of the clarity with
which these four factoréf emerge as cr1tica1 across a wide variety of insti-

tutional settlngs.

Scholi¥(1968), Principal Consultant for a grant to the“National

Accreditation Council by the Social and¥Rehabilitation Service, has pre-

pared a detaileq volume desighed t6 enable individual pxoviders to.evaluate
themselges.l The contents include a manual of procedures and the underlying
philosophy and- objectives. The individual evaluation sections‘cover the
entire gamut of subjects of concern in the operation of a residential
facility, from general curriculum planqing, which ;s broken down into
specific subject areas, to health and éafety and adm{nistrative/staffing
issues. ) :
A ;

Goal setting and establ;shment of standards have had a perceptlble
effect on institutional change. Plans for reorganlzlng the Fernald School -
(Dybwad, 13@9), initiated in the middle 50's, are currently being implemented.
For example, there are Several behavior modification programs) and childrenA —
who have attained a requisite level of self-care skills are being bussed to

the regular schools in their communlty of residence whenever possxble.

o : 57
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Similarly, changes in goals have been translated into action at the
Miami Sunland Training Center, a large residential institution for the
mentally retarded Cortazzo et al. (1972) describe ‘the Center's trans-~
formatlon ‘from a tradltlonal department and profession centered. 1nst1tut;on
to a divisional, re51dent and program-centered model The Center has developed

a speqlallzed unlt,fqr "each Sf four major program functiong®
e vocational rehabilitation, R d
e education and training,
° independent'livingz and.

. \

As part of the new approach, every re31dent is prOV1ded w1th a mean—.

e development and training. i

- ingful, - comprehen51ve program 1nd1v1dually desxgned and based on team
prescriptions. These are carried out by a351gned team¥nembers, with frequent
evaluation. of performance objectlves. Parents of residents are often in= " .

volved in group and individual meetings. o T ' 5

1.6 Guides to Providers

At the outset it should be noted that no listings focus specifically
on providers of services to the profoundly'and severely.mentallj retarded.
There are, however, many references which are concerned with the total
mentally retarded population. Usually such directories will specify the
level of retardation and other accompanying handicaps which\tan be accom-

modated at a specific site.

CBﬁgiially, provider information is available through three major
_sources. First, agencies in several states provide information on services
avaflable to their mentally handicapped pOpulatidn. For example;'listings

and/or d1rector1es are available for Washlngton, b.c. (Comprehensive Mental

Retardatlon Plan, 1969); Georgia (Dlrectory of Serv1ces for the Mentally

Retarded, 1966); New Jersey (New Jersey Comprehensive Plan to Combat Mental

Retardation, 1966); and West Virginia (A Plan Called.Promise, 1966) . All

but the Georgia -plan present the total "statewide program for dealing with
' mental retardation, of which information on available services is ohly part.

o
zq.‘» _
T
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} Secondly, the results of several nationwide surveys provide another
information-resource. Thus the flndlngs of a survey of state vocational ‘
rehabilitation agenc1es 1nclude, for each state, a detalled descr1pt10n of 1
*an "exemplary" program as well as a list of programs with which the vocatlonal

3

/
rehabilitation agenc1es are concerned (Servxces to the Mentally Retarded.>

Vocatlonal Rehabllltatlon Involvement, 1973) . Segal (l97l) ‘reparts on a

3_ survey of state agencies and prov1des an interesting analysis of trends .

and patterns in serv1ces dellvgred to mentally retarded people. Scheerenberger's-
(1965) report on an AAMD survey of 138 state lnStl utions includes valuable
1nformatlon on a number of’ tOplCS, such as distrlbutlons of the cllent ' i
pOpulatlons by age and level of. severlty of handicap. State and naéional

trend data on publlC 1nst1tut10ns is prov1ded by Starr and Warsack (1968)

gy _-,.

. Directories const1tute the third major source of provider information.
Qne of these is published by AAMD and lists all residential public and
private facilities for the retarded (Nisongér, 1968) . ‘Another valuable
resouroe'is the Directory of State and Local Resourcea for the Mentally
Retarded (1969), published by the U.S. Department of Health, Education,

and Welfare. 1In addition to listing residential and special facilities and
clinical programs for the mentally retarded, this reference provides useful .
information on the coordinating agencies in each of the 50 states and the

U.S. territories, state—administered programs, and non—government state
' ~

resources: The Mental Retardation Source Book (1972), also published by

the U.S. Department of Health,'Education, and Welfare, provides statistical £

data from all of the mental,rgtardation programs administered by various

&

agencies of the federal governnent. The ‘first sectlon is devoted to a

“:ded population in

RErs

stat1st1cal demographic descrlptlon of the mentally {
j fmental hospitals;

P 51.‘.:'

the second section reports data on day care fac1lltr§s,'oiinics, and psychiat~-

public and private residential fac1llt1es 1nclud1ng

ric and educational services; the third section i$ devoted to data on clients
served by the Social Security Administration rehabilitation program, and’
the public assistance §rogram. i

};ﬂ‘
¢ A third HEW pubf%patlon (Mental Retardation Programs of the Department |

of Health, Education, and Welfare, 1972) presents the Department s programs'

* for the mentally retarded, organized according to the following categories:
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preventlve serv1ces, ‘basic and supportlve services, research, income-
maxntenance, personnel training, and constructlon. .Reports of eight
agencies (the Office of Child Development, Office of Educatlon, Health
Services and Mental Health Administration, National Institutes of Health,
Social and Rehaoilitation Service, Social Security Administration, Food and

X s, .
Drug Administration, and Surplus Property Program) provide program descrip-

tlons ‘and dlSCUSS objectives, activities; -history, publlcatlons, .and_economic

impact. The financial pollc1es are also covered, and information is prov1ded

on the amount of £vnds for mental retardation programs available from the ¢
Departm7nt. B 4

o 1.7 Bibliographies “ & b

+ - “

A number of blbllographles and collectlons of relevant materlals have

1

been re - renced in the preceding text. There -are also some very useful
sources of information ‘on- mental retardatlon in general, but which focus on

the severely and profoundly retarded. Bialac (1970) , for example, has com-

“*piled a wiPde selection of materials covering community programs, condition-

ing, education, institutional services, reSQEﬁntial programs, and tech-
nlques for devloping the language, speech, hearing, and mental processes.
of profoundly d severely retarded populailons. Evaluation and programs
for parents and L}ieS‘are included, but 11terature which tocuses on

medical issues has been specifically excluded.

The 1973 Publlcatlons LlSt of the National Assoc1atlon for Retarded

t
Chlldren references and descrlbes approxlmately 90 publications of that

organization. However, the level of retardation is not indicated. Most
likelv'the materials are not limited to. treatments of the severely and

"profoundly retarded. Another general COlleCthn, A Selected Blbllograpgv

“on the Mentally Handicapped (1970), prepared by the Mlchigan State. Depart—

ment of Education, also. lncludes materlals on the educable and tra1nable

mentally retarded An earlier review of world lltera g£e on mental retarda—

( .

Prlntxng dfflce.

P

cion: (Heber, 1963) is obtalnable ‘from the U S Gove
f

There are several blbllographles whlch prov1de materlals on Down s ’I.&(
syndrome or mOngollsm. The§e include Gelhart (1966),;Stedman -and Olley e
(1969), and an annotated bibliography on Mongolism (1971) which 1s part of :h[

. the Exceptional Child Blbllograph§ Series. oo ‘ﬁ . Sy CO S




A different ‘type of spec1al bibliography is the one by Gardner and
Selinger (1971). Over 850.references to research in. the field of mental
retardation are listed. Of these, at least 50% appeared,ln journals deal-*
ing withvmentaf retardation. Although there was a dramatic increase in '
the number of articles publlshed in the 50°' s, a levellnq off occurred in
the mld—Sthles, with a steadily grow1ng emphasis on studles applying,

, fehav1or modlflcntlon procedures. ’ _ '

'

1.8 Future Directions

@

In many of the artlcles dlscussed earlier in this paper there have
been references' to lnnovatlons and trends for change 1n the care and habili-
tation of the retarded, with special emphasis on those in the most severely
and profoundeNretarded categories. Aithough great strides have been taken
in the development of techniques for habilitating the severely mentally
retarded) recent accounts of 11v1ng conditions in residential lnstltutlons
in?the United States (Blatt, 1972) bring a shocklng awareness of the dis-
tance still to go before the goal of humane and appropriate treatgfnts for

all disturbed children and youth has been attained. _ . .

L

With saome chagrln it mustbbe acknowledged that the Scand1nav1an coun-
tr&es continue to be the leaders in advocatlng humane prov1510ns for the ;
- severely mentally retarded (Humphrey. 1968, Clark and Cl&tk, 1970). Denmark
is well ahead in developing programs for care and training, having passed
legislation.in 1959 which made the education of all retarded children
‘ between the ages of 7 and 21 mandator&i In Sweden, where a registry of the
number and needs of disabled persons has been maintained for almost 100
.HYears,,programs stress the imgortance of separating retarded children by
" level of functioning, type-of illness,'and'age, even ta the inclusion of
separate wards for infants. _In’ both Denmark and Sweden comprehensive, tui-
tion-free high schooi training programs have been designed to train special-

ized child care workers. ,
\\ -
With reference to future directions in this country, Wolfensberger (1969)
makes 20 predictions concerning areas of change in residential services for
the mentally handicapped. He anticipates that many of the_functions of the

traditional institution w&ll be assumed by o%her agencies such as work-

~.
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training centers, and that most residents wfllﬁbe integrated to some extent
into community life. The hew facilities: will be oriented toward child
dchlopment, will emphasize pre- vocatlonal education, and will provide

sheltered living arrangements within a community milieu.

In another article by Wolfensberger (1972), the principle of normaliza-
tion is applied to the issue of residential service delivery. Basically,

normalization has as its goal the establishment and/or mafhtenance of

14

behaviors and characterlstlcs which are as culturally normAtl as possible.
Wolfensberger discusses the implications of this pr1nc1ple§t§x smaller, less

1nbt1tutlon—llke re51dentlal facilities. :

Orzack et al. (1970), Gardner (1970), Swartz et al. (1971), and
Jordan (1972) are but a few of the many authors involved in shablng the
directions which the provision for resources and services to the severely
mentglly retarded will be taking in the future. Current technological
capabilities such as in videotaping and other media resources offer untapped

potentlal for increasing the effectiveness of educational and tralnlng ’

I3
- f

programs. ‘Clearly, more %nten91ve efforts are necessary to facllltate the
optimum development of handlcapped children and youth. New 1deas in archi-
tecture and milieu structures also offer many opportunltles which have not
been fulily utilized. And finally, the effectiveness of behavior modification
in eliminating undesirable behaviors and establishiqg desirable ones seeﬁs

to support the position taken by Throne (1970) in his prediction of a pre-

dominantly beahvioral approach to mental retardation. ;

2

2.0 SEVERE EMOTIONAL DISTURBANCE

2.1 Problems of Definition and Classificatioh

Of all the areas of handicap, that of emotional disturbance is pcrhaps’
the most dlfflcult and elusive to descrlbe objectively, and the determination
of cut-off points for levels ‘of disturbance is, to some degree, dependent
upon subjective tolerance for unconventional or peculiar behavior. what one .
individual or culture may consider deviant, another may accept as pcrhaps '
idiosyncratic but not psychotic. The child with whom one teacher may bc
able to establish a viable rapport in the classroom, another teacher may
cons1dor so disruptive or unrcachable as to demand spec1al handling.

A
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Furthermore, it is extremely difficult to establish meaningful criteria

on which to_differentiate three levels, the mild, moderate and severe, of

emotional disturbances. The recent literature reviewed fotr this'paper'offers‘

little assistance on this problem. There are a number of leéal or functional

definitions which have been offered; for instance"Guidelines for Implementaw

tion of the Pilot Program for Emotionally Disturbed Childyen (1971) state®

" that the term "emotionally dieturbed children will be construed to'inclqde

any child whose emotional condition is medically and psychologically de=-

‘termined to be such that he cannot be adequately educated in the regular

publié school-clqsses without the  provision of special services." Func-
tionally defined, they are those children "17 years or ;Qunger who evidence
inability to relate realistically with the public school program and who
are unable to function near capaciﬁy mentally, socially,‘and emotionally."
In the compendlum of state laws relatlng to handlcapped populations, the v
range of definitions of the emotionally’ dlsturbed is conflned to these few
simple constructs. Addltlonally, the stipulation is usually made that the

diagnosis'must be made by a qualified professional. Since a major source of

.confusion is the variety of professional orientations which have constructed

theories of mehtal illness, there is a high degree of possibility that
disagreement willnoccur. The "mental health specialist” might not be:
w1111ng to accept the educator's description of the disturbed child as:

" . one who v1olates classroom norms where no. other meens of explalnlng

1)

this v1olatlon is available.

-

while the specification of criteria for minimal and moderate emotional
dlsturbance is subject to a great deal of amblgulty and baseline instability,
these issues are not too relevant for the present review.. Judgments of
severe emotional disturbance have a high level of interrater reliability,
which increases commensurately with the level of.severity. This is par-
ticularly true of one subset of’p§§chotic behaviors which make up the syn-
drome now popularly knewn as autism. The distinction between autism and
severe emotional disturbance is one which is, indeed, rather arbitrary,
being based primarily on the presence of certain "psychic withdrawal"
symptoms (Lacey, 1969). However, because of the weal}h of literature which

has been generated in this area, autism will be™ reated in a separate section,

directly following this one. 175; . v &
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_in tﬁgtg%lted States in need of psychiatric

e-lsaaFEhortage of teachers of the emotion-
,./ .x.

and aqdlescent‘Wards are/expected to increase in populatlon

l%.~

al Inst&gute of Mental Health (Rosen et al., 1968) has

COllected data'whlch 1nd1@$te that‘apbroxlmately 473,000 chlldren under
18 ﬁears of age recelved SGme type of service in 1966. -Of these, 400,000.

‘;fwefe treated in outpa&;ent c;1n1CS, 27 000 in public mentail hOSpltalS, 8,400
w*ln pn;vate mental hosp1tal§, 28,000 ih general hospitals, 2,500 in psychiatrxic

day-night units,'and 8,000 in residential treatment centers. Another source

(Emotionally Disturbed Children, 1967) cites government figures indicating

that 100,000 children in the United States require hospitalization or an
environment completely separaté from other children. It is also reported
that the number of emotionally disturbed children is increasing at a rate

4.5% greater than the normal population growth.

' Questionnaires to obtain information on thé ‘current status of public
school services for emotionally disturbed childten were sent to state

directors of special education in each of the 50 states and the District

of Columbla (Hirshoren et al., 1970 Schu%tz, 1971) . They obtalned data

on definition, terminology, prevalence, sé%vices available, class size and

case load, and administrative organization. Estimates were obtained which
indicate that .05% to 15% of all children between 5 and 19 years, or .
1,200,000 children, are emotionally disturbed. Hirshoren et al. report that
Mackay (1969) and Page™ (1965) cite incidence_figures of_2§nand 1% respectively..

Individual states and localities have also carried ouﬁ;skudies to
determine the incidence of emotionally disturbed children and youth, and
the facilities available to serve them. One of the most complete of these
is reported by Marrone and Anderson (1970). _During 1968-69, 1l elementary
classes in Montgomery County served 94 disturbed children. Among these
were psychotic, severe neurotic, schizophrenic, and autistic children with
behavioral and personality disorders. Prior to 1955, Ohio carried out eight
major studies concerned with the prevalence of emotional disturbance (Gloss,

1968). The incidence of severely disturbed children was said to range from
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4% to 12%. Gloss also includes a description of 20 experimental research

and development prdgrams which ‘were in prééress in 1968.

2.3 Research and Demonstration

Before léoking at the type of research which has been receiving the
%reatest amount of attention during the last 10 years, it spould be reiterated
that there are two basic conceptual frameworks in which the study of severe

emotional d'_isturbance-has been cast: behavior mbdification and psychotherapy.

There are other treatment approaches and.other isstes with which régearch™ - = =

and demonstration studies have been concerned, but these receive relatively

less attention.

2.3.1 Demonstration Programs. As the review of the recent

literature seems to indicate, the appropriateness or effectiveness of:
behavior therapy is no longer being extensively tested in experimental
studies. Instead; there are many reports of institutional settings;wbich
‘have adopted these procedures as part of a regular,-on—going treatment
program. O'Leary and Becker (1967) report the use of behavior modificatioh-

in an adjustment classroom. The Engineered Classroom, . first’cénceptualized

by Hewitt over 10 years ago, has been a regular part of the. Santa. ica

School System's approach to emotlonally disturbed chlldren, and the'j
Unlvers1ty of Kansas Behavior Analysis Follow Through Program has bee
using token reinforcement with d1sadvantaged children for the past flve
years. A four-year rehabilitation program based on behavior theory was
carried out with 12-17 year old chronic psychotics in a highly structured

residential school setting. The rate of dischage was 88%, with only 13%

recidivism.

CauarillQJState‘Hospitai {Montgomery and McBurney, 1970), Devereux Schools
(Saunders and Balano, 1972), and the Children's Treatment Center in Madison,
Wisconsin (Browning and Stover, 1971) have incorporated beﬁavior modifica-
tion as a total treatment approach in tﬂeir work with emotionally disturbed

[ 4
children and their families.

Ev1dently the fact that a large proportion of the emotlonally disturbed

population have at‘%east normal cognitive ability has influenced most of the
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workers in this field to dlrect their efforts at reulﬂ'atlng.def1c1enc1es
in language functlonlng, as well as the 1mprovement of other types of
academic skills. Thus the vast majority of 1nterventlons measure SUCCESS
in terms of how quickly children can return to classes with their normal
peers. Knoblock and Johnson (1969) present a series of articles each of
which is concerned with some aspect of teachlng or curriculum as 1t may
affect the academic 1earn1ng of the emotionally dlsturbed child. A similar
arademic orlentatlon is displayed by Meyers et al. (1968), who have pre-

pared an instructional guide for teachers to use with this populatlorb

Also concerned with academic functioning, Kenney et al. (1966)
‘explored the.use of an "educatlonal cadre” to function as a diagnostic,
teachlng, and .research resource for emotionally disturbed adolescents in
a resldentlal treatment program. The classroom teacher worked with a
5curr1culum spec1allst, a cognitive psychologist, and a psychlatrlc clinician.

The experimental curriculum employed units in Engllsh and hlstory as the
media for the development of cognitive processes and language skills.
Kenney reported that observations by teachers,,comments of other students,
and the work products of the disturbed chlldregbthemselves 1nd1cated that
the materials and methods fac111tated learning, but this was not supported

by performance on the language tests.

kg

Whatever the &ffect of the "educational cadre," it may just as easily
have been_ the product of the reduced child-adult ratio which resulted from
the presence of the extra adults in the program. As WelSSman (1970) porgts
out, a teacher-child ratio of from 1:6 to 1:10- is recommended alOng.ﬂ;th a
program of highly individualized instruction. Weissman also suggests that

" the physical environment can have an important impact on(theladjustment of
the disturbed child; it should be flexible, and there should be "silent
corners where children can be separate from each other if they so choose.

It is 1nterest1ng, however, that when auditory 1nput was reduced, in an

experiment by Fassler and Sweeney (1971), there was no measurable improve-

ment in performance. All of the 30 seriously dlsturbed ch11dre§§1n the study -
had been judged educab}e by school psychologists but exfiibited considerable

confusion about reality and had severe difficulty in their ability to relate
76
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Anothef type of classroom manipulation (Bloch, 1971) was explored
in a special program designed to fosfer language comprehension and to stim-
ulate language production in non-verbal children who suffered severke impair-
ment of intellectual and social functioning. In addition to the use of
visuel aids, songs, and toys as stimuli to encourage verbaliza;ion, chil-
vdren were piaced in the group situation as scon as possible and saturated
with group and individual experiences designed to engage each child at h;s

‘own developmental level.

Many academically oriented programs use behavior modification pro-
cedures. Thus, Pimm and McClure (1967) described an adjustment class in
Ottawa, Canadd. The class ‘Ooperates within the éontexg of, the regular
.school system, but consists of a maximum of eight neutoleéiéglly normal,
emotionally disturbed children 6f normal intelligenceiu Qttendance in the

~ class varies from four months to two years, depending on individual needs.
The focus-of the program is academic‘and the goal is to bring each child up- -
to his intellectual potential through individual tutoring and reinforcement
procedﬁres. As children progress, they are gradually ;eintegrated into

their regular classes. »

An educational approach which stresses languaée development' underlines.
the program at the Forwm School in Waldwick, New Jersey (Dubner, 1971).
Based on the expectancy of noirmal behavior and development, children are
provided with intensive stimulation, they are taught to listen and respona,

to become aware of their own bodies, and to develop perceptual-motor skills.

Other types of therapies have been explored in demonstration programs.

everal investigators report the value of art and music therapy with emo-

Urbed patienﬁs. Scott (1970}, Price et al. (1972), and Wasserman

couraginy effects. Kramer (1972) provides an extensive description of the g

‘The role of the art therapist is considered central to

the success of e~program, which operated for two years in a psychiatric
ward far children. '
Although the recent literature is far more heavily weighted with behavior

"modification studies, the psychodynamic approach cannot be neglected, ‘and
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Reisman (1973) piévides a reéent overview of this theory as it applies to
‘work with children. The most relevant principle of this technique is that:
fhe therapist listens and allows the childkko express his feelings and
be;iefé without judgment or censure. In actual practice, many therapists
may utilize positive reinforcement, one-of the major tools-of behavior

. modification, to bring about the changesvthey wish to effect.

Szurek et al. (1971) describe the compiehensive inpatient treatment

" provided by the Langley Porter Neuropsychiatric Institute in San Francisco.
Their psychotherapeutically'oriented approach is based on the positidn'that
severe emotional disturbance in children is the result of trauma incurred
through early parent~child interadtions,’and they therefore emphasize parent
involvement in the treatment prbééém. An interdisciplinary team 6f speciél—
ists wBrks with.the family in the creation of a therapeutic milieu.

» The milieu /therapy technique has been adopted in ;éveral<c0untrf;s
outside of the United States. Osorio (1970) reports such a'program.in_
Brazil, and Ziegler (1972) contrasts Norway's emphasis on tﬁis.type of
treatmént with the individﬁal psychothe;apeutic emphasis he sees as being
dominant in the United States. Kahan (1971) describes a residential
facility in England for psychotic and severely disturbed children which

continues to rely primarily on individual psychotherapy. .

The Elmont Project (Donahue, 1968) also utlllzes a psychoth;rapeutlc
orientatlon in a communlty-lnltlated program which receives support from
both the regular school system and the local community, The goal is to
allow the child to return to the regular classroom without isolating him
from family, peers,-and community during the treatment process. Another
such program is that of the Child’ Psychlatrlc Day Care Urnit of the University
Hospital of the Unlver51ty of Washlngton, Seattle (Gritzka et al., 1970) .
Similarly, the Hillcrest Children?’s Center in Washlngton, D.C. (Long, 1969)

is a therapeutic elementary school.

Early intervention is an essential feature in the remediation of most
handicaps, but it is particularly important in the Case of emotional dis-
turbance. Bluth et al. (1971) have listed almost 100 items which include a

vatiety of treatment models in early intervention.
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An excellent illustration of the therapeutic nursery is pfovided

'by Furman and Katan (1969). They describe the Hanna‘Perkins School:for
emotionally disturbed preschool children, which adopts a psychoanalyqéc
approach. Similarly, Kliman and Stein (1971) report on the Cornerstone
Project, in which a psychotherapist worki with an emotionally disturbed

child in the context of a regular nursery school classroom. The Regional
Intervention Project (Ora, 1970; Ora and Reisinger, 1971) exemplifies the use
of behavior modification procedures in a preschool program. . This demOnétra—
‘tion project was carried out with 40 preschool emotlonally dlsturbed chlldren
and their parents. 1In addition to providing a preschool program for those
who could not be handled in the'nursery for normal children, other:features
included: placement, support, follow-up and.supplementary sexvicés, parent
pérticipation, and in-service training for staff. % The principal method used
in evaluating the effectiveness of the intervention was that of behavioral
observations within the therapeutiC'settihg. Awareness of change in the
children was pointed up dramaticd&%y'as parents were trained to use the
Vineland Scale to assess social and emotional development. Oné of the basic
objectives of this program, which had a strong pré=academic component, was

to demonstrate that a coordinated, regional early intervention system would

be more economlcal than 1nst1tut10nal care.

If at all possible, help to the emotionally disturbed child and
his Yamily is best provided in the home, supplemented with attendance
.at a clinic after scﬁool hours or in a class designed for disturbed children
within the school system. However, this solutlon may not always be desirable.
‘ In some cases the precipitating conditions to the disturbed behavior lie
within the home environment and it may be necessary for the child and the
family to receive separate intervention treatment before they can make
progress together. There are several alternatives to either special-class

day care on the one hand or institutionalization on the other.

In some brograms whiéh offer séecial day classes for emotionally dis-
turbed children’the facility is not within easy access to the family being
served and the child may need to be boarded out during the week. Project 750
(Hoffman, 1969 a and b), so called because of the legislative ruling under

which it-was funded, invblved removing children from reéular classes and
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a . .
. placing them in special classes designed to maximire their_educational
potential and relieve emotional difficulties; &Hoffman's report was prepared
after the eighth year of the program, which by .that time had served approxi-
mately 2,4@0 children, of whom 57% were under 16 years of_age. Parents of
44% of the children rated' them as. impro&ed in social adjustment; 39% said
their children had 1mproved academlcally, and 59% 1nd1cated 1mprovemént in
overall adjustment. One of the major problems encountered in the adminis-
_tration of the program was the lack of clarity "of Project 750 regulations
in 1dent1fy1ng the children eligible for placement under this funding.
(Other fac111t1es receiving funds through this leglslatlon are listed in

‘Hoffman, 1969 b).

Often there is a situation in which.a severely disturbed child needsﬂk
lplacement in a residential setting but such treatment is not ay‘ilable.
Willner et al. (1972) described an interim service program consisting of L
an interdisciplinary(approachﬁ a welfare agency, an urban board of. educa-
tion, and a mental health facility which provided short-term, in-patient .

¢

treatment.

-

Another instance of an interim approach, described by Atkins et al.
(1962), is the'Eastern Diagnostic and Evaluation Center in Philadelphia.
ThlS Center serves as a screening and referral agency for emergency cases,
deflned as those in which unusual circumstances require some form of ° -
immediate actioch. The outpatient psychiatric services include evaluation
by team memberg of the adaptive interaction and support systems of ‘both
the child and his caretaker. During a 13-month period, 42 children identi-

in need of

fied as emergency problems were seen and 31% of them were judg

hospitalization.

Where immediate 1nst1tutlonal placement is not pOSSlble, another type
of service 1s necessary. Dorenberg (1969) describes a program whlch provided
counsellng services to families and chllqren on waiting lists for tradltlonal
-therapy. The focus of treatment was on strengthening the self-concept of

the parent so as to facilitate coping with the disturbed child in the home.

Short- term placements under residential care followed by cont1nu1ng

non-residential treatment have been explored in a number of settings. ' The

N
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Wisconsin Cchildren's Treatment Center (Kemp, 1971)‘provides a residential

program which 1nvolves the famlly in the treatment process. Of thé\ggf,
children, 4 to 13 years old, treated at the tlme ‘the report was written,

none were returned to institutions and all but one, who was placed in a ot
foster home, were still living at home with their families. Similarly,

the Children's Rereducation Center in Nashville, Tennessee provides six-

month placements for children 5 to 13 years old. Children remain at the Vi
Center-anring the yeek and are sent home on weekends. Problems are ap-

proached from educational, behavioral, and economical viewpoints; behavior
modification principles are applied within the total environment, both

inside and out of the Centeruif!he individual child's curriculum is adapted

,More and more reSLdentlal'treatment centers are moving toward a
conmunity health model. Mora et al. (1969) report a,ten-year‘program at
the Astor Home for Chlldren. It was marked by an 1ncrease in the ratio
of profess1onal to Chlld care staff, prov1s1on of intensive psychotherapy
for each child by members of three orthopsychiatric discipl Wan in-
creased ﬁequs on neurological and psychopharmacological treat , and the
development” of more concrete techniques in working with families. In-par-
ticular, attention is given to discharge procedures, group home programs,

'and.foster home proérams.' A reformulation of the residential center concept
to include day education and a day hospital center is also described by
D'Amato (1969) who reports the work at the Eastern State School and Hospital'
in Illinois. - ’ .

The feasibility of a combined treat@ent approach, in which 14-17 162}
old emotionally disturbed boys were given non-residential vocational tyaining

while living in residential centers. foster homes, or in group care, was

demonstrated by Gellman (1969). P

»

While the most recent change in services to emotionally disturbed
children and youth has been in the direction of non-institutional care,
this has not always proved to be a happy soMtion. Chase (1973), fofkﬁﬁhmple,
notes that in®California the consequence of the 196 ﬂ!ntal Health "Services
Act has been .the closing of many mental hosptials ,and the return of mentally

- i1l patients into the community, with unfavorable effects on both. In spite
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of this opinion, it is dubious that residential care will completely dis-

appear as the major type of provision for the emotionally disturbed for

some time to come. Easson (1969), for examnle, takes the positionlthat

there are certain types of adolescent thaviors which indicate the need .
for hospital treatment. These children require various facets of residen-

tial 11v1ng,‘such as psychotherapy, med1cat10n, and continued diagnosis.

A number, of investigators have been studying new ways of working
// within the institutional context. Mayer and Blum (1971) present a col-
lection of ten papers dealing'with various aspects of residential treatment\j
for emotionally disturbed children. Milieu therapy, special education,
psychotherapy, and grdhp living aye discussed, as well as the rele of thej‘

El . -'J

child care worker and the volunteer.

2.3.2 Research Studies. The effect of intensive therapy and

casework Services'giyen to 27 children in foster homes was compared with

a similar group of emotionally disturbed children also placed in f;ster homes
but without any special intervention (DeFries et al:; 1965). Based on the
psychiatric interviews at both the beginning- and the termination of the
three-year therapy program, 13 experimental and eight control children showed
improvement, five experimental and nine control children sh®wed mno change,
while the condition of elght experimental and nlﬂt control chlldren was
=aggravated The authors conclude that since their 1ntens1Ve therapeutic

effort did not produce significant results, institutional care should take

precedence over foster homes.

It is difficult to sée how this conclusion was reached, since both
" the experimental and con:rol‘groups were in foster‘homes and no comparisons
N were made with an institutionalized population. Perhaps they felt that if
all their best efforts had failed- there was just no hope for these children.
There is no doubt that this is very difficult and ‘often unrewardlng work, but
a more opt1m1st1c note is struck by Ambinder and Fallk (1966) who report a

foster home program which .successfully retained an emotionally disturbed

boy in school through several semesters. . : S

The use\of small group situations was the basic 1ngred1ent,1n a study

with emotionally handlcapped elementary school students with normal 1ntel—

i
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ligence and no neurological defects (Miller, 1967). The experimental

groups demonstrated significantLincrement in academic achievement.

A spec1al type of group method called "soc1otherapy“ was developed by
! . Kok (l972) This 1ntegrated mult1—d1sc1pllnary technique” consists of a
high degree of structure in group play tH%rapy for the treatment of the .
‘ "structopathlc," emotlonally disturbed, hype;klnetlc child. Structured,

F'd ‘,.. P,

formal lessons ‘in an experlmed%al speech and language program were reported
I )

to be less effectlve than sessions~which 1nclude& at least some play act1v1-,

' ties (Rubln etwgﬂ., 1967) ;- but these ]udgments wefe not substantlated by-- .

«
o]

wh
statlstlcal tests. * o o

K L The relatlonshlp between spec1f1c readlng dzgabllltles and egptlonal

RREN

* disorders was" studled by Wilderson (l96f) lyé;gaor analysis 1nd1cated that
d

. there were four psych1atr1c and seven read ef1c1ency camponents.. These

.’

weré shown by correlation teghnlques to be related in the following manner:

“4v

sch1201de1thdrawal and memoxry ; charactex d1sorder and 1ntellectual maturlty,

\\ dharacter disorder ‘and hyperactlve style; borderline psychos1s and v1sual
eff1c1ency» and somat1c complalnts and v1sual 1nefflclency.“ - {.
a W, s

Another type of question whlch has been explored 1n a. seml-research““ T

&

context 4s concerned W1th the most advantageous envlronm%ht for the dis- , ' 2,
" turbed Chlld.: Carleton (1967) compared three’ dellvery systems ' the day ' '

school prognam, a homebound pr0gram for children w1th problems too- severe’ ¢ Jﬁ
for the day- care program/ and an itinerant teacher program for studenEs f’,_:‘ o
' enrolled in regular classes but who requlre spec1al work in small groups. o

.

If the pro;ect is evaluated in terms of the 1ncreased demands foréidmlssxon

a

into the program, then this was 1ndeed a succe3s since the enrollment went
from seven in 1965 'to n1nety 1nq&968. All children returned to" thelr regularJ

. classrooms, but their subsequent ability ﬂo function in thatlsettlng was not-

 always adeqguate. No comparatiye assessment of the three methodsfused was "
- - . available. n K ' o _ - 'f' '

oy ‘

’i;f', The COVERT School progect (Kleln et al., l967) was also des1gned to

evaluate alternat1ve educatiodal ‘approaches for emotlonally dlsturbed chll~'
dren.” Six ptocedures for mee;:.ng the needs of an est1mated 3% to 14% (:é the
school’ populatlon exh1b1t1ng emotional d1sturbance were used: a residential

. ' . »
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a day. sc ool éﬁgc I}plass programs, a group—tutorlal approach, a

teacheg for chlereniin reqular classes, and recreatlonal therapy._

(2]

“Q-_ contacts, total group changes, etc.) were kept, but no quantlfled statls—

,/i ‘\thcal analyses were reported

- Finally, Greenberg andﬁmnvag (1945) explored the use of the group

& home, a single family dwelj +th four to five children living with-a

couple, as a transitional r emotlonally dlsturbed children who had

“to their own families. The experlence was reported to have proved

3

gal . for 41 of "the 59 children. -

v

- T

e

2.3.3 Research with Emotlonally DlSturbed—Mentally Retarded

f'Chlldren and’ Youth In dealing with the. problem of mentally retarded and

ﬂ;emotlonally disturbed chlldren and youth,_lt is appropr1ate~to_begln with a
g'discussion of the difficulty of separating the descriptions of these two ‘
v handlcapplng conditions. There is a strong case. for developing a'common

'Qset 8f concepts with which to organize and classify the phenomena ‘which

’

characterlze both of these handicaps.
DR

unhappy with the classification of levels of retardation on the basis of a
psychometric measure of performance on intelligence tests. ' However, the

b periodic efforts to introduce multifaceted criteria which would give some

.

currently in use are described prlmarlly 1n terms of cognitlon whereas
s emotlonal disturbance is defined in terms of personality variables. ThlS
ténds to foster false dichotomies, and there is a need to recognlze that

,,Jretarded children are also influenced by soclal—emotlonal and attitudinal-

t
.

motivational variables (Milgram,. 1972). \\\\;_:; v

. . 'S | @ 3
A further complication fsgthat y.of the.behav&oral symptoms of

a,

k,z mental retardation are similar to those whlc are characterlstlc of autism,
7

K

and many autlstlc Chlldren are also often said to be' retarded. In many

- areas of the country the prlmary diagnosis- r;,dependent upon what type of

-’

A . _‘} : - ) ’ ;’, ,«ﬂ - .
~ .. 8’1 | ,
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Many specialists working in the-field of mental retardation are extremely

+ weight to personality variables have been consistently rejected The systems

services are most readlly 3@allable, since there are usually more-facilities
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for the retarded autlstlc.chlldren“are often class1f1ed as ment\l\ retarded

:;30;

-
with emotional d1sturbance as a secondary hand1cap, and little atte tlon is

-paid to whether the autlstlc Chlld if reached would have the capacity for

iy,

- normal mental functlonlng ,y ;': “ ‘ . § .

<
\\ N

' The literature revlew yielded only ﬁ.ﬁew studies with mentally retarded
children who were also characterized as emotionally disturbed. Of these, -
four are concerned witb the appl}catlon of behavior modlflcatloh technlques
] to eliminate stereotyplc and hyperactive behav10rs{ In a study hy Edwards

and Lilly (1966), operant condltlonlng was used to improve the mealtlme
behav10r of 26, assault1ve female patients with IQ's of 5 to 25, malntalned

- in a closed wardlat Fairview State Hospital in California. All subjects
¢ were ambulatory and hyperactlve w1th little verbal language, all but three

were self-feeders. Condltlonlnil}ncluded changing mealtime proceduresxby

invitind groups of patlents into the dining room 1nste§d of admitting only
a few at’ a time. Satlsfactlon of hunger was used as the initial motivation
and food as the relnfqrcer. Mea&tlme behav10r improved s1gn1f1cantly, with
fewer superv1sory employees.needed. ~However, the lmproved manners at meal-

" time did not{transfer to hore acceptable behavior in other daily activities.

- Twardosz and Sajwaj (l972) used a prompting and reinforcement procedure
‘y to' traln a severely retarded hyperactive preschool boy to sit still. Srttlng
¢ was significantly increased over the course of-the dxperiment; hcwever, an
unexpected s1de@2ffect was an lﬁéreased ablluty of this Chlld to use toys
-ﬁndutolremaln close to other children. 1In addltlon, the Chlld decreased -
/ﬁffﬁbsturing mannerisﬁs while retaining normal walking behaviors.' The results
@ of {;his‘ study demonstrate-that operant procedures can be designed to address

several behaviors simultaneously, and thus to maximize the teacherjs effective~

4 . - . - 4

ness. '
" Two experiments were conducted by Mulhern and Baumei’s’ter (l'Qéﬁ'to :

determine the effectlvéhess of re1nforcement procedures in modlfypng stereo—'
typic rocklng -behd¥iors in two untestable, non-verbal retarded males Operant
conditiohing techniques were used to ellmlnate-rocklng and to_produce s1tt1ng—‘
still behayiors. Aver'sive noise was associated with movement and rein- ‘ .

'*forcing lirghts and candyvbere contingent upon sitting still. The overall

.
]
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. an objective \hlasm fOr class:.fylng emotional dJ.sturbdnce, A -greai;.

P effort has gone into the development of scree;m.ng .1n§trument

Cffect of the treatment was a rellable reduction in the rate of stereotypic

@ct1v1ty for each subgect

a In a controlled experiment using 94 pairs of retarded children, where o.
one of each pair had severe hyperactivity problems and the other did not,
the hyperactive gfoup was found to have a notably higher incidence of. cen- ) :

t#al nervous system damage or dysfunction, residual speech defects, and

" convulsive geizures (Jenklns and Stein, 1971) ., Hyperactive ch:leren Ln the

study had lower social guotlents nd fewer were completely toilet: tralned

than in the non—hyperactlve group. Addltlonally, ﬁe hyperactlve group ‘

were more destructive, w1thdrawn, assaultive, overanxious, and fearful.

Evidently severe hyperactivity unfavorably affects the prognos1s for ;

behavioral adjustment of retarded children. This poor progn051 is exac- .

erbated by the fact that disturbed retarded cHildrén are frequen ly,» r:eaected

¢

from the communlty and placed in 1nst1.tutJ.onal settln—\gw ere then:, enﬁ-?/__/\

/ effectlv :qgh'o

tional dJ.sorders go untreated, although there- a

group of normally actiffe children with

(Tizard -1968) . Observations made during f

'I‘hey were not more aggressive than the contro . %
friendly contacts. The class1cal hyperklneth-‘s
but there was a very w1de .range of variation’ in _pp*pnal\:yv.\ gmerb \,
evidence that these chJ.ldren ‘had suffered a dlffme& type o‘P"EQ: n

than found in the control group. ‘ ' 4

':..q%a‘ °- : ."

2.4 Measurement . .

*‘ - Because there has been no. analdg’ to the 1ntelllgW L

few of the relevant studies, those Whljh have agpeated in. th

3 . . o- - - :

l:Lterature are included here.’ g ' _ # Ay
’ . ’ o ran

co ) . . x) !
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dlsturbed chlldren in rural elementary schools. It.can be admlnlsterea by

KIS >

child.

" In order to ascertaln the eff1¢acy of screenlﬂg procedures for emo—
tionally disturbed chldren.ln a two-county rural area in East Central
" Illinois (Schultz et al., 1972), the Lambert 'and Bower screeping instrument

was used, together with a behavior problem checklist developed by Quay and

Peterson; All the third and fourth grade qﬁildren were observed and used
in investigating the validlty of the procedure. No effect of bias resulting
trom interpersonal compatibility was demonstrated but there was- a low order
relatlonsnlp betweenﬁchlldren identified as potentially d1sturbed and the

frequency of problem behaviors.

A rigorous instrument development study was carried out by Fink (1971)
" at Indiana University. 1In response to the need for more precise analyses . o
~ of ‘the complex educational and-psYchological processes in special classes N

for the: emoti nally dlsturbed Fink de cribes an. 1nteractlon analysis

to

system for ratlng teachers and stude w1thfh several categorles ‘of

<

behav1ors. Reliability ratingg ‘of 8 »were reported afterm&he system was -

.

tested in lS classes for emotlonally d1sturbed chlldren. - & o

s R
Perhaps the most comprehensive and well documented effort?Z%yébalina
emotlonally dlsturbed behavior, part1cularly of xounger children, 1is, that :

"+of Kohn and Rosman (1973). Thelr approach hypothesizes a two?factor blmoda%k ~<i
4i;Af"model of emotional disturbipce. Factor 1 consists of 1nterest—part1c1patlon
1Fi;x‘ vetsus apathy—thhdra&al and Factor 2 cooperatlon-compllance versus anger-
Fk_:-{;-"vdeflance. There are two separate scales a problem checklist and a

. - coﬁpetence scale. ' The problem checkllst consists primarily of items which
gp reflect deVLancx, 'such as temper tantrums and other types of aggression,
. . acting—out, or'ﬁithdrawal, passivlty,'or timidity. The obserYerrenters:a
x;gﬁlng in'ﬁermsiof whether the behavigr is very typical, somewhat typlcal-or .

' , 77 .
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‘jvnot at_all typical of the partlcula "gh;ld. The items are coded so that

étwo separate scores are obtalned 'K.high score on the cllnglng, fearful,
repressed items 1nd1cates the extreme" pole of Factor 1, which is apathy
w1thdrawal a high scorq{on the destrﬁctlve, f1ght1ng, and hostlle items

: 1nd1cates .the anger-deflance extreme of Factor 2. It is the checkllst
which relates- most Pparticularly to the emotlonally disturbed child. The
Competence Scale’ 1s -used prlmarlly to determlne the level of functioning in . v
chlld-teacher, child-child, self-care, child act1v1t1es, and transitional ' ™ ;¥ _
areas. A low score, or the relatively infrequent occurrence of the negative o
behav1ors, would 1nfer behav1or at the positive pole for each. of the two

o

factors. ,

i . B i

Over s‘yeral years of 1nvest1gatlon, 1,425 chlldren between the ages

. of three and seven years were observed in a varlety“of treatment sett1ngs,
and a great deal of reflnement of the scales was carried out. The final
factor dimensions ﬁﬁve been effectlve in d1fferent1at1ng d1sturbed from

;: normal cﬂ!ldren. Specific f1nd1ngs made it possxble to characterjze the '
dlsturbed group as 1nclud1ng s1gn1f1cantly more males than females and ‘ ;a
s1gn1f1cantly fewer chlldren from 1ntact homes. It is 1nterest1ng to note
“that. girl's show predominantly Factor 1 pathology (apathy-w1thdrawal), but

only those who showed Factor 2 pathology (anger-deflance) were likely to o

be,referred for treatment. Wwith bgys the frequency of both types of ' _ e

pathology was more nearly equal.

[al

O reviewed here, andféVen thos

.

There is a not1ceable l ck
e a&

extremely weak or non-existent analytlcal des1gns.
env1ronmental adaptatlon" was reported by Flint (l966)
© rated the 83 cglldren at-the McNQQQ}Infants Home on "securlty scales _
appropraltg to the child's age" and found that chlldren gradually "became

.

S
comgétent’?n.self helpwskllls.“} After 15 mgnths, 44 children had been

returned to thelr homes or placed in foster homes. Five case histories .

wetecalso reported. Bllsky £l970) reports thgq attempt to evaluate a teacher ‘ﬁy

ra_rhg observatlon technlque ‘used in a preschool program.: Nlne boys

and two g1rls were the- basis of the statement that the observation prd@%- .

, dure°was useful .for evaluatlng 51mllar programs.

1
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Closed circuit TV technology was used to evaluate a program for _
emotionally disturbed children in the 6 to‘l3—year age .range (Higginbotham,
1971). V1deo tape films of many of the school's. 200 children were’ taker\so

that teachers could observe their own behaviors, and also for publlc rela-

tions and dissemination purposes. However, no analytic¢ plan for using any

-

& of the findings were repogted. . '
- With the exgeption of programs which utilize behavior moéification_
Ftechnlques ‘and which tend to support the effectlveness of their procedures
by experimental analyses, only one obJectlve evaluation of a therapeutic-
/program,for emotionally drfturbed chlldren‘was encountered in the literature
"'surveyed for! this report.‘ This was an evaliation of An Exemplary Program

of Special Education for Handicapped Children (1969) funded under Title III

of ESEA. Evaluative criteria were used by both internal. and external

evaluators. Data include standardized test scores, detailed case studies,

and obse1'ational téchniques and information on comparison groups.

2.5 Guides to Providers

. A llmltEd number'ofllstlngs which c1te only prov1ders for emotléavily

alsturbed chlldren and yogth were rev1ewed Agong these are . :
» i “a _"0- 2 ::’ .
' Garfunkel. (1970).. Handbook of facllz.‘ies‘ for emotlonally *

d1sturbed and soc1ally maladjusted children ahd e
adolescents, s .
3

: ' -ﬁirshoren et al. (1970). A survey of public school Epec1al

Nl Al .
éffﬁ o «.educatlon programs foreemotlonally d1sturbed children; A
::.\".l-" },‘ Lo - . o I ‘. ’ )
“'“x;: Hoffman (1969);,‘Resources and referral handbook: Project 750;
= and ' ' : ’ > :

Pappenfort and Kilpatrick (1970). ' A census of children's
residentialrinstitutions in the United States, Puerfb L
Rico, and the Virgin Islands, 1966. Voﬂdme 47" .Insti- sia
tutlons for emotlonally d1sturbed children. L

‘

2.6 WBibliographies ' )

'

/

Thereﬁare seVerel recent references which consist of compendia or col-
lectlons of artrcles which deal w1th various facets of treatment,.:ehablll—

2
tatlo ,» and education of emotlonally disturbed children. Since 1956 the
o
Children's Bureau Clearlnghouse has listed 842 research pro;ects in the area

Nl 8 )
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of émotional disturbance (Research Relating to Emotionafly Disturbed

Children, 1968), and a Bibliography on Emotionally Disturbed (1970) was

publlshed by the Michigan State Department of Educatlon. o .

A great many studies gave demonstrated the effectlveness of behavior
+ modification procedures w1th emotlonally disturbed patlents. The Excep-
tional Child Bibliography Ser1es has collected 81 references to such

studies (Behavior Modlflcatlon, 1971), and Graziano (1971) has edlted a

collectiongof 39 papers which demonstrate that behavior therapy is Success-

ful in producing desirable'behaviors in schizophrenic, autistic, and psy--

Pzt

.chotic children. ! ' , . % 3

- Faas (1970) brings together-34-articles concerned with idehtifying,
understandlng, and educating emotlonally d1sturbed children within the
public school. It is dubious whether severely d1sturbed children will be

encountered in this context.- The book by Harshman (1969) deals with the
iy
ways school systems serve: the . emotlonally d1sturbed,_1nclud1ng spec1al

"dlasses, res1dentral é%nters, and spec1al curr1culagand technlques.
Shean (1971) has édlted a collectlon of 29 papers whlch -deal w1thﬁ§tud1esL
on class1f1catlon, as well. as a varie y of specific charactér d1sorders\\§>\

\.
Although these are not of partlcular 1nterest here, the presentation of con=

L

fllctlng theor1es of: neurotic patterns in terms of psychodynamlc processes
G versus operant condltloﬁlng prov1des a useful framework for understanding

much of the llterature in th1s area -of- handlcap.~, L ijLw,;~

q"

Among the many selectxve hgbllographles compllegrunder the aegis of

:" *the ound11 for Except;onal Chlldren are three which are spec1f1cally

-

'concerned with the emotlonally d1sturbed. One entitled Mentagﬁgealth was

publlshed in 197!l Emotlonally Dlgiurbed——Programs andvEmotlonally Disturbed--

I~ o

Research were publr%hed in 1972‘ "The latter ,' ",;:esen; all\_:é items on
zthese top1cs llsted»ln the Cqunc1l s Exceptlonal Chlldren Informatlon Center

‘.' e ua;

s;of July, 1972.  # e, R

'; Bryson and Hrngtgen (1972)lhave prepared an annotated blbllography on

early chlldhobd psxfhosls wh%\h includes, wr1t1ngs on 1nfant11e aut1sm, cthd—

hood schlzophferg‘*iated d1sorders.._ﬂ There are. 424 entries, among which.
are books, journal_artvcles, and cf'f2§?néb and research reports dat1ng from

o
a i S B
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1964 through the middlg of 1970. For earlier work, these authors recommend

L 3 - .

the bibliographies Goldfarb and Dorsen (1956) and.Tilton, DeMyer, and Loew
(1%66) . “ _ f .

4 P
N
) 3

.

'Flnall¥¥ Tompkins and Allen (1968) have ¢ondensed a series of addresses
related to treatment, rehabilitation, and education of severely disturbed

children.

- 2.7. Autism - . . ®

;hutism 0 . : &
2.7.1 Problems of .Definition and Classification. Childhood’

schlzophrenla and autlsm are terms applied to patterns of observed behavior
whlch vary. so extnemefy from the normal that they are classified as pSYChOth.
Because the etlology g& this psychosis'is uncertain, the literature on
childhood psychosis, which includes both autism and ,schizophrenia, is replete

. with confusion as well as withiCOntradictions. Thus #¢he precision of both
terms is extremely* limitedy frequently the same set ofsbehaviors is given
different names and different syndromes bear the same name.

-

_ _ The term “autlsm“ flrst qptered the ll!trature of psychopathology
in 1942 when Kanner published his now cla§51cal artlgle. HlS criteria for
dlagnoslng tge syhgrome whlch he called "early 1nf§ntlle autism" were
extreme self—lsolathp, }mpalred coﬁhun;gﬁﬁ;dn as demonstrated either by

: echolalla or muteness/, obsessive insistence on the malntenance of sameness,
and fas nathﬂtﬁﬁi_objects accompanied by a disinterest in people. For
the nextl! 20 years, until the worg of Ferster andd Lovaas, the study and
treatment’ of autistic children was under the’ aegis of psychlatrlsts and -
:psychoanalysts, the etiology’ 6%§the patholody/belng tied to psychogenuc

.vtheory. . .- . tu"&" , T o .

4

A brief history of the.clinical recognltlon of autism is 1ncluded in
<§€iter s 1971 introduction to.the proceedings of a’ sympos1um on this topic.
Rutter attributes the dlfflcultles in classxflcatlon ‘to thHe varlety of dis- .
c1p11nes concerhed, 1ncludlng pathology, pedlatrlcs ?gychotherapy, ‘and
psychology.°® However, after rev1eW1ng over 315“eferences to eéarly childhood
psychoses, Hlngtgen and Bryson (1972) note that the description of the
symptomatology is remaxkably sxmllar, in spite of the variety of dlagnostlc |

systems used. In.a more cynical velxﬁ’Despert (l97l) remarks that the current,

~



worldw1de recognition of the syndrome, which was unnamed and v1rtually
unknown just 30 years ago, reflects not so much increased knowledge as

greater confusion.

Tustin (1972) presents a classificatlon system which depends to a
great extent on the psychoanalytic formulatlon. ‘Thus, "abnormal primary
autism" is the abnormal prolongation of the normal aut1sm of infancy and
occurs as a result of inadequate early nurturance;."encapsulated secondary
- autism™ is said to occur as a "defense against the panic associated w1th -
unbearable body separateness;" and “regress1ve secondary autism is charac-
- terized by a return to-infantile behav1ors after normal development has
occurred Lauretta Bender (see Goldfarb, l970) does nof accept autism as

a separate category of mental 1llness, but her scheme for classifying
N

childhood schlzophrenla included a descrlptlon of children W1th "autistic

or regrei fiare .withdrawal," as characterfzed by developmental arrest,

homeostgi b response, and inadequate blologlcal regulatlon.v Slmllarly,

O'Gorman (1970) outllnes nlnecdlagnosﬁic cx;terla for ‘the autlstlc syndrome,
which he views as synonymous with schlzophrenla. Somewha‘ vaguely, he'
describes schlzophrenlc w1thdrawal as one of a series of alternative, éon—a

_ secutive, or coexlstent mechanlsms thmough which ‘the child seeks to adJust
s .
himself to his env}ronmeﬁt o ‘ . ' - v

wing (18586) carefullyidifferentiates autism, schizophreniaf and cnlld-
hood psychOSlZ: ‘He descrlbes autism-as'a set'of~functional abnormalities
and communication d1sorders which ‘result .from the child's: ~ingbility to make i
meanlngful patterns out of sensory’ stimuli. Although Rutter” (1970 a and' b}
.conceJ.ves af the condJ.tJ.on as a dlsorder‘ of cognition and %erceptlon,'wz.é'
impaired soc1al development as .a secondary consequence, hls cnate31a for \
* ' identification are very s1m11ar to thosé@dﬁ\Kanner.} They nclude dlffl— 7 -

) culty in formlng human relationships, severely retarded.language development,

‘Fu the ptesence of various r1tuallst1C”apd compulslve phenomena’ 1nclud1ng a B

phobic reaction to change, and self—mutllatlon and hyperact1V1ty. In addi-

tion, Wing (1966) ‘notes a high frequency of”difficult,,premature, and Caésarian

births among the populatlon of autlstlc chlldren.: e TamE L T )

These fi ings seem to be related to the etlologlcal theorles that-have

gar ing aut1sm. wlng, for example, uses the sex‘dlstrlbutigqf‘

developed >
) : \ . . P : - .
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and predominance of difficult births to suppoyt his hypothesis that the
autistic's "inability to make sense out of sensory stimuli” is in fact the
result of a disorder of the central nervous system. Implication bf the central
nervous system is also explored by Kugelmass (1970) , who‘discnsses various
neurophysiologic, psychogenic, and biochemical etiological .theories under-
lying autism. Goldfarb (1970) cites a number of earlier studles which . o :
attempted to link the presence of autism, or any other childhood psych051s
to abnormal parenting. Thrs approach ,reflects the earlx linkage to psxgho—
analytlc theory. " More recent research has demonstrated that parental ’
‘psychopathology rs not as important a causative factor as had been originally =
thought. Most of the current work with autlstlc chlldren adqpts arreclect:.c_‘w

view, but one in which the behav1oral component is predomlnant..wfv“}‘:s”..“*“

’&

- C2.7.2 PreValence*%tudies.. The demographic and ificidence” P .

statistics available on cﬁildren diagnosed as autistic reveal several

interesting patterns. Hamblin et al. (1967) report %hat autism is more

common than either bllndness or deafness, and that qf 500,000 severely
By

'emotlonally disturbed children in. the United States,'approx1amtely lO 000

» are autistic. Rutter (1970) cites the follow1ng- _ '

® ’about‘3 or 4 of every 10,000 children are attistic;

. e -the condition.is approxihdtely 3 or 4. times MF e ...
S oo e frequent in boys as it is‘inhgirls; : » S .- -
. e children froﬁmmiddle,blass families are -more likely ST
: td be autistic than those from less affluent families; .

e the intelligente levels of autlstlc children vary from
' untestably low to normal or éven above normal and

i T e .there is a great varlablllty in ihtellectual functlonlng,
espec1ally as it. relates to language.)

. ‘52@ e -
‘. _ ' 2 7.3 Research and Demonstratlon. A substantial amoynt of research
v has been carried Sut under the rubrlcs of both autlsm and childhood schizo-

phrenla. The €ouncil for'Exceptlonal Chlldren, in the Exceptional Child

. "; E Blbllography Serles, devotes one of its reviews to the subject of Autism
(1971) . This reference 1ncludes 47 Jtems fxom research reports, Journals,
conégrence papers, program gu1des,oand text books concerned with various !';

-~ .
‘ T .
5 ) . ).
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aspects of autism. Although Goldfarb (l970) does not elect to treat autism

as a separate diagnostic category, he reports a number of experiments and :

tests, conducted by himself and other scientists, on dimenSions related to

ﬂg sensory- perceptual abilities or deficits, and cognitive functioning. The
overall finﬂings suggest that while the peripheral sensory intake struc— B

. itures are Qrdinarily intact in psychotic children, their perceptual response:

'{-agilities Are significantly lower than those of normal children.

-’.\ \t@u

These results are similar to those.reported by Metz (l967), suggesting
that autistic children prefer, and Wlll act to maintain‘ gher than normal
levels: of stimulation. on thé’ other hand, Fassler and Brpyant (1971) &
report Signfifant improvement 'in the attention and performance of autisgﬁc'
children when ear ‘protectors are used to reduce auditory input. Goldfarb
(1970) relates this high sens1tiv1ty to noise levels to an aberration of /
sensory dominance and normal hierarchical structuring of sensory percep—
tions. "In the research efforts summarized by Goldfarb schizophrenic
children were found to respond most to light, next to touch, ,and least, to
sound. Accordingly, H Hermelin and o' Connor (1971) hypotheSized that -this

' ..phenomenon might be a factor in the impaired speech of psychotic children.'

yi”‘. éermelin and Frith ({?71) report f ther research on perception, memory,

‘and language which shows that autistic children have difficulty in per-
7W7ceiv1ng tﬁe contenﬂ and structure‘of meaningful ordered sequences. Typically,

the reSponse pattern is one normally found only in random or unstructured

s1tuations. . T “ o . N\ -

Much of the,IQEZarch on gsychOSis in. children has been directed at -
identifying their characteristic traits through comparisons with non—autistic =

. children., In one such’ study, Wolf et al. (l972) report that the mentally

IS

2 'retarded children were superior to tﬁe aﬁtistic children in’ communicationw
B, voqalization, and express1ve speech thcygﬁ}sb,showed better relationships
with adults- and a ’onger drive for mastery. " results further *suggggg

that fnagmentation, compartmentalization, ‘nd lack of generalization among:
dreas of functiOning are, factors speCific to the autistia procéss. P
Yoo v, ﬁ¢~hﬂw:’ '

Other research studies involving c0mparis0ns of psychoﬁic’pnd"mentally
. LT

T L. ‘
" inte§§ret their results as evidence that autisticwchildreﬁ

> .
h
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o misdiagnosed as retarded, but in reallty they are neither 1nourable nox ‘- -
ineducable. While the. dlfflculty of admlnlsterlng tests to. agg:gt;c chll—“ d
dren renders.suspect many assessments of intellectual functlon}ng with this
group;”Alpern (1967) has demon'trated the viébility of psychometric measure-

‘ment with the Cattell Infant Scale. DesLauriers ‘and Carlson {1969) in
a comprehensive discussion written primarily for parents of autisticychil-

dren, also mention the problems inherent in testing and advise a cautious. -

p interpretation<of test results. Hutt and Hutt (1969) report a series'of
‘ studies in which' reactions of autistic children are examined in a variety
' of situations. The first study showed that their. behavior became increas- .
. 1ngl}'patholog1cal with increased situational complex1ty.' A second study,
» : compkflng social behavior among autistic, brain-damaged, and normal childfen; .-

demonstrated that autlstlc children became increasingly withdrawn whereas'

"Elthe braln damaged chi'dren in the largest group exhibited aggressivé behav1ors.

":The third study involved the egposure of each of .these children to q~novel
-:'toy. The normal and braln—damaged children showed great 1nterest in the

. Cnew object during the flrst two or three exposures, while it was not until

i+ i;f“ﬁ the third or fourth time that/the/aytlstlc children saw the toy that they

stopped actlvely avoiding it.
) L b - . ’ .
Research on aut1st1c and schlzophrenlc children is heavily we1ghted -

with studies 1nvolv1ng the ‘use of ®ehavyior modrflcatlon technlques. Lovaas
/etﬁyl. (1972) reporﬁLon one experlment in ghlch the Stanford—Blnet Intel-
llgence Test and the Vlneland Social Maturlty ‘Test were used to measure the

w effects. Qf a behav1or therapy program empha9121ng language tralnlng with
°§héd to extlngulsh pathologlc&l

v

20 autistic chlldren. The treatment»was des

forcers or presentaeT%n of .

behav1ors through wlthholdlng of pos1t;ve r N
~;‘./.'!‘

-aversive. stimuli, or relnforcement of 1n;2mpat1ble behav1ors.. Another . L7
technlque was the de51gn1ng of s1tuatlons 1anh1ch the emlttlng of the des1red
vy language behav1or would be optlmlzed thus affordlng moremopportunltles for
e admlnlsterlng rewards. Although some chlldren‘progressed more than others,
all improved to some degree. The children were tested followlng two years
, without treatment, and the results showed large differences in retention of
.the learned- behav1ors, dependlng on the post treatment env1ronment. F1nally,
re1nstatement of therapy was found to re- establlsh the experlmeq;al gains

only in institutionalized children. . BT .
v & N . : : b s T ' y
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. Using a.behav1or modlflcatlon treatment also produced favorable resuIts .

A

w1th a group of 149 schizophrenic chlldren, aged two to‘flve years (DeMyer,
1967L. In an experimental program reported by Ward (1970) both‘autlst;c '
and schizophrenic children were successfully trained using am adaptation

of DesLaurier's "structural therapy" approach. e ';:‘

molev (1971) rev1eds the research that hasg been conducted 1n the % t,
# o
application of operant technlques espec1ally in the reductlon of self-.

- injuriods behavior. He cites a number of case studles in which these tech—-
niques have been partlcularly successful. "g, vf c - .

v N I~y
- g A

. Brown et al (1969) descrlbe a s1x—month program of relnforcement

thergpy which dramatlcally.reduced the gccurrence of negativistic behavlorjmn e yie

'such as tantrums,.and rncreased the*frequency of ‘relevant, functional * 3%
L§53V1ors in a s1x—year—old autistic boy. Hlll (1967) descrlbes a program ' .o
y ‘whlch the self—stlmulatory behaviors of ten schlzophrenlc and aut1st1c '
chrljren were reduced and appropriate behav1ors 1ncreased thrOugh reln- A

_ forcement therapy The parents were also_trained to apply the re1nforce-

el

e ment procedures in the child's day-to-day life. A program-descrlbed by A

b gy
et

%f ) Goldsteln and Lanyon (1971) used parent-clln1c1ans in .the language tra1n1ng
- of an autistic Chlld. The parents: were first taught the modellng re1nforce-
ment procedures, and then conducted 195 therapy sess?bns of 45 minutes '
duratlon w1th their ten—Year -old aut1st1c son. Follow1ng this: treatment

deflnlte 1mproVements were noted in the Chlld'S language SklllS and in h1s

2 ablllty to communlcate both within and outs1de the home. ug o ..

+

. The appllcatlon‘of behavigral technlques foér langﬁage tra1n1ng 1sA' s

descrlbedsln ‘a case study prepared by Sulzbacher and Costello (1970) The
} subject, a s1x-year -0ld child with grossly dev1ant behav1or’ rece1ved flve ey
20—m1nute sess1ons each week@ Follow1ng\three -and-one-half years of treat— RS

ment, the Chlld scored at the fourth grade level and'demonstrated essentlally
R normal language - perform#hce. Marshall and Hengrenes (1970) describe: a . o
communlcatlon thergpy program for autlstlc retarded chlldren. ‘The 1nd1-
v1duallzed reinforcement technlques used in this approach are 1llustrated
along with results achieved 1n a ser1es of four case studles.o Wolf and
Guttenberg (1967) descrlbe a day .care center program a1med at developlng CT T

language and communlcatlon in two- and-one-half to fiveryéar-old <‘;1ut:1.sth""e T e

> L 2 . ) ., ]
. ¢ .
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children. The underlying theory governing the program was that the childrenj
would respond to. inteénsive communlcatlon stlmulat;on. The program resulted
;1n the meaningful use of words by most of the children. -Similarly, Stark

et al. (1968) documented the step-by-step progress in*verbal behavior ‘
achieved by a five-year-old boy who was apparently uhresponsiﬁe tomall ' ; _—

types of environmental stimuli. The child was trained in a five~month
£ L]

-

therapy program. _

Hartung (1970) places major emphasis on the importance-of establishing-
verbal behavior in non-speaking autistic children, To. this enpd, 'he presents
an excellent review of the theoretical bases and proceduresvoz verbal con-
ditioning, and a detailed description of the stages and trends in condition=-
ing verbal repert01res. ’Flnally, he stresses the importance of the role
played by imitation in the learning of functiohal speech. JGraziano (1970)
describes a rather unigue program baseduon the application of behavior modifi-
cation in a group setting. The participants were several'severely autistic
children who had resisted all previous treatment approaches.u‘After four
years of therapy, the chlldren were found to interact purposefully w1th one
‘another in a class.and in sogial 51tua(ions for four—hour periods each day.
The successful training and use of nonprofe551onals as therapists represents

@

another- unique feature of this project.

®

A group approach to therapy was also the basis for a nurserf school
program.described by Auerbach (1965). Autistic children were. first ~
treated individually, then gradually integrated into regular-nursery school
classes. The program includes counseling and other sef%ices for.the parents
as well as follow-up services. Frequently it takes up to two years before
the chlldren can part1c1pate successfully in regular classes, and those who
are unable to do so are referred to othér treatment centers. A behav10r
‘modlflcatlon program almed at integration of children ln ‘the regular class—
‘room is reported by Hamblln et al. (1967) to have achleVed its goals in a.
much shorter time rrame."Thethypothesize that the'syndrome is a "set of
habituallresponse patterns maintained and intensified by exchanges Which
are inadvertentl&ﬁstructured by others in the child's environment." A
seven-stage program, based on the application éf "exchange therapy," is
recommended in order to reverse or replace these patholog}cal habit patterns.
The process relies heavily on standard reinforcement procedures, with the

Q - | | : _ 5)1? » - |
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>arents frained to serve as ass1stant therapists ‘at home and in the .classroom.

'Exchange therapy" is purported to be so successful that children can be

laced yn a ‘classroom 51tuatlon within six to elght months.. .

j". The final report of a three-year project (Ferster, 1968) 1ncludes a
ietalled account of a treatment and education program in which- technlques of
>oqh experlmental psychology and operant conditioning were used with autistic
.hlldren. Ferster's report descjibes the project and the children and prov1des
nformation on the materials and procedures used and the staff tralnlng ’
)rogram /:The application of structural therapy and the role of reinforce-

nent within this approach are descrlbed by Handford and Ward (1969)
re

In addition to these appllcatlons ef behaV1or modification technlques,
-he llterature also contalns descriptions of programs based on' othax thera-
beutic approaches The model described.by. Schopler and Reichler (1968)

>mployszamore psychodynamlc oriemtation. In a clinical setting, parents ° ..
. L

bserve theraplsts and serve -as co theraplsts. Later, the.home component

>f the program glves parents the respons1b111ty for conducting and recording

4

laily se551ons with their aut1st1c chlld.,

1

gators have studled the effech of . modlfylng the envxron—

’L‘.

tic Chlld 1s treated. Goldfarb et al. .(1969), also

Sevgral inves

nent in which the auti
. A,

r,

ntext d1scuss a correctlve socialization approach

'

vithin a pSychodynami*
0 which the child's env1ronment is modified so %s to prov1de an oppor-
cunity to close “maturatlonal gaps." Another type of env1ronmental manipu-
lation is described by Richer ahd Nicoll (1871). Here & playroom was _ B
jesigned to reduce frustration,. arousalﬂ’and fl%ght behaviors, and to reward
approach and social interactions. The environmental control :employed by
aoodw1n and. Goodw1n ¥1970) was even more rlgorous. Theytused the Edison

Responsive Env1ronment whlch consists of a cubicle contalnlng an electrlc

typewriter, a projector, and* a programmlng dev1ce that dlrects or reSponds

Lo the child's 1nputs, for both therapeutic and diagnostic purposes. Evidently "

the removal of the soc1al element of the teacher makes this afzore viable

learning situation for chlldren who expe ience difficulty in terpersonal

relationships.. o =g ) p

Elgar and Wing (1969) descrlbe in detail the.approaches used at the

Society School for Autistic Children at Ealing, England. ' Dlstlnctlons)are

o

,\}
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made in their treatment among methods to reduce behavior problems’, provide

formal agademic instruction, inculcate practical skills, and foster apprq~—

C

priate emotional responsés and social integration.

& . B L
T The*objectives, procedures, and problems underlying an educational

program for autistic children are érésented in detail in two articles by
Rutter (1976 a and b) Gi ing the evidence of many studies, Rutter believes
_ that there can be no d?AEthut that many autistic children are educable,

and that research efforts need to be de51gned to 1dent1fy which of the many
edupatlonal programs-descrlbed ip -the research are the most effective. '
He cites three basic. pr1nc1ples. -1} -The teacher must gain the child's
attentldn and trust and then prov1de act1v1t1es in which he is” interested.

At flrst thlS may mean acceptlng the child's obse551ve rituals and pre—

- L3

K OCCUpat10DS. bu%/soon the range of activities can be extended and replaced

-~

with more varied 1nterest%. 2) ,To begin ‘with there must be a one- touone_?
relatipnship, gradually ieadlng to small groups where the‘chlld‘can still®
recélve ample 1nd€b1dual attentlon and superv151on. 3) The classyroom
env1ronment must be as 51mple as p0551ble, and the program extremely struc— &

‘tured, with a ‘very precise timetable. . . : ‘ : ,
- { '
A major point of disagreement between the psycﬁodynamic and behavioral
approaches ’ is epitomized in the second sentence under polnt 1) above.
That is, the behavioral ﬂheraplst will not tolerate the déviant behav1ors

and uses shock and gny other means at his command-to’ eliminate them. It

is interesting that Rutter, in a later article (Rutter and Sussenwein, 1971), -

includes hehaﬂ}or mqdificationstechniques in his comprehensive plan for
the treatment of preschool\disturbed children. 4 . |

3.0 SEVERELY HANRICAPPED DEAF-BLIND

1Y
1

3.1 Problems of Definition and Classification

A

Althoué@ deafness and blindness are in point of fact two separate dis-

-abilities, the presence of one or the other alone, without any other handi-;

cap, is not considered a sufficiently severe condition of handicap to be
included . 1n this review. A legally deaf-blind person who has learned to .

v

fumction 1n\9ur‘saiiety mlght not be tonsidered "severely handlcapped" ‘8¢

.



* and Serv1ces for Deaf—Bllnd Chlldren

the purposes of this study. But what are the levels of impairment of eacl
1nd1v1dual sensory handlcap that, combined, would 1dent1fy a- person as i

“severelyfhandlcapped" If someone 1is totally bllnd or totally deaf, what

. degree of impairment of the other sensory modality 1s requlred ‘befare that

person s handlcap 1s considered -"severe" . . . R

As with the other handlcapplng condltlons, lack of deflnltlonal agree- :

ment is a major factor contrlbutlng to the absence of reliable demographlc

,data. However, attempts at defining deaf-blind persons have apparently a7

been much .more successful ard produced a good deal less controversy than
attempts at deflnlng mental retardation-or emotlonal d1sturbance. Salmon

(1970) cites the deflnltlon adopted by the Anne Sulllvan Macy Serv1ce for

-establlshlng ellglblllty as follows.\

The term deaf has been defined to mean inability to
understand connected discourse through the ear, even
'w1th ampllflcatlon. The definition of blindness is
the‘generally accepted "legal" definition: central
visual acuity of 20/200 if. there is a field defect
in which the peripheral field has been contractec
. to such an extent that the widest diameter of vis.a.
) -~ field subtends an angular distance. no greater than
20 degrees.

This ‘definition is considerably less flexible’than that which was

adopted in 1969 by the United States DHEW Department of Education, -Centers
Y '

-

£

§
The term "deaf—bllnd Cglld" means a child who has both
audltory and visual 1mpa1rments, the combination of )
which causes such severe communication and other develop-

- mental and educational problems that he cannot properly

'« be accommodated in Special Education programs either for . ‘X
the hearing handlcapped child or the visually handlcapped
child. ) /
: ~

Presumably it would be poss1ble to obtain an objectlve, physical
measure of visual and auditory functioning. These two indices could then
be used to set up a matrix such that various levels of disability in each

|
moda11ty are summed to determlne the degree of Severity of the combined .

- handicaps. Such a precise method for establlshlng severlty does not exist,

but this need not interfere w1th the provision of serv1cesm
. T . v
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éince mental retardation'is-often an artifact of the deficiency in
sensory input, the real problem is that unless the deaf—blﬁﬁd child's
hearing loss is diagnosed and measured,jhe‘may be inaccurateiy c}assified
as either mentally retarded and[or~emotionally disturbed. ‘The misdiagnosis '
~of retardation in’ dedf children is especially serious because.hearing loss
is more prevalent.in mentally ill and mentally retarded populatiqns, Vernon
and Kilcullen (1972) found one-fourth of the deaf in-patients aghthe New, °
‘York Psychiatric Institute incorrectly diagnosed-as retarded. Threelmajor
. causes of misdiagnosis include: the use of inappropriate tests“of-mental
N ability, the presence of other handicaps in the deaf which mimic retarda—
tion or confuse diagnosis,  and the failure to ident#fy as deaf those patients

with only minimal residual hearing. N b

~ " There is. also a semantic basis for the difficulty encoun;ered &h,clas—
sifying the multiply handicapped deaf population. Curtis and Donlon (1969) //
reported that the terminology used by profess10na1 diagnostiCians to describe
the child and his' life situation cons1sted of 1646 different terms, with no"
' term ever occurring more than\four times. This kind of descriptive con-
fusion is reflected- in the literature. There are’manylaccounts‘of deaf-blind
persons housed in back wards of mental hospitals and institutions_for the -

mentally retarded or aging, not identified as® deaf—blind or gre;ted as g?

such. .Non-retarded deaf children have frequently been pla, “public

school classes for the-mentally retarded. (
» .

Not all diagnoseslof'concomitant hahdicaps aré. Sarious. th is true
that many of the deaf—blind are also mentally retarded and/or emotionally

'disturbed and it is difficult to establish which is the primary problem.
The guidelines of the AAMD speCifically state that whére retardation is

. present it should be the primary diagnosis; although it may be accompanied .
by a more severe level of disability in another area, " for example, .moderate
retaﬂdation with total blindness or deafness. The class1fication of retarda-
tion would take precedencer{ v

b

A prdfile of the multiply handicapped deaf person was constructed by
Bolton (1972), based on observations in a rehabiﬂitation center. The

detailed profile characterized the syndrome as a composite of severely N

N, . v
limited communication skill¢, emotional immaturity, low academic achievement,
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secondary dlsabllltles, and poor voc tlonal preparatlon. Robbins. and
Stenqulst (l967), in'a study of chlldren w1th a prenatal hlstory of maternal
\ ~ruéella, include retarded mental development 1nappropr1ate clagsroom '
- behav1or, protosymbollc behav1or, ‘and light ga21ng and other obsessive

tralts—as Idi tlfylng characterlstlcs.

At Parsons State Hospltal and Tra1n1ng Center in Kansas, data were
; collected on 638 mentally retarded chrldren between 6 and 22 years of age
(Lloyd and Reid, ’1967) ‘Pure tone audiograms could not be obtained from

a

)‘ 156 children whp‘were classified as‘"dlfflcult to test."- Of the 482 tested,
136 or over 28% could be con51dered'hear1ng 1mpa1red The addltlonal find-
ing that the more profoundly retarded seem to have greater hearing loss
throws some doubt as to the valldlty of the study since Rosenstein et al.
(1972) have demonstrated that pure tone au?lometry is 1nappropr1ate‘w1th

' < i

< deaf mentally retarded children.

o

¢ cautioned that the behav;ors prev1ously attributed to the condltlon of

vernon (l969) also studled multlply handlcapped deaf chlldren and

pelng deaf may be an 1nteract10n of deafness w1th other centrak nervous

system pathology Prematurity, bra1n damage, Rh factor, and rubella were
1dent1f1ed as causally 1mpllcated in many of the major types of phy51cal
- and psychologlcal anomalles in deaf children. All of these are assoc1ated
w1th dlsturbances in the rdormal development of bra1n functlonlng.

~ ‘ "
3.2 Prevalence Studies - - : T . .
T S ‘ .o

© Av census survey conducted by the Amerlcan Foundatlon for the-Blind in

-1966 67 resulted in a. reglster of. 777 chlldrenyw1th v151on and hearing im-
pairments (Wagner, 1970). These children were receivimg serv1ces in deaf-
bllnd programs, other educatlonal programs, at home, or in 1nst1tutlons for
the mentally handicapped. Another census-type study carr1ed out in l969
(Hammer, 1970) in - Arkansas, Loulslana, Oklahoma, and Texas canvassed 279
teachers, 85 Unlted .Fund agenc1es, 12 casewo;kers, 20 educatlon serv1ce
centers, and 10 parents. From the;r responses Hammer 1dent1f1ed 454 deaf-
blind chlldren and adults, of whom 22 were in re51dent1al schools for the _
blind, 142 in residential schools for the mentally retarded (although these
,may or may not have had the addltlonal handicap o’jietardatlon), 12 in day

°

school, and 312 at home No servxces for persons kept at home_kere reported.
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! As a result of a statewide survey to determine the parameters of’

" the problem of deaf—bllndnesé\ln thhlgan (Harris, 1972), 52 deaf-blind -

_persons, 0-25 years o ige, we e 1dent1f1ed as being in need of special *

education serv1ces. This numbﬂr represents an 1nc;dence rate of 12 per
- '] N !

million for this age gro'p.“ In;addltlon, there were five deaf-blind persons

with other %erious'handicaps. 'X » - : s

.One of the first surveys coﬁducted by the Dedf-Blind Reglonal Centers
‘f‘?antona, 1970) 1dent1f1ed an estgmated 2, 400 deaf-blind chlldren in need
,\\5 ?ﬁ services. However, the Bureau of Educatlon for the. Handlcapped reported

1973 that over 5,000 deaf—bllnd ﬂhlldren hqd been located.

. v the handicapped population s ‘ ed had two or more dlsabllltles, including °
visual 1mpa1rments, hearing 1mp rmbnts, speech'pxoblems, brain damage,
'cegfbral palsy, and emotlonal prﬁblems.\\About the same time, Wolf (1967)°
pelled the chief administrators bf ‘48 reéldentlal schools for the blind.
Accordlng;to their .estimates, 25% of theltotal population of almost 6/700

¥ chlldren were mentally retarded. w1th an average of 3.18 dlsabllltles per

,/

- . child. . - ' . .
' ' “The San Francisco Hearing anq'Speech Center (Lance, 67) 1nd1cated
‘that 984 deaf clil n under the age of 15 had at least one other major
hand1capp1ng condition. - When this, .estimate is corrected to’include the many
unreported cases, and also to take into conSLderatlon the f;tt that over _

1,000 chlldren affected ex,the rubella ep1dem1c of 1964—65 were at that

time under six years of‘gge, it can be seen that the figure cited was a

gross underestlmate. A

\
Lowenfz/d (1968)-, found that of 940 multiply hand1capp$d)bllnd and ’

L

240 deaf-blind children under 21 years of age receiving serv1ces from the
Californ' State Department of Educatlon, D1v1510n of Spec1al Schools and
Servicesa,/32% were described as severely medtally retarded, lO% as moderate N
‘and 4% mild. No data were reported on the remalnder of the sample.

> Based on 1nformat10n in the cumulatlve record folders of 1,632 puplls ’ R

/ . i o ,s




40%:of the multiply handicapped'deaf were. mentally}retarded. Power an®
Qulfley (l97l) c1te f1gures whlch”lndlcate that 30% of deaf chlldren have
. ’one or more addltlo%al dlsabllltles. This is cons1derably more congerva—'
3 t1ve than Leach (1971), who surveyed 258 organizations for the multlply

{7

handlcapped visually 1mpa1red ‘child andé?etermlned that, _out of-a combined
children, aver a third were® {

’ .population of 3,443 multlply handlcappe
. totally blind. He found that the average child had 3.28 handagaps. The

most common COndltxons wef/ visual 1mpa1rment, mental retardatlon, speech
. *‘Jn

"disability, and emotlonal dlsturbance.
L) [‘/

. With regard to - the latter disability, a survey of behav1oral problems
' ‘in deaf scthl—age children at a state residential school for the deaf a :)
(Meadew and échles1nger, l97l) revealed that 12% of the resldents were .
“ cons1dered by ‘teachers and counselors to be serlouély emoélonally dlsturbed
and 3% were thought ‘to b; mlldly dlsturbed. These: results were conflrmed
“‘hy an informal census of day programs for the af which indicated that )
the’ proportlons of severely and mildly disturbed students were about the
same. From these data it would seem that the need for mental heglth

5 serv1ces for the deaf“far exceeds those whlch are available. . .

In the most recent study of deaf mentally retarded chlldren rev1ewed}
for th1s 'paper, Steward (1972) cites prevalence figures which 1nd cate that
20% to 35% of the 500,000 persons classified as deaf or hearlng-l paired
may be multlply hahdlcapped Thus,‘%ver this llmlted tlme period, there
has been llttle change in prevalence estimates, whlch continue td range
from 13% to 49%31 Clearly ithe 1nc1dence ‘of sensory def1c1ts and other handli\\
‘ .cqaps in the retarded, and conversely that of mental deficits in the visually

* [

and aurally handicapped, are considerably higher than in the normal popula- N

, . .tion. : ,

However, before turning from thlS sectlon on prevalence stat1st1cs, it -
should be noted ‘that, in their review of recent literature on chlldren with
’oth handicapping condltlons, Anderson and Stevens (l969b) make the point
that prevalence data are incohsistent due to the lack of agreement as to
terminology, problems 1n assigning priority to-one of ‘the two conctrrent
disabilities, and lack of appropriate fac1llt1es for the deaf mentally J

, retarded. ' . AR . v ' ’ : .
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, 3.3 -Research and Demonstration ,J - Ty
o . & N ' v } .
The literature on the deaf—blind reviewed for"this eport-reveals an P
almost complete absence of rigorous experlmental research‘bn educatlonal or’|

“'treatment igssues. Ashcroft and Harley (1966) have reported on ‘work with &L

" the vi uallv handicapped child conducted bewteen 1963 and 1965, and Greene N
et al. (1969) assembled a Flst of both medlcal and’ educatlonaljre ource
materials which are expected to be of help to teachers working wi multlply
handlcapped blind children. The items cover topics such as 1dentrfication,

' medical aspects, and the development of instructional technologv and cﬁr-
ricula. There. are a number of surveysﬁwhich point up “the scarcity of exist- S
ing programs and the inadequacy'ot those hhich do exist (e.gq. Knderson'and d
Stevens, 1970; Rodden, 1970; Hall'and Talkington, 197?), but thelmaﬁorfty"

of the articles comprise a collecti of reports of demonstration or ex-

r"_ )

perimental programs,,. utilizing a wid riety of approaches. This mav
- reflect the ldlosyncratlc nature of the pr lems, a. creat1ve flexlblllty PR

in treatlng them, or an implicit indication‘that no one really effectlve

-

procedure has- as yet been developed. - E , ' %

{5 is extremely difficult to categorlze these writings, even under the
two loose rubrics selegted, i. e., Currlculum Giuides and Instructlonal
Technology and Research and Demonstratlon Programs There is a great deal .
of overlap. Reports of currlcula and 1nstructlonal materials often include
descr1ptlons of programs in which they were applled and program innovators

often descrlbe the curricular ‘components of the demonstration program.

3.3.1 Curriculum Guides and Instructional Technologv. A number of‘
accounts of techniques dsed~with the deaf—blind are availabld in the litera-
ture. Robbins (1960) provides a detailed manual on the basiq systems, such
as Tadoma, ‘Braille, and f1nger spelllng. This 80-page booklet is based on

“  the approach developed at the Perklns School for the Blind, and d1stllls
the essence of the school's long experlence as the pioneer institution for
- the blind 1n “the Un;ted States. It is a currlculum gu1de prepared espec1ally'
for teachers of the deaf—blmnd and covers the full range of: educatlonal
processes, including self-care SklllS, motor development, gu1d1ng pr1nc1ples, é

adagtive and intellectual growth, and language development.
. - . _ . - ' '
N ' <§' ) :1()5; : /
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“In his report of an 1nternatlonal conference on modern approaches to

the diagnosis and inStruction of multlply handlcapped childreh, Prick (1971)

‘includes a numbef of papers which are relevant here. Five of these deal

with plannlng and Bevelopment of programs for the deaf—bllnd while spec1f1c

teachlng technlques are the subject of several others.

®
~ 4

« . A radical appllcatlon of instructional technology in the teaching of
the deaf-blind is advocated by Guldager (1972). Strange as it may seem,-
Guldager recomm: nds the use of v1deotape for child instruction as well as
teacher trainir.,. This is based on the fact that most of those categorized
as legally deaf'and bllnd do have some residual hearing” and vision. 'Vldeo—
tape is alsd an invaluable teol for 1n—serv1ce_tra1h1ng of{the persohnel

working with the deaf-blind. ’ .
[ 20

With deaf-blind children of normal mental abilisy_the major problem is

'that of reaching the child so as to open up channels of communlcatlon. Once

these sénsory barr1ers have been surmounted, a great de

of progress R

toward normallzatlon can’ be made. It is quite a different\story when*’u

v,

_sensory impairment is accompanied by impaired mental functioging. From the

educational and rehabilitation point of view, mental retardat1 n is Ry far
the greater handicap. Address1ng the needs and limitations of th mentally
retarded deaf child, Guppy (1972) presents a structured currlculum for
teachlng language and communication skills as well as for tﬁe.devklopment
of personal ahd soc1al adequacy. » _
Experlmental Classes for Mulk¥plx Handlcapped Deaf Chlldren (l970) *

" describes a six-week residential. summer program for educable retarded deaf

- . . .
children between the ages of 8 and 12 years. These children had previously

been rejected both from schools for the deaf-blind and those for the retarded,'

-and many had had no formal schooling at all. The object of .the study was

to develop a program for mult1p£y;ﬁan§$capped deaf—bllnd children for year-=

round use in the Iridiana School f&k the géaf. An inc¢idental finding was
i o, 2
qpat manual communication (signing) was superlor to aural communication or
¢ 4
1 , ~ .

lip readlng. . ) -

A‘lellar workshpp is’ reponﬁed in Profess1onal Preparatlon of Teachers

b
of the Multiply Handlcapped\(l97l)\\\€our weeks of a six-week summer institute

N
. ' ‘ /
- 4 . '
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entallt retarded children.' Mot arld communication skills

v

and agaptive behav Qr\were the principal content areas.

\'_,’ \ ™, », -

. 3.3.2 Research and Demonstration Programs. A trend toward early

intervention with deaf-blind childré; seems to have gathered momentum with .

the 1964-65 rubella epidemic. There have heen concerted efforts to locate
» the ghildren of mothers who had had’German measles during pregnancy an:-to
ide tify those children who had suffered prenatal damage. Along w;th thlS
organlzed search has gone an attempt to carryﬂjtt more precise di

and evaluations. o o : C

In developing programs for the' rubella v1ct1ms, three areas must® be
cons1dered. The first is that of med1cal treatment, since moéL of thesg
children suffgr from other handlcaps in addltlon to deafness and/or blind-
ness. Second is the educational program. There is substantial research a

/S to establish communicationfc,%nnels as soon
r%ally 'there
is the development of a long -term. educatlonal vocational, or residential

v
plan, depending on the progress made durlng the:

evidence that snpports the nee

as possible, even in earliest infancy (e.qg. Meadoﬁ, l968)

't

'rst ‘educational exper-
‘iences.y Thus a multi-disciplinary approach which! coordinates medical,

3 . e
o psychoeducatlonal and long-term, management is esfent1al.,.(Cf.;§te1n and

Green, l972) . ' \ A o C
S e v_%k
Several trends can be 1dent1f1ed in the recent llterature onvthe
' multlply handlcapped—sensorlaliy 1mpa1red. Related to the empha51s on'
early 1nterventlon already cited is the effort to. 1nvolve parents in
educational . and therapeutlc programs w1th their chlldren, and to develop
1ncreased respons1blllty for the support of spec1allzed programs. ‘There is
also a tendency to adopt educational rather than medlcal models for thls L
populatlon (Power and Quigley, 1;71 Moor, 1968). In terms of treatment
.approaches, behavior mod1f1catlon.and psychotherapy have been used with
emotionally disturbed 'mentally retarded’deaf/blind chlfdren, and "total
communication" inhwork with the deaf—hlind. The latter techniquejseems to
be favored by schools for the deaf-blind‘on.the West Coast. This procedure.

utilizes every possible sensory modality to reach the handicapped child.

‘97
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Sjnce most deaf—bllnd chlldzen are unllkely to’ be totally lacking in Eoth jf
vision and hearing, effort# are made to use audltory training, speech, lip =

I Jeading, finger spe’ﬂing, and‘s1gn1ng. As part of the "total communic tion"x

effort particular 1mportanCe is placed on teachlngi parents these kechnlques \

and 1nvolv%ng them in the educatlonal program " These and other educational

methodologies 1nd1cate an increasing emphasis on 1nd1v1duallzed programming.
.

t | S
of which com- /‘\\

A brief sampllng of items represent1ng these trends, sever

b1ne mdre than one emphdsis, will 1llum1nate the wide range ip#this litera-

N , ’ .

ture.- -

" children who have at least two major handlcapplng/condltlons includes-a

number who are deaf-blind.

In -a studonf multlply handicapped deaf, Stewart (1971) prov1des addl—
tiohal support for an 1ncreased‘emphas1s on preschool educatlon, parent ’
instruction in special communlcatlon techniques, stronder gu1dance and
counsellng programs for both parents and patients, more meanlngful recrea-
tional programé/ln dormltorles of res1dent1al schools, d greater 1nvolve-

ment of'teachers in a total educatlonal program. (%ﬂso sde Hairston, l97l)
! . \

Ahdrew and’ Feuerflle (1965) studied a rehabllltatlon program for the S
deaf—retarded.' Elght patlents servégﬁgz controls while 24 W1th similar
handicapsxreceived 18 to 24.months of special training in communlcatren ‘Q‘Q
SklllS, shop experlenCe, physical education, and homemaking. Twelve’of the

/ 24 also rece1ved psychotherapy. Compared to the controls, the experimental
group showed's1gn1ﬁ?cantly greater lmpro ment in soc1al/personal adjustment
but not in academfc'achlevement.- he psy otherapy program had no positive .
effect; in fact the. subjects w1t ut . psychotherapy improved more in 1ntel—
le®tual functlonlng ‘and performance than those who received 1t.c Some. of the
patlents were able to be discharged ot/ aced in the community op a day

basis and others were able to partzalpate in the 1nst1tutlonal work * program

»
&

%cllow1ng treatment. ) ‘
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A study of a coordlnated, pre—vocatlonal recreatlonal, and re51dent1al

'l;v1ng 1ntervént10n program was conducted by Hall and Talklngton (1973)

‘ with, 18 aurally handicapped male residents of. a publlc fac111ty for the
menﬁally retafded The subjects were moved to a residential cottage where
there were visual aids, ampllficatlon, and staff trained in manual communica=-

T tlog and behavior modification techniques. An increase in sign vocabulary

and s@gnificant imprcvementmin grooming, communication, academics, recrea-

tion, responsibility,,and social skills'weie-observed;

2 ' Low staff-pupil rat;o, appllcatlon of behavior modification,,engineered
- 1nstruct10n using 1nd1v1duaLazed, self-administered materlals, coordinated
classroom and dormltory activities, manual communlcatlon, and parent educ¢a-~ 'T\\
Ition were major features in a prcgfam for emotionally.disturbed.deaf boys
at a residential school (Brill et al., 1969). It was designed to modify
beh:vior and teach basic skills and subject content. Results show signifi-
cant gains in class conduct and self control, and in reading and arithmetic.
* A two-year behavior modification program at the same residential school for
the dea® was carried out by Lennan (1970) Seven of tne 18 emotionally dis-
turbed deaf boys in the Multl—Handlcapped Unit progressed suff1c1ently to
be transferred to regular classrooms in the residential school. The behavior
modification techniques included positicé reinforcement with gradual reward
deferment (fading),.check cards for all ac jvities even during bus trips
and home visits, and a staff-child ratio 8f one” adult to four children.
Both of-these demonstration-research programs were judged successful and

~wbehavior modification is now a regular feature at this school.

Language and speech 1nstruct10n as well as the acquisition-of soc1ally
acceptable behavior was usea with institutionalized blind retarded children
by McClennen (1969)  at the Plymouth State Home and Training Hospital in

Michigan. An application of the token system of motivation was the goal

L

of this program.

&
As reported by Wiehn (1970), the Michigan School for the Bllnd has for

several years operated a very successful preschool program. A regular
aspect of the program is a summer ‘institute in wh}ch both children and their
. parents participate.‘ After watching demonstrations by professighals, parents
are given the opportunity to work withvtheir own children so as to develop
' - 109
29
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SklllS ‘in behavior modlflcatlon and educational technlques in thelr own,
homes. More recently, an, 1nten51ve,workshop at the Mlchlgan School focused

on behavior modificatiom technlques used with preschool deaf-blind children

/%Env1ronmental Programmlng for the Deaf-Blind, 1972). Calvert et al. L%ébZ)

" also report on the use of behav1or modification techniques in the descrip-

tion of a four-year pilot program begun in 1966 at_the San Francisco Hearlng
and Speech Center’ for preschool deaf—bllnd chlldrqn According to Calvert,

who summarized the accompllshments of the program after four years of

'operatlonv operant conditioning had Only limited value, and that was with

children who had relatlvely unlmpalred central nervous systeT organization.
One of the major findings was that emphasis should be placed on total child
development; another was that parents should be given support and counsellng,

not just tralnlng in communlcatlon skills. - . {///

Grinker et al.«(1969) report the results of a research and déﬁbnstratlon
project which applied therapeutic procedures to out-patients of a state

institution for deaf mentally -ill children ‘and admplts. In 58% of the cases

" the onset of emotional problems was found to be elated to. phy51ca1 1n3ury

=

leading to deviant behavior, lack of motivatiorn, severe ego defects, or .

separation or loss (or fear of loss) of persons or institutions w1th whom

'a dependency relationship had been estabfished. ¥ : )

- &

After two to'four yea&s_in a special the%apeutic program designed to
match experiences to developmental leQels (Ross,'Brabn, arml Chaput, 1969),
severely dlsturbed bllnd children ‘demonstrated improved language fac1llty,
reduced anxiety, and increased mobility. "Those who had been withdrawn and
passive became more social and outgoing, whereas disruptive, actipg—out
children learned to redirect their energies and accept rules and limits.
Most of the chlldren progressed to the point where they cculd enter an

appropriate academic program. .

In order to understand ﬂ.hvrange of problems facing the multiply
nandicapped deaf cﬁild, a diagnostic!teaching prsaram was designed to relate
pbysiological problems to educational needs, and thereby reduce the poor
placement of multiply handicapped deaf children (Osborne et al., 1971). The
unlque characterlstlcs of ,the program include 11 teachers and three teacher

aides to 11 children, immediate attention to each child's ampli#ication

.fa
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needs, a daily one-half hour seminar for teachers, audiologists, psychol4

ogists, and a diagnostic teaching consultant. ST

O'Meara (1966) describés an -experimental program for the developmen -
tally delayed, visually impaired child at thé‘Illinois Braille and Sight
Saving Schoel. A pupil-teacher ratio of Zaf‘made possible individually
prescrlbed instruction in living SklllS‘ fénsory stlmulatlon, and academj!

work, within theé context of the re51dential cottage. ¢

‘ -

F1nd1ngs by Rigby and'Woodcock (1969),suggest that a group of five

» multiply handicapped blind children would be the ideal class size if the

children were grouped according to'functional ability. The recommendatlon
is based on a study of a 12—month re51dent1al $chool, 1n which a Montessori

v
curriculum prov1ded opportunitiés for individual participation. Parent

f

visits were~seen to be beneﬁiolal in improving the Chlld S/self—care and

social skills.

Tne need for early diagnosis and treatment of multiply handicapped deaf

' students waéwhighlighted'by Easson (1971) who studied symptomatic autism.

The disorder is llkely ‘to occur whén a child has been forced from lnfancy,

or an earlty age, *to 11ve and grow in his private world due to a severe
perceptual orx 1ntellectual handicap. The syndrome is most. readily recog- ‘i
nized in chlldren who from blrth or lnfancy are deaf, bllnd, or moderately
to severely mentally retarded. Without treatment the child ls likely to
become 1ncreas1ngly handlcapped and demonstrate bizarre behavior; eventually .

such a child is indistinguishable from children whose autism is due to
.

other causes.’

A nine-year-old congenitally blind girl had-been placed by her own

parents in special classes for the severely retarded, where her -abilities

‘were underestimated and she received little educational stimuigtion. She

was removed from this depriving environment, placed in a foster home, and
enrolled in the Simon Fraser Education Center. Her raoid progress in the
acquisition of speech and language comprehension under these circumstances
is cited by Rogow (1969) to emphasize the need for providing appropriate

educational programs.
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Generalizing from a study with 33 institutionalized blind*mentally
retarded children, McDade (1969). believes that betWeen 20% and 40% of
persons w1th such handicaps can profit from a systematic orientation anu
mobility program. He suggests that while most aspects of training are
slmilar for all blind children, both retarded, and nonretarded, -training the
blind retarded child requires differences in time and level of presentatlon.
It was also concluded that orientation and mobility training should be part-
of the.ourriculum'in_enery institution housing blind.gentall? handicapped .
persons. ) | ‘@ . .
o The need to provide’ multiply handicapped children w1th stimulating and
participatory learning expexiences has been emphasized in a variety of en-
v1ronments. Thomas (1972?\%11ustrated how multiply handlcapped blind )
children learned to functiq independently in a var;ety of travel situa-
tions by.providing instruction in coordination and postural exercxses,
sensory awareness, indoor orientation, trave1 skill building, and: outdoOr -
mobility in school and home’neig;:orhoods,»business areas, and on pnblic

transportation.

Terry and Schaffner (1972) report the sicc of a program of indi-

Vidualized curriculum, extensive motor developmentvactiv1ties, development‘
of interperSOnal competence, and a home management program for Visually

‘ -handicapped retarded children aged three to eight years. The major objec-
tive of the prodram was to help children accept themselves, care for them-
selves, and handle problems independently. Similarly} Talkington (1971)
reports an exploratory program which increased sensory behavior and motiva~
tion for 12 blind retarded adolescents residing in a public institution

for the retarded. The program stressed sensory stimulation, communication,

_socialization, and mobility.

No studies contrast residential with home care in any controlled
fashion. However, émithu(l972) states that the érivate facility is often
better able to meet the special instructional needs of the multiply handi-
capped blind child, while public school special classes for the multiply

handicapped blind child offer the advantage of liviung at home in a family
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3.4 Measurement A’$ o _ ' a

The use of mental ability tests with all children has received more

:

andxmore criticism over the past® décade. This has been particularly true . |
with the deaf—blrnd whose sensory channels for receiv1ng the test stimuli
are so drastically impaired. In the past, researchers and psychometric1ansv
have des1gned various modificgtions to the traditional tests, such |s the >
Binet and_ the Wechsler, and often perfo5mance measures such as the Leiter
Internationalecale have been used- Two blbliographies of tests for the
blind are described in the bibliography section, but these would not be

relevant for those who are also deaf.

H

One of the most serlous problems noted by Mitra (1970) in a survey of
state res1déntial facilities for the retarded lS the absence of- adequate
diagnostic grocedures. Most“commonly, deaf retarded children are identi-
fied by consensus'of the facility staff. When_objective measures ‘are

used they usually include only traditional IQ and audiological tests.

Where there are handicaps in addition to impairment of vision and

hearing, the task of evaluating competencies is even more complex. In

1967:)~

cases of sevére mental retardation, even. the estimate of of sensory
deficit is difficult and special techniques must be develodped. Bricker

et al. (1968) developed a manual ‘o fac1litate the use .of operant audiometry
with "difficult to test" children. i.e., those who are low functioning
psychotic,iseverely retarded,'or multiply hand}capped. The manual contains
instructions for determining reinforcers,-physical‘facilities and equipment
needs, techhical descriptions, as uell as instructions for the trainer-tester.

(Also see Gruber‘and.ﬁoor, 1963; Moore et al., 1972; and Rosenstein et al.,

It may seem“paradoxical that while evaluation in.the affective domain
with normal children has long been the bane of test constructors and psychom-
etricians, social—emotional behaviors in emotionally disturbed deaf children
can be more readily'assessed. However, this is undoubtedly due to the Visi—'

. . .
bility of extreme aberrance. Two institutional techniques which have demon-
. ’ & i
| - 113
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strated their usefulnéss age the Rutter Child Behavior écaleshand the Br;stol
Soc1al Adgustment Guide -(BSAG) developed by Stott. (See Green [1972] for -

a detailed descr1ptlon of these measures. ) -The -BSAG prOV1des a method by' -~ . f&

~which teachens or observers can descrlbe, in non- teqhnlcal language, "the

type ‘of 1nformatlon needed by psychologists or psychlatrlsts.‘ Stott's Guide '-.%‘
- was the frrst commerclally available 1nstrument to be used.w1th deaf emo-

 TEa, W

aturbed children, andihas proven successful in a numojf ‘of

. research.séudles. . S - /

«
»

' Criterion "tests have been constructed to assess the level of achieve-

' ment of’ performanbe objectives of spec1f1c programs. This 1b partlcularly
true when, as at the Michigan School for the Bllnd behav1or mod1f1catlon
procedures have been adopted. The Calvert et al. 1972 report an the San

. " Francisco Hearlng and Speech Center also 1ncludes a discussion of évglua-
tion and d1agnost1c technlques such as audlometrlcwtest;ng and a behav1oral
proflle (cf Nlcholas, 1972). - To assess the affectiveness of remedial
currlbula 1t is often necessary to design measures whlch permlt the dlag— .V
nos1s of existing areas of def1c1t in, terms of entry behav1ors, and then to.

chartuthe success of the 1nstructlon as 1ncrements in prof1c1ency over time.
A

The CREED test battery (Restalno and Soche? 1969) was des1gned for
‘§uch a purpose. It is used to measure gross motor coord1natlon, sensory
motor" behav1or, visual analys1s, attentlon and memory, and: conceptuallza~
tlon, ‘with three to e1ght—year—old deaf multlply handlcapped children.

‘ . N
.Aftpr testing over 1,000 chlldren in schools for the deaf 1n New York State,

51gh1f1cant differences were found in the performance of three- age groups

on ?ll five subtests.

i

,:\ these examples 1nd1cate, the task is simplified in programs us1ng
5 p
behav1 r modification and performance objectlves. If a spec1f1c goal is | %

set, and the specific- components of that behav1oral goal are descrlbed 1n§h

-

T
R

‘ﬁ"@; towardlthe goal is clear and stralghtforward.

“ promlslng solutlon for the assessment of chlldren w1th multlple hand1caps

i -

,.
ot

O

ERIC

Aruitoxt provided by Eic:



td

K

‘

3.5 Guides to Providersgj..:
. s O

In a recent review of p f ”bss in the educatlon of the deaf-blind,

Guldager (1971) points out thiﬁ‘

H\»{

;nly a’ few programs for deaf—bllnd chlldren
.were in operation in the Un1te§ ?tates even as late as the middle of the
4960 s and it was not untll 1968
program was 1n1t1ated This rgsuited n the establ;shment of "the Reglonal
Centers for. the deaf-bllnd The’lmpeggs for this federal support was

d1rectly related to the 1ncreasp:&n exceptional children, including the

#that a large-scale federal intervention

deaf-bllnd attributed to the 1964-1965 rubella ep1dem1c.

( |
ol

The Deaf- Bllnd Reglonal Centers represent not \hly the first example of
leglslated federal support for the deaf-blind, but also the first autonomous'
fac111t1es for this pdpulatlon. There are, of course, prov1sions for these
ch11dren-w1th1n larger 1nst1tutlons serv1ng children w1th othermzan icaps,

. but the Reglonal Centers provide hlghly spec1allzed technlques and well
coordlnatequystem 6f services for habllltatlng deaf-blind chleren In
addition to developlng programs andtprov1d1ng serv1ces, the Centers have

conducted incidence studles and sp0nsored both regional and natlona work-

shops and seminars on various aspects of problgms~associated with t eating

the degf-blind. ° - RN ’ ' l.
6 ' "‘ l’ '.l ; I’

B\ br1ef dlscu551on of the fEderal program, 1ts criteria for e21glb111ty,_

regulatlons, grant procedures,ietc.{ are’ 1ncluded in Policies and rocedures,

published by the Office of Educatlon, Bureau of Educatiof for the]¥§§%icapped
in 1969. Dantona (1970) summarlzes “the. achlevements of these’ Centers durlng

their first yeargqf_operatlon, and pantona and Salmon (1972) proyide a more

. up—to—date overview of the Centers in a volumé'which includes appended list- ¢

ings. of regional.and national projects for deaf—biind children, youth,-ada .

- adults. Guldager (1971) lists the coordinating agency and names the states

" for which each region is responsible. .

\A
Several regiOns have: publishea lists of providers in their own ar-=as,
and these may be obtained by request from the appropriiate regional cffice.

(See Guldager, ‘1971, or Dantona and Salmon,‘1972 for address.), Hammer (1970)

- has written a revi of serv1ces 13 the region which includes. Arkansas,

Louisiana, Oklahoma), and Texas. mllarly the Southwestern Region Deaf—

¢ g'.
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Bllnd Center prepared a Dlrectory of Programs , (l97l) which lists and

describes public and private facilities enrolllng deaf—bllnd children in- - -

Arizona, Callfornla, Hawall, and NevadaJ The 1nformat1' reportedlwas

“obtained through a’ survey of school dlstrlcts and prlvzke

Hayes and Griffing (1967) prepared a gulde to pub, 1c schools and 1nst1~

.

blbllographles on projects relating to the multiply’ handléapped, is avallable :

tutlons serv1ng multlply handicapped deaf chlldren in California; anotherf

Dlrectory of Services for the Mult;ply Handicapped Deaf (1970), as well as

‘from Gallaudet College. Schools and Classes for peaf Children Under Six

is a. geographlcal listing of 343 teaching fac1llt1es compiled from-1967
survey data (Volta RQVlew, 1967) . Flnally, Behrman and Moll (l965), in

their Directory of Cathollc Spec;al Facilities, 1ndlcate whxch prov1ders

'§v336f“Bibliographies g
, ni

separately, work with the dgaf. . and:Nphat (l97l) prepaged a bibliog=~
raphy:of tests and testing of tﬁe blind, 1nclud1ng over 400 1te&§\rhich
appeared between 1920 and l97l.. They cove;‘the‘hlsfory, theory, and adminis-
tratlon of tests either adapted or spe01ai1y constructed for this populatlon.

« A separate bxbllography (Nolan gt al:, l97l) provides ‘a complete picturg' . *

of the, hlstory of research on %rallle 51nce 1907.- The Council for Excep-

tional Chgldren,‘ln its Exceptlonal Chlld.%lbllography Series;: has issued

two bibliographies on the "Auralty'Handlcapped " one coverlnb Programs and’

P the other Research (1972).

These do not, exhaust the blbllographlcal resources 1n either of the
two dlsablllty areas, but they have been included here since., blbllographles
on the deaf—bllnd are very~dlfflcult to flnd. Farrell (l956), in his general
review of the fleld, 1ncludes a list of references which date back to the ' ‘4

16th and 17th centurles, but thlS can hardly be con51dered a bibliography.

McIntyre (1968). llStS 400 1tems on the deaf and hard of hear1ng pub- .
llShed between 1950 and l968. They .include reports, manuals, journal )
artlcles, curr1culum quldgs, and instructional and audlov1sual materials.

The entrles are arranged by subject’ ‘area—and include a sectlon on the
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mu1t1ply handlcapped deaf and one on the deaf—bllnd The only blbllography :
specifically addressed to the deaf-blind is the one prepared by Hammer ;

(1969). For the multlply/handlcapped blind, the Rocky Mountain Special
' Educatlon Instructlonal Materials Center has prepared a list of references-
de51gned to be of practlcal.help to profes51onals working with this popula-~

tion (Greene et ml., 1969). T .

- . . ¢ @

The scarclty'of_blblxographxes ‘on the deaf-bllnd and the multlply .
handicapped deaf—bllnd indicates elther a lack qf work 1n this area or

i

pinpoints a spec1f1c research need. R . . .

. 4.0 SEVERE MULTIPLE HANDICAPS' /’
4 -’ ’ S 4

t i¥
»

4.1 Problems of Definition and Classlflcation B

It is often noted, in the discussion of one type of dlsablllty that T
’ 'there is a high probability that other types of handlcaps will also be:‘
H“xnyolved Whether several problems result from the same cause or event,
or whether one handicap produces anether in a cha1n reactloﬁ certa1n types,

i, )
of disabilities’ frequently are °b59{ ed in th\tsame perspnsi Ty »

Furthermore, the questlon of’establlshlng cut-off crlterla for deter-
mining what constltutes severity, 1n a spec1f1c dlsablllty is dlfflcult enough
when there is only. one handlcap. "How much more dlfflcult it{is when, several"

(‘Z handicaps\are involvﬂ! —~— o R : . -

j , In addition to those multlple handlcaps which consist of a’ comblnatlon ,
/// of two or more handicaps, involving deaf-blind, emotlonally dlsturbed, and ”iﬁ'
' mentally retarded there’is a ‘fourth category, known generally as the’ ';'
"multl—handlcapped " which comprlses a comblnatlon of sensory, mental, and
ra physical problems. These may inclgde braln—damaged ‘cerebral palsied, and/or
orthopedically handicapped chlldren, as, well as one or more of the three
handicaps llsted above. The problem of establishing severlty 1nathls category

1

is, of course, multlply compounded..

A bibliography prepared by Lazar et al. (1967) lists 118 research

STaS

Lance (1967) reports the proceedings of a special DHEW study institute for
this population. While the institute was primarily directed to rJviewing‘
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-the multiply handicapped deaf in particular. A ariety of topics of

~

the work done in the state of California, the papers include a'discus-

’ *sién Ofit}énds concerning Services to the multi-handicapped yenerally and ;

general interest deal with legislation, teacher preparation, parent
problems, and curriculum development.for'both pMblic schools and special

v

classes.

Probably the most comprehenSive treatment of the mult ipf;fhg dicapped
chzdd is included in the collection of papers 2dited by W & Anderson
(1 '

be met in these children, especially with“the increasing number of congenital

69). An overview treats the medical and educational problems which must

malformations resulting from the rubella epidemic, and also from the much ,

-larger number of premature or congenitally damaged children who formerly
would have been aborted or lost .soon after birth, but who are now kept
alive by advances in medical sc1ence. The multiple disabilities discussed
include combinations of deafness, retardation, cerebral palsy, Hlindness,
and learning-disorders. The inc1dence figures from a ‘survey in Georgia

are cited, indicating 2.2 handicapping conditions per child identified as

vmultiply handicapped. Of particular .interest is a suggested ta§onomy,

based on areas of functioning. The major’ categories are: somatic,‘intel—
lectual, behavioral, and communicative. A, rating system is devised in which
one point for each. of these categories or a total of four points can .be
counted for the following nine areas: physique, upper limbs, locomotion,
hearing, eyes speech toilet, intelligence, and behaVior. This procedure
provides a nugerical baSlS for estimating Severity, With a score of 36 indi—
cating the highest degree of impairment. Graham (1967) has also devised a
severity rating scale based‘on the assignment of numerical values to various

handicapping characteristié%. _ )

]

4.2 Research and Demonstration’ : .
— ' ; :

4.2.1 Curricula and Instructional Guides. Matteson (1972) sets

forth practical guidelines for the use of motor development activities in

'conjunction with music in teaching-multiply handic /ped*children. A more

)]

comprehensive approach is presented in An Early Childhood Curriculum for

Multiply Handicapped Children (Schattner, 1971). The guide is addressed to
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teaqbers and a1med specifically atfpreparlng chlldren aged four to nine

years for academic learning 1n a school settlng.' D1scuss1ons of early’

1dent1£1catlon of multlply handlcapped chlldren, the ideal physical plant,

“the special education classroom, and the role of parent-teacher cooperatlon

are also’ 1ncluded. A slmllar guide was prepared by Ball (1971) and contains .
suggestlons for methodologles, med1a, and sample currlcula for severely
multiply handicapped children and profoundIy retarded chlldren. Instruc-
tional plans are Ppresented for each of the follow1ng areas. "ambulation,
stlmulatlon, communication, selfvhelf skills, 1m1tatlon, ‘and behavior “prob- .
lems. Each plan includes a descrlptlon of objectlves, prerequ1s1tes, 1n—
structional. methods, learnlng act1v1t1es, and comments relatrng to perce1ved
strengths and weaknesses. The gulde_concludes with a d1scuss;on of theoreti-

cal considerations involved in curricultim planning.

42.2 Demonstratlon n;:;::EE\- In addition to guldes descr1b1ng

treatment teghniques, several descr1ptlons of programs for mu1t1ply handl—

capped children were rev1ewed. One of these, a rural "home~based inter-
vention program serving 75 multiply handicapped'children between the aéesvof
zero and six years, was described byIShearer,and Shearer (1972) . Each '
parent and child are visited once a week at home by a teacher who prescribes
and demonstrates an individualized curriculum, which is ifmplemented by

the parents The parents are also required to ke?p a daily log of the ;
child's behav1or. Shearer and Shearer ma1nta1n that in addition to prov1d1ng
strong empirical ev1dence that handicapped children ‘can progress beyond what
usually exp ted of them, program results also show that parents can
inltlhte, serve, and accurately record behav1oral changes 1n their chil-

dren. N ya

A very different model is presented 1n An Educational Program for -

Multihandicapped Chlldren (1972). This is a program operated by a school

district for children. aged- three to eight years. In: addition to describing

~ the total educatlonal programming, personnel requirements, and operational

contexts 1nherent 1n thls model, the paper presents the basic phllosothI

including operatlonal and educatlonal goals, proflle scales; use of med
e

" "and curriculum materials and facilities. ‘ , :

v
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Newcomb (1971) describes a program' bf services for very young multrply—

handlcapped children and 1nfantS\at ‘the Seal Bluff Development Center.

Most. of the children have mental retardatlonras one of their hand1capp1ng

COndlthnS, and the ‘underlying phllosophy is that early preventlon and

1nstructlonal programmlng ‘can preclude.‘the develmeent of the secondary

characteristics assoc1ated with retardqtlon and brain damage. Like the -

rural progrgm aescrlbed by/Shearer *and’ Shearer (1972), the Center's ",
,// approach relies heav1ly on home visitation. Volunteers make these v1s¢ts,.
-set up developmental milestones for the' children, and train parents to i
1mplement‘the 1nstructlon to achieve the milestones. ‘~The basic curriculum,
which is'tailored for each child, includes development of motor abilities; .
stlmulatlon of senses, ‘teaching of body parts and self-concept, recogni-
tion of size" and shape of concrete. objects, and auditory ;nd v1sual d1s- )

cglmlnatlon-and perceptlon.- -
[ 3

Ind1v1dual programs for ‘day and residential cerebral pa151ed chlldren
(Frampton-et al., 1969) were successful in helping chlldren who had been
considered untrainable to develop self-care SklllS. Using physical therapy,
personality and language development, and parent involvement programs, the
experlmental school recommends a total clinic, multl focal, school approach
Otner suggestlons are offered by Ashcroft (1966), who describes an experi-
mental half-dgy program for. the mult1ply handlcapped child. Specific pro-

: cedures.whlch have been used in developing social competence are described.

In general there are few rigorous experimental studies wrth the
multiply handlcapped. Research and demonstration programs tend to stress
coordination of parental and profes51onal efforts, and home care is favored
over institutional placement. As with the deaf-blind, there is only a_

. » : . . .
limited use of behavior modification procedures.

5.0 RESEARCH ON ALL SEVERE HANDICAPS

5.1 Problems of Definition and-Classification

. Because  of the extreme importance of these problems, they are dis-

cussed as they apply to the individual handicaps in each section (1.0-4.0)
.of Part II. They are also treated extensively in Part I of this report.
Thus; this important problem is only briefly discussed here.
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/- . Several'investigators have concerned themsglves with establishing
guidelines fpr categories and levels of seviﬁit for the exceptional child;'
1nclud1ng all types of péhdlcapplng condltlons.. Engel (1969), supported

the work of Iscoe .and Payne (1972), takes the pOSLthn ‘that there is’ L
Ngz historical basis for the current7d11emma.i Research in each area of
hand;cag\gts proceeded under the aegis of a dlfferent combination of d1s—
cipldnes, and it 1s the semantic confusion engendered by the varlous \ L
;Jargons of genetics, med1c1ne psychology, psychlatry, pathology, blO- ' B Zd
_chemlstry, and other 1nterested SpeClallzathnS, which is the maJor im- ‘

pedlment to clarlty of definition and clas51f1cation. . ' ' L
- 4 ' )

Exceptional Pupils (1968), publlshed by the Indlana State D1v1s1on ‘: X

of Special Educatlon, 1ncludes a chapter on 1ssueS\of classification and
measurement and a workshop on the education of the exceptlonal child

(Hall and Sieswerda, 1972) emphasizes the need for criteria for 1dent1fy1ng

the characteristics of varlous handlcapplng condltlons‘ Van Osdol” (1971 2
and Boston and Hanna (1971) have publlshed glossazies of terms used by

‘speclallsts worklng‘w1th exceptlonal ch11dren;uthey_also 1nclude_def;n1—_

N RTRE
o . .

tions and descriptions which relate to various classification systems., .

5.2 Prevalence Studies.

BecauSe_of the public pressure forfzhe development of appropriate
-/ legislation to protett the riohts of‘exceptional children and youth; and
;because sufficient funds must ﬁe allocated to ensure adequate serv1ce, a
number of surveys have been carr1ed out to- estimate ‘the s1ze and character-
istics of the population for whom spec1al services will be needed Some *
of tnese surveys have been -under the aegis of the federal government while
others have been commissioned by states, local communities, or special “ .
organizations. o ’ i '

Trapp and Himelstein (}1972) summarize the data from a survey conducted
in 1968 by the U.S. Office of Education, Bureau of Education for the Handi-
capped. These data indicate that 8(5’,% of the approximately 5,224,705 handi-ﬂ
capped children between 5 and 17 years of age suffer impairments of speech,

" mental retardation, or emotional d1sturbance. A further analysis indicates

that\LLZ§7 380 of these handicapped children were in local publlc schools,
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- from applylng “the same probablllty ratlos to 1966 data.

. - . .

. : A,
av a ’ L4

. ) X L
133,932 in res1dent1al or state, schools, and 3’323 393, or-more than. 63%,

.wefe not béing served. LIt should be pointed out that these data are/ggg ‘

census flgures but estimates based on inferences from populatlon gtatistics.
Furthermore, the first f1gure refers to 1968 data, and thé second ‘is derived
i 13
4 In 1973 the Bureau of Educatlon for the Handicapped . estlmated that
there were- approxlmately 7 000 000 handlcapped children, of whom only 40%
were part1c1pat1ng in some sort of special- program While the bases of
these two estlmates may not be comparable, there is certalnly some reason |

to belleve that, ‘although the number of 1dent1f1ed handlcapped chlldnen

sand~youth 1s 1ncreas1ng, this rate is less *than the rate at whlch fac1lx-

t1es for providing needed service are’ belng developed/' Presumably at some:

:p01nt in the future the demand w1ll be met, but there is Stlll a long way

to go before all handlcapped persons enJoy the rlghts guaranteed them under“

the Constltutlon. LT . : o

There are continuing efforts to achleve this goal. Several national

studies are now under way to obtain a clearer deflnltlon of th% populatlon

needing serv1ces and to assess those services which are available. . . One of

these is the Evaluation of Educational Programs irr-State- Operated and State-

Supported Schools for Handicapped Chlldren (P.L. 89 §33) now being com—
LS report w1ll include

pleted by Exotech Systems, 'under contract to BEH. Th
the most recent estlmates of the target populatlon of handlcapped_chlldren
as well as the P.L. 89-313 grant formula and grant program data- (Phase I

Report, 1973).

- ’ L]

Another is a comprehens1ve compilation of serv1ces for handicapped

,youth (Kakalik, '1973). This is a 20-month cross- agency evaluathn of

federal and state programs for both mentally and phys1cally handicapped
youth in the United States. It will provide estimates of prevalence
together-with a description of the resources presently available to meet

the needs of this population. It will also attempt to develop some defi-

nitional guidelines for classification of handicaps.

. -
Other federal contracts for surveys of various segments of this handi-

capped population were let in July, 1973. A clearer picture of prevalence,
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need, -and services available should prgyide a sound basis for future

action.
5.3  Measurement . L

.*/‘!‘—L' :

It+has been noted in many. contexts that a major obstacle to experi—
'mental research, classification, treatment, cost analyses, and prevalence
estimates is the absence of valid measures to use with handicapped chil—

<

dren.

Even with normal populations, wheré?the standardized intelligence;~
tests have some modicum of acceptance, there is a great deal.cf'criticism
Qhen they are used to assess thepmehtalgabilities_cf minority children or
those from different cultural and\ethnic backgrounds. Although the'intel-
" . ligence, test is the major single criterion for classification 1i; wmental
retardation, the need to include measures'of social and emotional adjustment

has been repeatedlf stressed.

In an article which explores the relationship between classification

and measyrement (Pedrini and Pedrini, 1972), the point is made that tests

/":r '

~ 'ashgﬁld help, -net harm, the person tested.' Often test results are used to
4*” ~; stigmatize handicapped children as incapable of learning, thus releasing
" teachers from their respons1bilities.' This constitutes a perversion of
the ‘diagnostic-prescriptive purpose of testing, which is to identify areas .
%f competence which can be gnlisted in the .remediation of identified areas
of‘deficit. ‘ '
There is clearly a need for the deVelopment of diagnostic assessment'
- .techniques which can be nSed in planning appropriate‘programs for excep-
- tional children, and a great many researchers have addressed themselves to
this problem.) Wﬁgre the measures repbrted weré created for a specific
i handicap they have been discussed in the dRpropriate section. In addition,
a number of investigators have compiled collections of tests for handicapped

children in general. p

Swassing (1969) has published a list of instruments which were used in
end-of-year evaluationé of projects funded under Title VIa and P.L. 89-313.

These reports were submitted by 50 states and six territories at the end
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of the 1968 school yeéra None of the tests listed wefe cohsidered adequate,
and Swaésing recommended that new measures should b;ﬁdeveloped for future
evaluation of the handicapped. An ahthology 6f\§hgitive and standardized -
tests (Cook, ‘1971) is available from the Department of Public Instruction

Library in Madison,_wisqonsin. The anthology, which consists of Sver 300

items, was designed for special education administrators, teachers, and

program planners. In addition to standardized, commercially available
tests, it includes evaluation measures especially deéigned by researchers

to meet the needs of various studies with handicapped pOpulathnS.

Tarczan (1972) has complled a set of psychometrlg proceduggé Whlch can
be used with handicapped perspns. The textllncludes a disgussion of
psychodiagnosis, the intelligence quotient and concepts of mental age, a
glossary of psychometric terminology and testing terms, as well as a

directory of standardized tests. Unfortunately, none of the measures listed

are appropriate for severely handicapped pef§0ns. - ’

Kafafian suggests that this technology can also be adapted for use in
evaluatipn. Since most of our traditional approabhes to measurement have

proven inadequate, this new direction certainly merits further exploration.

‘5.4 Guides to Providers

There are several directories which c0nta1n ‘listings. of services
available to a number of categories of handlcapped children. None of these
is devoted to services offered spec1f1cally to severely handlcapped indi-
viduals, although there is some attempt to indicate three levels of severlty

for certain disabilities such as mental retardation and emotional disturbance.

Several of the directories reviewed are nationwide in scope. Probably

the most comprehensive of these, the Directory of Facilities Providing

Special Education in the United States (1973), is based on a survey coﬁs;

ducted by the National Speciél Education Information Center during 1970.

‘It contains descriptors for over 3,000 programs, excluding those under’ the

Jurlsdlctlon of State Departments of Education. The facilities are listed
alphabetlcally by state, within each of seJeral handicapping COndlthnS.
These include autism, deaf-blindness, emotlonal disturbance, mental retarda- '

tion, and multlple handicaps, as well as other types of handlcaps not
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relevant to this review. For each program or facility, the following: informa-
tion is given: name, location, control licensure, ages accepted, separa-
tion age, day or reSiden§1a1 service, primary and assoc1ated handicaps

served, handicaps excluded, programs prov1ded, and test services: All the
relevant data have been coded into a computer system. ‘It can be accessed

and printouts requested for a number of dimensions or-combinations of
dimensions. For example: . "state and private residential programs serving
deaf-blind preschool children in Calilfornia.‘ll An ﬁpdating of this excel-

lent resource system‘isvno&\in progress. ’ . )

“¢  Another comprehensive national index. is the Directory for Exceptional

"Children, issued by the Porter Sargent Company. It is revised periodically -
"and a seventh edition was published in 1972. " Nearly 4,000 facilities for
the handicapped are listed, with the following information . for each entry:
~name, address, name of director, enrollment data, *handicaps served, staff,.
educational programs) rates, ownership, and sponsorship. It also contains
area maps, announcements from about 70‘institutions, a list of associations,
J societies, énd foundations, and federal, state, and territorial agencies .

serving the handicapped.

A listing of the number and kinds of children's residential institu- ' -
tions in the United States (Star and Kuby, 1967) was prgpared for the
Pro;ect on Physical FaCilities for Group Care of Children. The types and ,

> auspices of voluntary and proprietary, public and priwate institutions

_ were culled from a master list published by the Center for‘Urban Studies.

Catholic—affiliated facilities and programs are referenced in a
directory prepared by Behrmann -and Moll ‘(1965). .The directory lists clinics,
centers, and hospitals offering specialized services to cnildren with emo-
tional-social disturbances, mental retardation, and multiple handicaps.

State training schools, hospitals, and institutions are also indexed.

Diagnostic facilities and programs offering remedial, therapeutic, and

developmental serviceés for learning disabled and othey handicapped persons

are listed in the Directory of Facilities for arning Disabled and

Handicapped (E;IingSOn,.l972). Because of'the nature of its focus, probably .

. few of tnf>prOViders would accept the most severely handicapped. ”
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- In addition to directories @hieh are nationwidedin scope, individual
states issue directories of services for handicapped persons offeredith;ough
various state' departments, such as Education, Mental Health, or Social
Welfare. Addresses of the appropriate offices are listed in the ?ofter
Sargent guide. ~They may aiso be obtained from the Council for Exceptional
Children in Arlington, Virginia. ° |

The Council has publishedAguides to selected §0vernment (federally
funded) and public agencies (Gléssman and Erickson, 1972). The latter

. includes, 90 organlzatlons 1nvolved with exceptional children and provides

information on membership requlrements, sponsorshlp, and local chapters.

An early guide to Services for Handicapped Children (1955) presents

a comprehen51ve listing of the various types of special serv1ces, facilities,

Although this is now probably out of date, it is

and’ centers

interesting in that it also contains a discussion of problems common to
various handlcapplng conditions and emphasizes the need for organf ing
communities to provide an integrated program of services.

5.5 Cost of Services ' -

.

5.5. Cost Surveys and Studies. Extensive data on costs of

»

programs¢®for the handicapped have been collected by the National Institutes
of Mental Health, DHEW Division on Developmental Disabilities, 'the American

Association on Mental Deficiencies, and by state, private, and citizen
. ’ . N

i - \ : * -

Among these various reports there é;? dramatic diffefences in the

groups.

estimates of number and types of handicapped persons, the number and gquality
of institutions, and in the amount spent to 'maintain an institutionalized
person. The average daily per resident costs in 1970 ranged from a low of
$4.61 to a high of $16.38. There are also considerable variations in the -
way the funds are allocated and in expenditures for new constructlon or
facility renovation (e.g., see Mayeda, 1971). These figures, however,

are virtually worthless for c0mpar1son purposes since the accounting and
accrual bases on whlch they are computed-are far from consistent. They do,
'neVertheLess, provide some indication of the renge of costs associated with

the care and treatment of handicapped children and youth.

1le
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Just as mental retardation has received..the greatest amount of research
?
attention, .SO too has’ the question of costs of care in faCilities for this
population. There are several excellent refe%ences devoted entirely to

this issue for. this handicap category The summary presented here relies

heavily on the work-of Kugel and Wolfensberger (1969), the Mental. Retarda-

tion Source Book (1972), and Conley (1973)
The cost of. residential care is complgtely disproportionate to that

of non—res;ﬁential care. Although Only 5% of ‘the retarded population is
institutionalized more‘funds are allocated to-maintain them than are
spent for the public programs which serve the remaining 95%. And these
costs are rising precipitously. Costs 6f operating and maintarning public
residential institutions increased almost 300% since 1960, exceeding $870
mllllon dollars in 1970. - The average cost per patient was approximately '

$4 in 1960, $6 in 1969, and $12 in 1970.

The cost‘of non-residential care has also risen alarmingly. The per

pupil cost in special education classes increased more than 25% between

1968 and 1970, so that the cost per child was over $1600 per year,.compared
with that of approximately $150 per year in a regular class. Unfortunately,
these increases are due primarily to inflation‘and do not represent any

increase in the. quality or comprehensiveness of the services provided.

¢ s

Costs of services vary with the age and level of severity of the popu-
lation being served. Operating costs.per student invnon—residential classes
for the severely retarded are approximately three times the cost per student
in classes for the educable retarded and ‘almost six times the cost of students
in regular classes. ?he higher costs for.the severely retarded reflect
high staff-to-pupil ratios, excess transportation,'and.special therapeutic
services. Even in residential settings, costs-vary-with age and level of
severity of handicap. Thus the nuhber of residents per staff member de-
creases.as the percentage of severely and profoundly retarded increases;
correspondingly{ costs increase with an increase in the number of residents
under 20 years of age. Results of a log linear regression analysis indicate
a cost difference of $2,100 per year between adult and child residents, and
a cost difference of $400 to $900 per year between the profoundly and severely

retarded and those with mild or moderate retardation.
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There are also considerable differences in the cost of services in
public and pr%vate facilities. buring the period when the average reported
' per -capita cost in public institutions was about $6 per day, the cost cf
\\k comprehens1ve care in a private or. spec1al re51dent1al center was estimated.
at over-$60 per day.{ This wide discrepancy may be due to the fact that these
providers typically serve younger children and prov1de developmental care,
which means spec1al teachers, therap1sts, med1ca1 doctors, and other profes—

1

‘s10nal personnel.

Much of the cost data fior the care of the mentally retarded also apply
to the care of emotionally disturbed chlldren. Conversely, the report of
o the costs in the Res1dent1al Treatment Centers (RTC's) prepared by Witkin
.and Cannon (1971) can a&so be generalized to offer insights into the costs
of residential care for a variety of handicapped populations. A number of -
‘excellent reports with additionai cost data are referenced iu the RTC '
article, e.g:'Taube's "Expenditures in Private Msﬂtal\ﬂospitals and Resi-
dential Treatment Centers Tor Emotionally Disturhequ ildren"” (1970),

but the Witkin and Cannon study is the most complete and the most recent.

The data reported were collected by the Biometry Branch of the NIMH,
with the cooperation and assistance of various state mental authorities.
In addition tb the 261 RTC's, the surxvey instrument, Inventory of Mental
Health Facilities, was mailed to public and private mental hospitals, general
hospitals with psychiatric wards: out-patient psychiatric clinics, mental
health day care facilities, community mental health ceuters, and multi-
service psychiatric facilities. Of the 686,000 emotionally disturbed
children identified in the survey, 77% were regeiving psychiatric care
in an‘outpatient clinic, while'91 000 or a little over 13% were in some type
of residential fac111ty. Forty percent of the latter group were placed ln
general hospitals, 28% in state and county mental hospltals, 8% in communlty
health centers, 8% in private mental hospitals, and 16% in the RTC's. Al-
though some comparisons among these different types of providers are made,

the study focuses on the analysis of costs and services in RTC's.

>

It should be noted that RTC's are far from being a homogeneous group;
.rather each has its own unique identity and may differ widely in terms of

treatment approach, staff.ng functions and ratios, administrative organiza-
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tion, etc. A Yertain amount of extrapolation @nd adjustment was necessary

before any meaningful tabular data could be set up.

Expenditures are grbuped under three headlngs- salaries, otner operat;

ing expenses, and capital expenditures. It was estimated that the RTC's

" spent *‘over $121 million during 1969, of this, 56% went into employee salaries.

In comparison, psychiatric hospitals for children and state and county mental
hospitals allocated approximately 75% of their total budget to salaries, A

and the private mental hospitals 61%. ;

The average per capita cost per day in an -RTC was $27, whereas tbe_j(/
average cost in a public mental hospital was $l4,.in a private mental hos-
pital $49, and in a psychiatric hospital for children $66 per day.. The v »
salary components of the per capita figure were 515, $20, $30, and $50,
respectively. On the average, RTC's expended 12% of their budgets on
capital investment; however, this figure is weighted by the fact that 32%

of the RTC s reported no capital expenditures at all

Among RTC's, average per child costs varied with the number of children

and the geographical location of the facility. RTC's with less than a 25% .
bed capacity averaged $36 per resident; from 25-74 beds, $30; and with 75
to 99 beds, $19 per person per day. It is interesting that Qhen bed capacity
rose over 100, the per person costs increased to $23 pen day. With respect:.
to geographical location, the highest costs were recorded in New England

($37) and the lowest in the West South Central area ($11).

5.5.2 Variables Affecting'CostvEstimates. While the reporting of

census and cost information has improved considerably, as demonstrated in

-the Witkin and Cannon study, no real progress'can be made in estimating costs

of services as long as' these ¢ontinue to be tied to categorical descriptions

of handigaps rather than the nature and extent of ‘deficit ahd'the nature and
amount of service required.

Unfortunately, Whetner‘public or private, every type of/facility must

develop some method of computing costs so as to provide guidance in biudget

and program planning. Given the absence of reliable data on operating

costs by function, administrators may attempt to compute costs
(- - 129 ~
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by dividing total expenditmwres by the number of persons served. For many
reasons ‘this procedure has serious drawbacks: o ’
. D
e It assumes that budgeted costs are ac‘pal costs, and
does not take into consideration variations in the
length of program years, scope of’ services, amount -
of service actually provided, or the tlme when service
is available.

v

/
e It fails to take into consideration the cost of proces-
sing new admissions, which usually absorbs a large
: share of the operating funds.

e It includes the costs of capital investments such as , TR
. furniture, equipment, vehicles, and renovations, which .
should be amortized over a longer time period. , “

e .
uy -
4y . . . . . o 3

Many fiscal reports do not distinguish between costs and expenditures.
Valid cost comparisons require that alL expenses‘be defined and accounted
for. Thus, all goods and services provided in a program must.be included

as a cost, whether they are paid for in cash or contributed. A'frequently

overlooked cost component 1s the value of unpaid patlent serv1ces.- Many

facilities require that re51dents spend time in ma1nta1n1ng the: grounds

and buildings,. in food preparatlon, laundry, etc. Where the population is
too young or too severely handicapped to part1c1pate in. these types of
activities, non-resident help must be employed. This contrlbutes to the
spuridusly higher cost. figures frequently found in facilities'serv1ng younger,

»

more severely handlcapped pat1ents.

Another source of inaccuracy in estimating cost is the fallure to
include the true market rental value of land, buildings, and equipment.
This element of cost is almost always omltted from operatlng expenditures
of publlc institutions, since these aSsets are usually owned by the state
or sponsorlng agency, rather than rented. Also, many fac111t1es are ellglble
for food subsidies and other types of special allowances which, by lowering ' N

the expenditures, misrepresent the actual cost.

In facilities which are part of a larger institutiony’ such as psychi-
atr1c care prov1ded in a general hospltal the computation of costs is
confronted by the need to estimate costs proportionately to the share of
space, time, and services received. What percentage of the salary of a

ﬁgceptionist, of the switchboard operator and. the telephone charges, of - .

{

.
~
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maintaining the building orounds and commOn areaS) should-be’charged to

the mental health facility in a community health center? Such questions

are extremely difficult to anSWer, and yet the cost of , the items cannot be
ly written off, otherwise the cost of prov1ding serv1ces within a larger.

setting will appear comparatively low.

5.5.3 Cost Data Collection Proce ures. Although precise informa-

tion on the cost of services to severely hﬂndicapped children and yquth are'
not yet available, techniques for collecting cost data for both  residential
and non-residential providers have-heen refined and extensively tested '
since the early l960's. Elkin and Cornick (1969) report a detailed system
for analyzing costs in a res1dential group care faCility. Their work
represents the product of a three—year progect funded by the Child Welfare
League and the Children's Bureau. The study was de;}gned to develop and

evaluate a computer based cost analySis system. -A modified wversion of this

. system was applied in a study of 21 children's institutions in the metropoli- -

tan Chicago area, and in eight Pittsburgh institutions. 'Morevrecently
(1971~ 73) researchers at Abt Associates, Inc. have developed functional
cost analySis procedures for non-residential child care programs and have
gathered extenSive data on the costs of various types of delivery systems.
The latter studies have resulted in the development of categories of .
mutually exclusive functions that are truly representative of program
acti&ity:clusters. Key analytic procedures are then used to attribute

personnel time to specific program functions.

5.6 Status of Current Legislation and Litigation -
"A digest of State and Federal Laws-relating to the education of handi-

capped children was prepared by Trudeau (1972), and Weintraub et al. (1972)
i

‘havejprepared A Model Law_for the Education of Seven Million Handicapped

~ Children. =

The~major piece of legislation dealing specifically with the deaf-
blind is Public Law 90-230. This law, which called for the creation of
regional centers for deaf-blind children, is an amendment to Title VI,
Part C of the Elementary and Secondary Education Act.  In 1970 it became
part of the Education of the Handicapped Act. ‘ '
—~ . '
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In general however, writers have focused to a large e;Lent on protect—'
ing and strengthening the civil rights of handicapped children and adults
(Weintraub, 1971; Allen, 1971; International Leagpe of Societies for the
Mentally Handicapped, 1969). A number of landmark court decisions have
affirmed the publzc respons1bility to prov1de edueation and treatment to all
handicapped persons. The court deCiSions in many cases have substantiated

hthe right of handicapped persons to equal- protectIOn under the law, includ-
;ing berng ﬁmOVided with an education and full rights of notice and reten-
tion in educational programs Abeson (1973),.in. the mOSt recent of @ con-
'tlHUlng series of reviews sponsored by the Couricil for Exceptional Children,
~ covers litigation concerned With the education of all handicapped children
‘%ﬁ ﬁ”yOuth The next section summarizes sémé of the important litigation,
both pending and completed, hav1ng s1gnificant implications for the educa-
tion and treatment of all handicapped persons but with major emphaSis on
the medtally reatrded. These cases deal with the issues of right to ]
-education, right to treatment, and right to protectioh from harJ'

5.6.1 Right to Education. i - . ;

Pennsylvania Association for Retarded Children vs. Commonwealth of

Pennsylvania. Civil Action #71—42 (3 Judge Court, E.D., Pennsylvania) .

This case represents the first important legal breakthrough in establishing
‘the'right of all retarded children to a free public educationt The plaintiffs
in this class action were the Pennsylvania Association for Retarded Children,
14 named retarded children who were denied an appropriate education at public

expense in Pennsylvania, ‘and all other children similarly situated. .This
group brought suit against Pennsylvania-for the State's failure to_prd;ide
all retarded children access to a-free public -education. The opinion and
order in this case stated that no child could be denied admission to a
public school program or have his educational status changed without first
being accorded notice and the opportunity of a due process hearing. tFurther—
more, it was decreed that no state could apply laws which postpone, terminate,
or deny such children access to a publicly supported education,-including a
public school program, tuition or tuition maintenance, and homebound instruc-
tion.- This dec1s10n strengthened the p0s1tion that all mentally retarded
& : 4}4‘ v
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persohs are entitled to an education, regardIess of thebseverity of their

handicap. As stated in the consent agreement:
Expert testimony in this action indicates that all mentally
retarded persons are capable of benefitting from a program

of éducation and training; the greatest number of retarded
persons, given such education and training, are capable of
achieving self-sufficiency, and the remaining few, with such
education and training, are capable of achieving some degree
'of self-care; that the earlier such education and training
begin, the more thoroughly and the more efficiently the’
mentally retarded person will benefit from it; and, whether
begun early or not, that a mentally retarded person can
benefit at any point in his life and development from the
program of education and training . . . It is the
Commonwealth's cbligation to place such mentally retarded
children in a free, public program of education and training’
approprlate to the child's capacity within, the context of a
presumptlon that, among the alternative programs of educa-
tion .and training required by statute to be available, place-
ment in a regular public school class is preferable to place-
ment in any other type of program of education and, training.

« Mills v. Board of Education, Civil Action #1939-71 (District of

Columbia) , expands the pr1nc1ple of thé landmark Pennsylvania "right-to-q -
educat%on" case by including the right to a public education for all chll-
dren sufferlng from mental, behavioral, emotlonal, or physical handicaps
or deficiencies, not only for mentally retarded children. While the
Pennsylvanla case rested.upon a consent agreement between the parties,~the
.Eilig_case is a 'pure.constitutional hglding, and thus has even stronger
precedential value. The judgment specifies that the District of Columbia
shall provf&e to each child of school age a free and suitable publicly
supported education, regardless ef the'deéree of the child's mental,.
physical, or emotional disability or impairment,.and tha Jinsufficient

" resources may not be a basis for not fulfilling this obligation.

5.6.2 Right to Treatment

Wyatt v. Aderholt, 334 Supp. #1341 (M.D. Alabama, 1971), 32FF. Supp.
#781 (M.D. Alabama, 1971), and Burnham v. Department of Public Health, "I]

L6

Department of Public Health Civil Action #16385 (U.s. District Court, N.D%
Georgia). 1In both the Wyatt and Burnham cases, where appeals are presently
being heard, it is argued that there are three basic constitutional provi-
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sions which establish the right of an rnvoluntarily confined patient to-

'treatment: .
(a) Due Process: The 14th.Amendment states that no person
can be” deprived of liberty without due process of law.
The fundamental fairness doctrine under due process. - \
of law requires that treatment, and not mere custody, ‘
be the necessary quid pro quo for a patient's loss of
‘ liberty.
(b) Equal Protection of the Laws: The 14th Amendment also
prohibits denial to any citizen or.group of citizens :
equal protection of the laws. Under this provision,
classifications of citizens must be reasonable. i
. Classifying persons as. "mentally handlcapped" and . o
\ subsequently depriving them of their liberty is ‘
: reasonable only if treatment is provided. )

LY

+

(c) Cruel and Unusual Punishment: Since civil restraint
of a mentally handlcapped person without treatment
amounts to punishing him for his sickness, such com-
mitment violates the 8th Amendment whlch prohil
cruel and unusual punishment.

|

v oo

5.6.3 Right to Protection from Harm . . ... . ~

.

. New York State pssociation for Retarded Chifdreh,‘et al. v. Rockefeller,

92- Civil Actiofis #356 (E.D., N.Y.); and Patricia'Pareei, et al.‘v. Rockefeller,
72 cit1 Actions #357 (E.D., N.Y.); both filed March 17, 1972. In a recent
memorandum and order on the plaxntlffs moticue=the judge decllned ‘to rule

that mentally retarded residents of Willowbrook State School for the Retarded

have a constitutional right to adeqgate habilitation. He did, however, find
that they have a.constitutional right to be f‘ge from harm, and ordered
appropriate relief. Rights of persons in conffnement were ‘outlined by the
court and lnclude the rlght to. protection from assaults by fellow inmates
or staff, the right to condltlons con51stent with "ba51c standards of human
decency," the right to medical: care, the rlght to, exercise and have outdoor

_ recreation, the right to adequate hea during cold weather, and the right .

to the necessary elements of basic hygiene.

The fight for the recognition that every human being has an equal right
to the fulfillment of his potentlal, regardless of the severlty of handlcap,
is perhaps the most 1mportant d7yelopment 1n the field of special e%ucatlon

3

)
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in the present century. It has»resulted:um(ncre351ng the available
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‘monetary resources for research and experimentation as well as for the -
improvement of'facilities for all types of handicapped persons. The liti-
-gation and the lggislqtion continuer the fight is by no'means won, but ~
there is a new spir'tzof hope and a feeling of optimism that not only will

the‘lot of the handicapped be'immeasurably improved, but a reciprocal

benefit will be provided to society.

~f

&
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5.7 Bibliographies

The Counciﬂ for Exceptional Children, in itS»Exceptioqel Child Biblibgkfax
raphy Series, pas'pnblishedmOVér 50 Selected Bibliographies. A list of '
the titles can’'be obtained from the Council offices. fhese'bibliographies
consist of a computer printout of the items on a particular topic abstracted
‘by the Information Center on?Exceptional Children, nhich is one'of'the

* ~ network of Educational Resources Information Centers funded by the Office
of Education. Many of thé selected bibliographies are concerned with the

severely handicapped. - -
N . . 4 :
In dddition to the Bibliographies, the Council publishes Exceptional

Child Abstracts, a journal which focuses specifically on work concerned

" with the handicapped, as well as collections of papers presented at the
yearly conference of the Council, for Exceptiiral Children. These papers
cover the entire gamut of topics in.the field of spec1al education, in-
cluding research, exemplary programs, curriculum development, etc., all
haVing to do with handicapped children and youth. While the entire range

'*"'“*""*of'impairment is included, a great many of the items are addressed speCIflcally

Q

to the severely.handicapped.

-

Other compilations of research have been edited by individual researchefs.
{ Thus Goldberg (1967) has a selected bubliography of special education which
references items on a variety of handicaps. Hurdexr- (1970) reviews research
projects conducted in the .United States during the 1960's. The primary
focus is on the education of emotionally disturbed, mentally retarded, deaf-

P

blind, and multiply handicapped chkildren.

)
Textbooks on special ;ducation or the exceptional child inyariably are

' -
excellent bibliographical resources. Trapp and Himelstein (1972), o~
Cruikshank and Johnson (1967), and Dunn (1963) are examples of this type of

135 a

\ 125 '




O

ERIC

Aruitoxt provided by Eic:

-

reference. Additionally, annual ‘reviews of research, the two editions.of_ .

the Handbook of Research on Teaching, and the Mussen edition of Carmichael's

Manual of Child.Psycholégy illustrate some of the sétﬁings in which bibliog-
3 l '

raphies, and bibliographies of bibliographies, are to be found.

N
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